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Introduction

Sandra Schissler and Christa Lohrmann

Abstract

This chapter provides background information about dementia. In addition, the
methodology and the results of both the systematic literature search in interna-
tional databases and the ensuing online survey with international experts in
dementia, upon which the topics of this book were selected, are presented.

Worldwide, dementia is a great strain on health-care systems, because it is increas-
ing at a rapid rate. Globally, there are now more than 46 million people with demen-
tia, and this number will increase to more than 100 million by 2050 (Prince et al.
2015). The worldwide costs of dementia are also increasing. In 2015, approximately
818 billion US dollars were spent on the treatment and care of dementia patients,
and this will rise to one trillion US dollars in 2018 (Prince et al. 2015). These costs
are higher than for other chronic diseases, like heart disease, stroke, or cancer
(Prince et al. 2013). Currently we have no treatment to cure dementia (WHO 2012;
Prince et al. 2015); therefore, nursing care is a very important aspect of its manage-
ment (Alzheimer’s Society 2014).

Internationally, most people with dementia receive (nursing) care and support
at home (OECD 2015). When dementia progresses, however, increasingly com-
plex care needs arise, making in-home care no longer possible and causing many
people with dementia to move into a nursing home (Braunseis et al. 2012, Morley
et al. 2013; OECD 2015; Prince et al. 2015). In developed countries, often more
than 50% of nursing home residents have dementia (Alzheimer’s Association
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2013; Hoffmann et al. 2014; Lohrmann et al. 2015; Matthews et al. 2013). This
shows that dementia is a very important disease for investigation in a nursing
home setting.

Nursing home residents with dementia have a high prevalence of care depen-
dency (28-83%) and various nursing care problems, like incontinence (urinary,
39-88%; fecal, 43-87%; double, 49-65%) or physical restraints (8—-60%)
(Schiissler et al. 2014a, b, 2015). These problems also increase over time
(Schiissler and Lohrmann 2015), possibly leading to such negative consequences
as reduced quality of life, high care and treatment cost, as well as a higher mortal-
ity risk (Gustavsson et al. 2011; Lohrmann et al. 2015; OECD 2013; Reid 2008).
Therefore, in-depth knowledge about dementia is essential for nursing and other
health-care staff in order to support dementia-specific care in nursing homes
(Schiissler 2015).

This book provides information on the most important current topics in the field
of dementia in nursing homes, sourced from a literature search and subsequent
online survey. In March 2015, a database search was performed in PubMed and
CINAHL with the keywords dementia, nursing home, (geriatric) nursing, priori-
ties, problems, and needs. In total, 31 priority topics for dementia in nursing homes
were identified (see Figure 1.1). After the identification of the topics, an online
questionnaire was generated using Google Forms with a five-point Likert scale
ranking for each topic with the purpose of identifying its importance for dementia
residents in nursing homes. After this, experts in dementia were ascertained
through Internet search, as well as scans of dementia organizations and university
websites. The online questionnaires were sent via email to 52 dementia experts in
March 2015 who were given 2 weeks to fill out the questionnaire. A total of 56%
of the experts participated in the survey. The results of the survey can be seen in
Figure 1.1. Based on the results, 16 (half of all topics) of the most important topics
identified by the experts were included in this book and written about by interna-
tional experts on dementia.

The content of the book is dedicated to all (academic) nursing professionals,
nursing scientists, nursing students, and other health-care professionals. It will be a
valuable resource for nursing home practice and nursing home research.
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Meaningful Activities

Jennifer Wenborn

Abstract

We all need to engage in personally meaningful occupation to maintain our phys-
ical and mental health and well-being. People with dementia are no different, but
need increasing assistance from others to enable their participation. Despite evi-
dence that activity participation enhances quality of life for people with dementia
by reducing challenging behaviour and depression, the quantity and quality of
activity provision within care homes are often unacceptably low, especially for
those with more advanced dementia. Activity provision is often viewed as the
domain of specialist practitioners such as occupational therapists or dedicated
activity staff, to be provided at set times, within a formal programme. However,
for it to be optimally effective, it needs to be integrated into day-to-day practice
by all staff. All staff need to be trained how to provide personally meaningful
activity, but training alone is not enough as the manager’s leadership is crucial to
successfully developing an activity-based culture of care.

This chapter discusses the key components to be considered when providing
occupational opportunities for care home residents who have dementia. Activity
provision is complex and, as such, links with the content of several of the other
chapters, in particular: person-centred care, psychosocial interventions, chal-
lenging behaviour, family carers, staff training and education, quality of life and
depression.

For human reality, to be is to act, and to cease to act is to cease to be. Sartre (1943)

J. Wenborn
Division of Psychiatry, University College London, London, UK
e-mail: j.wenborn@ucl.ac.uk
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2.1 Introduction

The need to engage in purposeful and meaningful activity is a basic human drive
that is essential to maintain physical and mental health and well-being, regardless of
age or impairment. Our individual personality, life story, interests, values and beliefs
influence our choice of activity, and what we do partly defines who we are, for
example, teacher, pianist, walking the dog, and baking.

The need to engage in personally meaningful activity does not diminish for peo-
ple with dementia, whatever the stage or setting. Tom Kitwood (1997) outlined five
main psychological needs of people with dementia that overlap into a central need
for love, namely, comfort, attachment, inclusion, identity and occupation. However,
the impact of dementia is that it becomes increasingly difficult to perform even the
most basic and familiar everyday tasks, and so progressively more and more assis-
tance from family and professional carers is needed to tailor and adapt the activity
to match the individual’s needs and abilities.

Kitwood saw the provision of appropriate activity opportunities as an integral
aspect of person-centred care and a key contributor to quality of life. Activity par-
ticipation in care homes has been shown to improve residents’ quality of life
(Zimmerman et al. 2005) and reduce levels of challenging behaviour and improve
mood and function (Cohen-Mansfield 2005). As such, the provision of meaningful
activities is a critical component when assessing the quality of care in homes.
However all too frequently, the level of activity is inadequate, as inactivity has a
detrimental effect on residents’ physical and mental health and well-being and con-
sequently quality of life.

2.2  Impact of Inactivity

Physiological consequences of inactivity include restricted blood circulation and
respiration; raised blood pressure; diminished appetite, gastrointestinal movement
and bowel function; and increased risk of urinary infection and incontinence, tissue
damage, and chest infection. Mobility can be impaired due to muscles wasting,
contractures developing and decreasing bone density that can then increase the risk
of falls and fractures. Hence, lack of activity can increase the level of dependency
of care home residents. Psychological effects can include decreased alertness, con-
centration and ability to solve problems, which leads to reduced awareness of one-
self and one’s surroundings, resulting in disorientation and confusion. This in turn
can induce anxiety as residents struggle to make sense of what is happening to and
around them, often culminating in displays of agitation and challenging behaviour
in an attempt to communicate their anxiety and frustration to caregivers (Brooker
et al. 2016). Boredom can also trigger challenging behaviour, including wandering,
as an individual attempts to seek stimulation. So, lack of activity increases the fre-
quency and severity of challenging behaviour, and residents who exhibit disruptive
behaviour are least likely to engage in activities; but such behaviour reduces whilst
residents are engaged in activity.
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2.3 Life in a Care Home

The experience of living in a care home has been examined over the years, and the
high level of inactivity and subsequent impact on residents’ quality of life are a com-
mon theme. Townsend (1962) painted a grim picture of life in care homes, conclud-
ing that they do ‘not adequately meet the physical, psychological and social needs
of the elderly people living in them’ (p 430). Organised social activities were poorly
attended, and in between meals residents just sat in the day room, usually in the
same chair, with no activity available. Godlove et al.’s (1982) observational study
found that residents were sitting or lying down without engaging in any observable
activity at all for 61.9% of the time period and participating in exercise and recre-
ational activities for 4.4%. Wilcocks et al.’s (1987) cross-sectional study of 100 care
homes noted that priority was given to providing visible aspects of care, particularly
related to hygiene, such as bathing residents or cleaning the amenities, above attend-
ing to social needs, which were addressed only after other practical tasks were com-
pleted. This study highlights how the organisational culture can perpetuate practice
rooted in risk avoidance, for example, task allocation and staff surveillance that
effectively removes residents’ rights to engage in low-risk activities, thus further
reducing their level of independence and privacy.

Nolan et al.’s observational study (1995) found that residents were passive for
87% of the time with the remaining 13% taken up with basic care needs. Although
nursing staff were aware of, and concerned by, the lack of activity, this was attrib-
uted to a lack of therapy staff. Nolan et al. therefore recommended that ensuring the
availability of such stimulation and meaningful activities should be an integral
aspect of the continuing care nursing role. Schneider et al.’s (1997) study of 17 UK
care homes found that many residents spent their day sitting in a chair, with little
opportunity for physical exercise or activity, tending only to socialise within the
privacy of their own room. Mozley et al. (2004) reported that 51% of the residents
observed were sitting on a chair, possibly dozing, but otherwise inactive.

Ballard et al. (2001) used Dementia Care Mapping (Brooker and Surr 2005) to
evaluate the quality of care across 12 UK care homes. The 218 residents spent 17%
of their time asleep; 30% socially withdrawn or not actively engaged in any activity;
communication with others took up 14%; and just 3% of their time spent engaged
in everyday constructive activities other than watching the television which
accounted for another 3%. The remaining 33% of time was spent in basic care
activities such as eating and toileting.

Martin et al. (2002) identified daytime activities as an unmet need for 53% of
residents in residential care, but only 8% of residents in nursing homes, and sug-
gested that the latter group have a decreased need for such input due to the stage of
decline reached. This reflects a common perception that people at the more advanced
stage of dementia can no longer engage in or enjoy activity. A subsequent study
(Hancock et al. 2006) concluded that daytime activities were an unmet need for
76% of 238 residents, rising to 84% for residents with dementia and depression and
90% for those with dementia and anxiety. Unmet needs were associated with
increased behavioural problems but not with severity of dementia.
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The ‘My Home Life’ programme highlighted the benefits of meaningful activity
to health and well-being, the range of potential activities that can be offered and the
need to ensure that activities are personally meaningful and provided at a level
appropriate to the severity of dementia. It also discussed residents’ reported need to
engage in productive roles so as to ‘feel useful” and the dilemma this poses in terms
of risk assessment and the potential to enhance mealtimes to become a much more
enjoyable experience (Reed 2007).

The UK Alzheimer’s Society (2008) conducted a survey to establish family car-
ers’ perceptions of the quality of dementia care provided within care homes and
identified three key problem areas: provision of activities and occupation, treating
residents with dignity and respect and the relationship between the care home and
family and friends. When the UK Alzheimer’s Society (2013) again surveyed family
carers, they found that just 41% (n = 1139) felt their relative’s quality of life was
good and 24% thought that opportunities to be involved in activities were poor or
very poor. Whilst this is a significant improvement on the 54% who previously
stated that their relative did not have enough to do (Alzheimer’s Society 2008), there
is obviously still much to be done to ensure adequate activity provision across the
sector. Care home staff were also surveyed, and whilst 92% (n = 647) considered the
provision of activities as being important, only 58% felt that adequate opportunities
were available within their own care home.

A review of findings from 100 care home inspections (Commission for Social
Care Inspection 2008), which included observing 424 residents, all of whom had
moderate or severe dementia, ascertained that half of those observed (53%) were
doing something (alone or with someone else) for between 76% and 100% of the
period observed — usually lunchtime — which is an improvement on previous stud-
ies. However, 14% spent less than 25% of their time engaged with anything or
anybody, and it was noted that those who spent the least time engaged were usually
those with more severe dementia. A later review of unannounced inspections across
500 care homes (Care Quality Commission 2013) found that almost two thirds met
all the required standards. However, a recurring theme across those homes that did
not meet the standards related to the lack of activities — particularly for people with
dementia.

These studies make uncomfortable reading with the consistent message that resi-
dents have little opportunity to engage with their environment, with others or in
activity, other than when receiving basic personal care. The need for staff to be
appropriately trained to provide appropriate activities has been consistently high-
lighted. Residents with more advanced dementia, who are therefore more depen-
dent, are least likely to participate in activities not only due to a common
misperception that they are no longer able to benefit but also a lack of caregivers’
knowledge and skill as to how to remedy the situation. Perrin (1997) had previously
noted that ‘marked occupational poverty exists’ for this group of residents (p.938).
Whiteford (2000) then defined occupational deprivation as ‘a state in which a per-
son or group of people are unable to do what is necessary and meaningful in their
lives due to external restrictions. It is a state in which the opportunity to perform
those occupations that have social, cultural and personal relevance is rendered



2 Meaningful Activities 9

difficult if not impossible’ (p.200). The potential impacts of occupational depriva-
tion: lack of meaningful time use, maladaptive responses and a barrier to commu-
nity reintegration, are reflected throughout the accounts summarised above.

2.4  What Makes Activity Meaningful?

Kitwood highlighted the continuing need for people with dementia to ‘be occupied
... involved in the process of life in a way that is personally significant, whether this
consists of action, reflection or relaxation’ but acknowledged the increasing chal-
lenge of doing so, as memory and other cognitive functions deteriorate.

Focus groups conducted with care home residents with dementia, staff and fam-
ily carers in three care homes aimed to establish “What is meaningful activity?’
(Harmer and Orrell 2008). Four activity themes were identified: ‘reminiscence ther-
apy’, ‘family and social’, ‘musical’ and ‘individual’. Residents most valued activi-
ties for their psychosocial characteristics, whilst staff and family carers prioritised
activities to maintain skills. Residents saw lack of opportunity and motivation as the
main barrier to engagement, whilst staff and family carers highlighted the lack of
resources. Two related themes regarding the lack of meaningful activity and what
makes activity meaningful were also explored and highlight the need to identify
each resident’s individual preferences, skills and abilities and to adapt activities to
their capabilities, thus facilitating engagement in activities and contributing to
well-being.

Popham (2007) ran focus groups with residents, staff and family members and
interviewed managers across five care homes to explore what really matters in
the care home environment for people with dementia. Twelve themes were iden-
tified, and whilst the different groups’ priorities varied, the overall most signifi-
cant factor was ‘activities and outings’. Some care staff saw activity provision as
the sole responsibility of the activity organiser; residents wanted opportunity to
do more day-to-day tasks such as what they used to do at home, and many
described the degree of boredom regularly experienced, whilst family members
felt the stimulation provided through activity was preferable to their relative
sleeping all day.

A recent synthesis of the qualitative evidence arising from 34 studies across 11
countries (Han et al. 2016) identified three themes, connection with: self, with oth-
ers and with the environment; concluding that being connected is a prime motiva-
tion for engaging in everyday activities and so is a vital component to explore in
order to identify personally meaningful activities for individuals.

2.5 Providing Meaningful Activity

Enabling meaningful activity for people with dementia in care homes is a complex
business. Kitwood’s Enriched Model of dementia describes the experience of liv-
ing with dementia as a combination of five factors: D =NI + H + B + P + SP,
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where D = dementia, NI = neurological impairment, H = health and physical fit-
ness, B = biography/life history, P = personality and SP = social psychology
(Brooker 2007). This equation is a useful framework to consider the complexity of
activity provision. Four elements are intrinsic to the individual and need to be con-
sidered in order to provide activities that meet residents’ preferences and capaci-
ties, NI = neurological impairment, H = health and physical fitness, B = biography/
life history and P = personality, and are discussed here. The fifth, SP = social psy-
chology, is discussed later.

Although the pattern and progression of neurological impairment (NI) that
occurs in dementia varies from individual to individual, it inevitably affects the
ability to ‘do’, as the person finds it increasingly difficult to remember, know
where they are and who other people are, keep track of time, organise them-
selves, understand what is being said to them, communicate with other people,
make decisions, and learn new things. Activities therefore need to be provided at
the right level of challenge or ‘fit’ to match the individual’s abilities. If activities
are pitched at too low a level, they can be at best boring and, at worst, demeaning
or patronising. Conversely, if activities are pitched at too high a level, they can
provoke anxiety and frustration, thus lowering well-being. Staff must therefore
have the knowledge, skills and easy-to-use tools to enable them to adapt and
present activities at an appropriate level to ‘match’ the person’s current
abilities.

Monitoring and maintaining health and physical fitness (H) has been shown to
enhance quality of life for care home residents, and evidence supports the physical,
cognitive and psychological benefits of physical activity. Residents also experience
a wide range of medical conditions common in older age, such as arthritis, which
can also affect functional ability. As hearing and visual changes are a normal aspect
of the ageing process, most residents will have some degree of hearing and/or visual
impairment. All these aspects also need to be considered when selecting and grad-
ing activities.

Kitwood highlighted the relevance of utilising knowledge of an individual’s
biography (B) and personality (P) in order to deliver person-centred care. Knowledge
of what someone has done in the past (B), and their beliefs and values and how they
dealt with life (P), can help caregivers make sense of their current behaviour and
individualise their own approach to maximise resident’s well-being. Activities that
reflect past preferences have been shown to enhance engagement (Cohen-Mansfield
et al. 2010).

Therefore, the key to providing personally meaningful activity is getting to know
the individual person in terms of their life story (B), interests and values (P), health
and physical capacity (H) and cognitive ability to engage in activity (NI). This
enables personally meaningful activities to be selected, adapted and presented at the
correct level of challenge or ‘fit’ to the person’s abilities. This enables optimal par-
ticipation whilst also providing the necessary level of support. Two of these factors
are now discussed in more detail: obtaining the individual’s life story and assessing
the person’s capacity to engage in activity.
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2.5.1 The Individual’s Life Story

Staff need to obtain, record and utilise residents’ biographical information when
planning care and activity provision. A number of formats are commonly used: a
written/pictorial record or timeline presented in a folder or displayed in the resi-
dents’ bedroom or collecting together relevant objects into a memory box or con-
tainer. It is a good idea to include a family tree, a list of significant dates, photographs
and a frontispiece of current information about their home, family, likes and dis-
likes, emphasising the more positive aspects. A memory box can also be created to
contain objects of significance to represent the person’s life. Increasingly creative
presentations and innovative practice are now possible utilising technology such as
digital picture frames (www.lifestorynetwork.org.uk).

The person can be involved in producing this themselves following a life review
process, but in the later stages, carers are often dependent on the knowledge of fam-
ily and friends and their own experience of working with the resident. Both
approaches have been shown to have benefits (Subramaniam et al. 2014; Gridley
et al. 2016) such as enabling staff to know and better understand the individual per-
son and their behaviour, informing the care planning process, providing person-
alised care, ensuring continuity of care, encouraging life review, and reminiscence.
The process of collating a life story in collaboration with a member of staff is often
valued by family members as it provides an opportunity to remember and portray
the person they know and love, and establish rapport with someone now involved in
providing their relative’s day-to-day care. However, it can also be an emotional
activity that needs sensitive handling, and so staff must be appropriately trained.
Ensuring confidentiality is important as stories may contain personal information
which the person or their relative does not want to share with others.

2.,5.2 Measuring Capacity for Activity: The Pool Activity Level
(PAL) Instrument

As discussed earlier, it is important to match the demands of the activity to the indi-
vidual’s capacity, both physical and cognitive. A useful tool to assess the level of
cognitive ability an individual has to engage in activity is the Pool Activity Level
(PAL) Instrument (Pool 2012). The PAL Instrument comprises a number of sec-
tions: a Life History Profile, the Checklist, Activity Profiles for each of the Activity
Levels and an Individual Action Plan that covers personal care activities. The PAL
Checklist covers nine everyday activities, and the results indicate the level of cogni-
tive ability that an individual has reached in terms of being able to engage in activ-
ity, be that Planned, Exploratory, Sensory or Reflex Level. The PAL Activity Profiles
outline the likely abilities and limitations of a person at that Level and provide guid-
ance on how best to engage and enable an individual, for example, the optimal
positioning of tools and provision of verbal instructions and non-verbal directions.
This information guides carers to select and present appropriate occupational
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opportunities to people with dementia, thus matching the person’s ability with per-
sonally meaningful activity of an appropriate level of challenge or ‘fit’. The PAL
Checklist has validity and reliability when used to assess older people with demen-
tia (Wenborn et al. 2008), and the Instrument is recommended to assist staff in
selecting appropriate daily living and leisure activities (NICE/SCIE 2006; Reed
2007). Once the level of cognitive ability is known, then an activity can be adapted
to match. Strategies to adapt activity demands can include changing the objects and
tools, use of language and non-verbal communication, and the timing and location
(Trahan et al. 2014).

2.6 Impact of the Environment on Activity Provision

The fifth component of Kitwood’s enriched model of dementia, SP = social psy-
chology, relates to the extrinsic factors, namely, the environment within which the
person with dementia lives. The environment can be viewed as comprising three
elements: physical, social and organisational (Calkins 2001). These elements can
all potentially impact — positively or negatively — on activity provision and
engagement.

2.6.1 Physical Environment

There is an association between the design and/or adaptation of the physical envi-
ronment with the behaviour and well-being of people with dementia (Kings Fund
2013). Certain design and décor features of the physical environment that have the
potential to enhance or impede engagement and activity provision include envi-
ronmental cues, such as clocks and clear text/pictorial notices to assist orientation
to time, place and person. Poor design and layout can result in: wandering, as resi-
dents search to make sense of where they are; isolation, if easily accessible com-
munal areas are lacking; incontinence and falls, if toilets and other facilities are
not clearly visible. Lack of appropriate walking aids and/or inadequate seating
(incorrect height, width, depth, shape) can impede or prevent mobilisation
throughout the home, thus lowering levels of physical activity and the potential
for stimulation and social interaction. A lack of colour contrast between different
levels and surfaces and poor lighting makes it difficult for residents with visual or
perceptual impairment to find their way around or carry out everyday activities,
for example, white handrails installed on white-tiled walls in toilets and bath-
rooms are not easily distinguished. The environment (indoor and outdoor) should
provide optimal multisensory stimulation (smell, movement, touch, vision, hear-
ing and taste), but avoid sensory overload, for example, excessive noise, as this
can have a negative impact on well-being. The potential benefits of incorporating
nature into care settings, either through access to outdoor spaces or bringing
nature indoors, for example, plants, natural materials, animals and birds, have also
been recognised.
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The need to risk assess potential activity participation can lead to conflict between
providing a homely, stimulating, individualised environment and ensuring the
health and safety of residents and staff. One example is residents having to remain
seated in the day room so as to enable their constant surveillance by staff. As a
result, many residents do not have the opportunity to carry out the simple, daily
activities that they frequently say they would like to do, for example, not being
‘allowed’ into kitchen areas to wash up in case they fall, plus food hygiene regula-
tions that require crockery to be cleaned in a dishwasher.

However, it has been suggested that as dementia progresses, so a person’s physical
environment shrinks leaving them in a ‘bubble’ approximatley one metre in diameter,
and so the effect of the built environment becomes less important than the capacity of
caregivers to enter into the individual’s bubble, using appropriate verbal and non-verbal
communication and sensory stimulation in order to engage the person (Perrin et al.
2008). Hence, we need also to consider the social and organisational environment.

2.6.2 Social and Organisational Environment

However, the most ‘perfect’ physical environment does not automatically produce
optimum care or increase residents’ level of engagement and activity. Skill and
expertise is required to communicate with, engage and motivate residents and to
select, adapt and present appropriate and meaningful activities to people with a
complex combination of disabilities and needs. Even if staff fully acknowledge the
importance of activity and have the time and commitment, they often lack the neces-
sary knowledge, skills or tools to put this into action. Many of the studies reviewed
earlier in this chapter cite the lack of staff knowledge and skills in a range of topics,
including the provision of appropriate activity, and so the need for a well- trained
care home workforce, able to meet the complex needs of residents with dementia, is
a recurring policy theme.

Staff training can utilise a range of learning strategies including: didactic sessions,
one-to-one mentoring, coaching or supervision, role modelling; and the completion
of work-based learning tasks. Numerous studies have sought to evaluate their effec-
tiveness but on balance have concluded that whilst training courses increase carer
confidence and knowledge in the short term, there is not necessarily any impact on
clients in the long term unless the necessary organisational changes are also imple-
mented. Direct care staff may be keen to engage in activities, but they themselves can
be disempowered by the environment within which they work, for example, by the
management style and organisational factors. So, training in isolation is not enough;
the manager is absolutely key to encouraging an activity based culture within the
home, facilitating and empowering staff to make the necessary organisational
changes required (Lawrence et al. 2012, 2016; Wenborn et al. 2013).

The development of such a culture requires ownership at all levels, led from the
top but with an open and inclusive management style (Killett et al. 2016). Just as
staff are expected to provide person-centred care, so organisations need to be
person-centred towards their staff. Staff often state that there is not the time to
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provide more activity, but it has been shown that integration of activity into day-to-
day care does not need to take additional time to be effective (Volicer et al. 2006),
and the staff time saved from dealing with reduced incidence of neuropsychiatric
symptoms can be reinvested in activity provision.

2.7  Successful Activity Provision

As highlighted previously, activity provision in care homes is a complex business.
Brooker et al.’s action research (2007a, b) developed a multi-level intervention for
providing activity opportunities to people with moderate to severe dementia in long-
term care settings. The Enriching Opportunities Programme consisted of five key
elements: specialist expertise; individualised assessment and case work; an activity
and occupation programme; staff training; and management and leadership. The
‘Locksmith’ — a staff member whose prime role was to discover and develop ‘keys’
that could unlock the potential for well-being in people with dementia — had a cen-
tral role in training, mentoring and motivating care staff. So, whilst one individual
was clearly responsible for leading activity provision, the whole staff group were
key for its day-to-day implementation. The focus was on assessing the individual in
terms of their level of cognitive ability and engagement capacity, life history, per-
sonality and current interests; in order to produce ‘magic moments key cards’ which
identified a particular activity or trigger to enhance that individual’s well-being.
Using a repeated measures within-subjects design and Dementia Care Mapping at
four points over 18—-24 months in three nursing homes providing specialist dementia
care, they found a statistically significant improvement in well-being and range of
activity; an increase in positive interactions, but no decrease in personal detractions;
and a significant decrease in levels of depression, but no change in levels of anxiety.
It was a small sample with much variation across the three homes and so the overall
effect was small for some measures, but the study indicated that implementation of
an activity-based, person-centred intervention is feasible — but dependent on man-
agement support at the highest level as well as a highly motivated staff group to
ensure its success.

2.7.1 Reducing Challenging Behaviour

The use of antipsychotic medication to ‘manage’ challenging behaviour, sometimes
administered covertly, is fundamentally a form of restraint. In contrast, there is evi-
dence that non-pharmacological interventions such as person-centred care planning
can reduce patterns of challenging behaviour (Richter et al. 2012), and so good
practice guidelines now recommend this as the first line of management (Alzheimer’s
Society 2011). The CALM-AD trial (Ballard et al. 2009) found that residents who
received a brief psychological intervention, comprising either social interaction or
personalised music or removing environmental triggers, achieved a 30% reduction
in residents’ level of agitation. A systematic review (Testad et al. 2014) found good
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evidence to support the provision of personalised psychosocial interventions with
and without social interaction to improve agitation and for reminiscence therapy to
improve mood. A randomised controlled trial of staff training and support focussed
on providing individualised care planning resulted in a significant drop in antipsy-
chotic medication usage in the intervention homes (Fossey et al. 2006). A subse-
quent study sought to evaluate the acceptability and effectiveness of this intervention
in practice (Brooker et al. 2016) and found that providing psychosocial interven-
tions such as strengths-based care planning, life story work, supportive environ-
ments, meaningful activity and personalised music resulted in a 31% reduction in
antipsychotic prescribing, with the biggest decrease in homes with initially the
highest rates. A factorial cluster randomised controlled trial evaluated the impact of
providing person-centred care in combination with antipsychotic review, social
interaction and exercise interventions on health-related quality of life (Ballard et al.
2016). The results indicated a worsening in health-related quality of life following
withdrawal of antipsychotic medication in the absence of providing non-
pharmacological interventions instead. Hence, it is important not to consider just
one approach in isolation but take a whole care home approach in developing
person-centred care and providing personally meaningful activities.

2.8 Interventions

A range of activity-based interventions have been demonstrated to be effective for
people with dementia and are recommended as good practice (NICE/SCIE 2006),
including cognitive stimulation therapy for cognitive symptoms; ‘interventions tai-
lored to the person’s preferences, skills and abilities’ for non cognitive symptoms or
behaviour that challenges; and sensory stimulation therapies for people with demen-
tia who are depressed and/or anxious. A review of the effectiveness of all these
interventions is beyond the remit of this chapter, and indeed some are presented in
detail in other chapters, so the evidence supporting some that are relevant to people
residing in care homes is summarised very briefly here.

Cognitive stimulation therapy (CST) incorporates principles of reality orienta-
tion, reminiscence, validation and person-centred care. The 7-week programme
comprises fourteen 45 min sessions, each related to a theme, for example, sound,
childhood, using money. The emphasis is on information processing, and props are
used to provide multisensory stimulation. CST is designed to be run by anyone who
works with people who have dementia; and a comprehensive manual (Spector et al.
2006) and certified training are available. CST has been shown to improve cognition
and quality of life (Spector et al. 2003) and be cost-effective (Knapp et al. 20006);
and maintenance CST also improves quality of life (Orrell et al. 2014).

A sensory approach aims to maintain interaction with the environment and other
people by providing a range of experiences to stimulate all the senses — smell,
movement, touch, vision, hearing and taste — even if verbal communication is no
longer possible. We all need sensory stimulation to interpret and interact with our
environment, and sensory impairment or deprivation eventually results in physical
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and/or social disengagement. Sensory impairment can occur as part of normal age-
ing or due to conditions such as dementia and alters our sensory experience. People
in institutional care may experience sensory deprivation through lack of environ-
mental stimulation and sensory opportunities.

The concept of multisensory stimulation originated in The Netherlands with the
development of Snoezelen®© (literal translation, ‘to sniff and doze’) for people with
learning disabilities which was then extended to people with other conditions,
including dementia, brain injury and terminal illness. Now more commonly referred
to as multisensory environments or sensory rooms, these facilities provide a
non threatening space to gently stimulate the senses. Unpatterned stimuli are used
to arouse the senses of smell, movement, touch, vision, hearing and taste. Participants
are not required to perform any specific activity but just enjoy the sensation and
experience; hence, it is failure-free. Evidence of long-term effectiveness is mixed
but consistently supports positive effects on neuropsychiatric symptoms and mood
immediately after using the sensory room (Sanchez et al. 2012) and in particular for
those with more advanced dementia (Sanchez et al. 2016a, b). Staff must be trained,
users assessed and an intervention plan agreed, to ensure provision of an appropri-
ate level and type of stimulation and to avoid the dangers of sensory overload.

However, many of the principles and equipment can be moved and used else-
where, if a multisensory environment is not available or it is not feasible to get the
person to/into the room. For example, using scented bath oils, background music
and environmental props can turn a functional bath into a sensory experience. A
range of sensory stimuli can be incorporated into any number of activities, as well
as the care home environment itself, or used as an activity, such as rummage bags,
sensory cushions and aprons.

Animal-assisted therapy has been shown to have a positive effect on the symp-
toms of depression and quality of life, especially for those with more advanced
dementia (Olsen et al. 2016), as well as reducing agitation and anxiety (Majic et al.
2013). Hence, the psychological and physical benefits outweigh the perceived
health and safety risks of accommodating animals within the care home environ-
ment. Using dolls has gained in popularity over the past decade, despite initial resis-
tance by some who felt it was potentially infantile and demeaning to older people,
and so a number of studies have been conducted to evaluate its effectiveness. A
recent review identified 11 eligible studies and concluded that the use of dolls could
be therapeutic by increasing levels of engagement, communication and dietary
intake and reducing episodes of distress, but also noted the potential challenges of
putting it into practice due to lack of practitioner knowledge and/or preconceived
ideas regarding its use (Mitchell et al. 2016).

Although there is some evidence of effectiveness for these and other interven-
tions, the conclusions and recommendations of most studies and systematic reviews
consistently highlight the need for more research. However, the methodological
challenge is how to provide interventions which by their very nature need to be
personally meaningful and tailored to the individual whilst adhering to the robust
nature of a protocol required within a randomised controlled trial. It must also be
noted that lack of evidence of effectiveness does not equate to evidence of
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non effectiveness. Indeed, one of the most important aspects is the selection, adapta-
tion and provision of personally meaningful activities for the individual, so even if
an intervention is shown to be effective in the general population it may not appeal
to everyone. This is where the skill of care staff, coupled with their knowledge of
the person’s life story, comes into play. Providing activities that match both interests
and capacity is likely to be more effective (Kolanowski et al. 2005).

Conclusion

The need for people with dementia to engage in personally meaningful activity
has been demonstrated, as well as the paucity of opportunity for care home resi-
dents to do so, with the subsequent detrimental effect on their quality of life due
to increased levels of depression and challenging behaviour. Using non pharma-
cological interventions to reduce challenging behaviour is often a key focus, not
surprisingly as it has a detrimental effect on residents’ quality of life and uses a
disproportionate amount of staff time and service resources. Educational models
that aim to equip care staff with enhanced knowledge and understanding of
dementia, how it affects behaviour and how individualised care plans can enhance
the provision of person-centred care have been evaluated, but a recurring conclu-
sion is how key the manager’s role and leadership style are to enable change
within the care home setting, in order for service development and improvement
to occur and be maintained.

Useful Resources

Life story resources and practice www.lifestorynetwork.org.uk

Living Well through Activity in Care www.cot.org.uk/living-well-care-homes
Homes: The guide for residents, their family
and friends (free download,

College of Occupational Therapists)

National Association for Providers of Www.napa-activities.com/
Activities for Older People (NAPA)
Pool Activity Level (PAL) Instrument www.dementia-pal.com

(electronic version)
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Patient-/Person-Centered Care 3

Kathryn A. Weigel

Abstract

Person-centered care (PCC) for persons with dementia is based on the belief that
personhood can be maintained despite cognitive impairment, and it is considered
the gold standard for caring for persons with dementia in long-term care settings.
PCC values the individual and honors and facilitates the expression of his/her
autonomy. PCC in dementia care is not to be confused with patient-centered
care, which is the term used to refer to the engagement of the patient in his/her
healthcare in a more general sense. Informal and formal PCC has been utilized
in dementia care since the 1990s, with noted differences among countries in
implementation, initiatives, progress, and success. This chapter offers an over-
view of the concept, background, implementation concerns, example PCC mod-
els and frameworks, current research evidence, and a list of some useful resources.

Keywords
Person-centered care * Dementia * Dementia care

3.1 Introduction

The term “patient-/person-centered care” is currently used in healthcare to denote
the focus on involving the patient in his/her care following initiatives by organiza-
tions, such as the Institute of Medicine (IOM) in the United States, to increase the
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quality and effectiveness of care. However, person-centered care (PCC) has been
used as an approach in the design and delivery of care for individuals with dementia
since the late 1990s to enhance the quality of care and the quality of life for indi-
viduals with dementia. The term person-centered, rather than patient-centered, care
is used in this context due to its widespread acceptability and its holistic and person-
alized ethos (Love and Pinkowitz 2013). Pioneered by Tom Kitwood and Kathleen
Bredin in the late 1980s and early 1990s in the United Kingdom (UK), PCC values
the individual and honors and facilitates the expression of his/her autonomy. PCC is
more than simply individualized care; it is ensuring that all interpersonal interac-
tions between the person and the staff are understood in relation to how the person
feels and how they enhance the person’s sense of well-being. As noted by Barbosa
et al. (2015), forms of PCC approaches include the following: behavior-oriented
approaches, such as simplified tasks and simple one-step instructions; emotion-
oriented approaches, such as reminiscence and validation therapy; cognition-
oriented approaches, such as reality orientation; and stimulation-oriented
approaches, such as recreational, art, and music therapies and multisensory
stimulation.

3.2 Background

Beginning with the work of Kitwood and Bredin, experts in the UK have success-
fully proposed many policy initiatives leading to the successful application of PCC
across the entire trajectory from diagnosis to death. Members of the Bradford
University Dementia Group developed Dementia Care Mapping (DCM) from
Kitwood’s model as a method to map out care for individuals and for the setting as
a whole; and this method has been used to plan, deliver, and evaluate care, indicat-
ing positive outcomes as well as areas in need of change and/or improvement
(Brooker 2015). The group also developed a training program for primary care prac-
titioners, and there has been movement to incorporate PCC in hospitals as well.
Brooker advanced DCM in 2007 with her person-centered dementia care (PCDC)
model known as the VIPS framework. This model focuses on valuing the person,
individualization of care, the perspective of the person, and a supportive social envi-
ronment (Brooker 2015).

In the UK, the National Institute for Health and Clinical Excellence (NICE) and
the Social Care Institute for Excellence (SCIE) collaborated to develop guidelines
and standards for quality care, and the first evidence-based guideline on dementia
was published in 2007 (NICE and SCIE 2007). The guideline pointed to the need
for training of both health and social staff in order to provide this quality care, such
as that developed by the Bradford Dementia Group, and the collaborative has con-
tinued to work on the articulation of standards and the measurement of outcomes. In
the United States (US), the Dementia Initiative, formed in 2012, issued the white
paper titled “Dementia Care: The Quality Chasm,” which laid out a four-part frame-
work for person-centered dementia care. These four parts included the core values
and philosophy of the person, the structure of the long-term care service and support
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settings in which the person lives (note that this does not include those persons
receiving care by family members or friends), the operational practices of the struc-
ture that support person-centered care, and the individualized practices that are used
in interacting with the person (Dementia Initiative 2013). In response to worldwide
requests by governments and Alzheimer’s associations for more efforts focused on
improving the quality of dementia care services, the World Health Organization
(WHO) held its first conference on dementia in 2015. WHQO’s Global Action on
Dementia report (World Health Organization 2015), which calls for greater empha-
sis on quality care of persons with dementia at the global level, resulted from this
meeting of experts across the globe.

3.3 Implementation

When moving from a concept into daily practice, questions arise about how to put
PCC into action, beginning with the question of how care providers can know the
preferences, needs, and values of a person with dementia. This is followed by the
questions: How can they ensure that the person’s values guide all decisions about
his/her care? How and to what extent can they involve family members without
compromising the fundamental focus on individual autonomy and choice? How can
person-centered care be measured if the person is unable to complete the question-
naires being used to evaluate patient experience? (Maslow 2013). Thus, the imple-
mentation of PCC requires careful and thorough consideration of many factors.

Since valuing the person is the fundamental principle of PCC, it is vital for the
caregiver to listen, observe, and use multiple sources to learn about the person’s his-
tory, values, and preferences, and what brings them joy, and then use that knowl-
edge to plan and provide care in a trusting relationship (Molony and Bouma 2013).
Care is built around the person’s strengths and honoring the person’s personhood
and autonomy, which implies the necessity of offering and not denying opportuni-
ties for the person to make choices. These opportunities can be modified according
to the person’s cognitive/emotional/communication/physical abilities. The organi-
zation must be supportive of the care initiative from the top down. In order to pro-
vide PCC, the focus of the organization must shift from the completion of tasks
within set time frames to that of prioritizing the understanding of the person’s expe-
rience in the planning and provision of care (Kitwood 1997). Among other issues,
this requires that the organization be willing and able to provide and support appro-
priate training and modify staffing patterns, programs, and the environment.

34 PCC Models/Frameworks

Several frameworks/models of PCC have been developed. One of these is the VIPS
framework originally designed by Brooker in 2007. This framework consists of: V,
for valuing people with dementia and those who care for them; I, for treating people
as individuals; P, for looking at the world from the perspective of the person with



24 K.A. Weigel

dementia; and S, for a positive social environment in which the person living with
dementia can experience relative well-being (Brooker 2015). Guidance on the
implementation of PCC in the long-term care setting is outlined in the framework,
with an emphasis on the necessity of staff education on how to practice PCC. Another
is the ABLE model of PCC, which was first conceived as a quality improvement
project. This model incorporates Montessori principles and has four areas of focus:
A, for abilities and capabilities of the person; B, for the background of the resident;
L, for leadership, culture change, and education of staff; and E, for physical envi-
ronment changes (Roberts et al. 2015).

The physical environment must also be considered in the delivery of PCC, and
individual work by several recognized dementia experts can be summarized by a set
of eight key environmental design ideas. These include exit control, walking paths,
common spaces, privacy and personalization, garden access, residentialness, sen-
sory comprehension, and support for capacity. Controlled exits allow for indepen-
dence, clear walking paths clarify destinations, common spaces offer rooms with
indicators of purpose and related expected socially appropriate behaviors, bedrooms
need to be personalized and provide privacy, and any outdoor/garden areas must be
safe and easily accessible. The residence has to maintain a sense of feeling at home;
what the individuals see, hear, smell, and touch needs to be understandable to them;
and the physical environment needs to support the individuals® highest levels of
independence (Zeisel 2013).

3.5 Current Research Evidence About PCC

Many investigators in many countries have conducted research on the implementation
and effects of PCC on persons with dementia and their formal and informal caregiv-
ers. Of course, in the case of PCC in nursing homes, those studies exploring persons
in residential setting and their formal caregivers are most applicable.

3.5.1 Effects of PCC on Persons with Dementia

Several recent studies explored the effect of PCC on problematic behaviors of per-
sons with dementia and related outcomes. Chenoweth et al. (2009) conducted the
Caring for Aged Dementia Care Resident Study (CADRES), a cluster randomized
trial that demonstrated that PCC resulted in significant decreases in agitation that
was also cost-effective. Burack et al. (2012) conducted a two-year study exploring
the effect of PCC on resident behavior, comparing seven long-term care communi-
ties utilizing PCC with six matched communities that did not. The results indicated
a significant decrease in agitated behaviors in the groups utilizing PCC and a signifi-
cant increase in agitated behaviors in the groups that did not utilize PCC. Li and
Porock (2014) conducted a systematic review of resident outcomes of PCC in long-
term care. They found 24 studies from three countries and that PCC resulted in
significant decreases in the use of psychotropic medications and depression and
lower levels of helplessness, boredom, and loneliness. As part of the Well-Being and
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Health for People with Dementia (WHELD) program, Ballard et al. (2016) con-
ducted a randomized control trial using a PCC intervention in 16 nursing homes in
London area that resulted in decreases in problematic behavior and significant
reductions in the use of antipsychotic medications and in mortality.

3.5.2 Effects of PCC on Formal/Professional Caregivers
of Persons with Dementia

Some studies explored the effect of PCC on the formal/professional caregivers of
persons with dementia. Jeon et al. (2011) explored the effects of PCC and DCM on
staff in a cluster randomized trial in 15 residential aged care sites in Sydney,
Australia, and found significant decreases in emotional exhaustion over time in the
DCM group. Passalacqua and Harwood (2012) developed a communication skills
intervention for caregivers based on the VIPS framework (see Sect. 3.4) and tested
it with 26 paraprofessional caregivers in a for-profit memory care facility in the
Southwest US. The results indicated a significant decrease in caregivers’ deperson-
alization of residents, a significant increase in caregivers’ hope for persons with
Alzheimer’s, and an increase in caregivers’ empathy. A systematic review by
Barbosa et al. (2015) focused on the impact of PCC on staff caring for persons with
dementia in residential care settings and found that five of the seven qualifying
experimental and quasi-experimental studies suggested that PCC had positive
effects on staff stress, burnout, and job dissatisfaction. A study by Roberts et al.
(2015) included an examination of the effect on family members as well in an
18-month mixed methods pilot study of the effect of implementation of the ABLE
model (see Sect. 3.4) of PCC on the residents, care staff, and family members of a
15-bed dementia care unit. The results of that study indicated statistically significant
reductions in the use of antipsychotic and sedative medications and resident agita-
tion that was accompanied by significant changes in staff perceptions of the care
environment, knowledge of dementia care, the organization, and the content of care.

3.5.3 Effects of the Physical Environment on the Provision
of PCC

Other studies explored the effect of the physical environment in the provision of PCC
on the persons with dementia and their formal/professional caregivers. The Person-
Centered Dementia Care and Environment (PerCEN) study, for instance, a random-
ized controlled trial implementing PCC and person-centered environments (PCEs)
for persons with dementia, was conducted from 2009 to 2013 in 38 units in 38 differ-
ent residential facilities for the aged. Using the data obtained in this study, Chenoweth
et al. (2014) examined the effect of PCC and PCEs on resident agitation, emotional
responses to care, quality of life, and depression, as well as the quality of care inter-
action. Although the results indicated statistically significant improvements in qual-
ity of life and decreases in agitation for both the PCC and PCE groups, there was no
significant difference in either variable for the PCC + PCE group. There were
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significant improvements in the quality of care interactions and resident care
responses observed in the PCC + PCE group, but no group resulted in improvement
in resident depression scores.

3.6 Conclusion

PCC has been shown to result in positive effects on persons with dementia, their
formal/professional caregivers, and the organizations in which they receive care.
The recent calls for patient-/person-centered care in healthcare reinforce the central
focus of PCC that the person needs to be valued and their autonomy be honored and
facilitated. There are several well-developed frameworks/models and related train-
ing and implementation materials and support available that can make this possible
for more settings, facilities, and organizations.

3.7 Resources

The following are useful resources in developing and implementing PCC:

* ABLE model: http://www.able-differently.org/about-us/able-health-model/

» The Alzheimer’s Voice: Person-Centered and Person-Directed Dementia
Care: https://nadrc.acl.gov/node/26

* Bradford University School of Dementia Studies: http://www.bradford.ac.
uk/health/dementia/

» Eden Alternative: http://www.edenalt.org/

* Green House Project: http:/www.aplaceformom.com/blog/green-house-
project-next-big-think-in-long-term-care/

* Montessori for Dementia: http://montessorifordementia.com.au/

* National Alzheimer’s and Dementia Resource Center: https://nadrc.acl.gov/

* Pioneer Network: http://pioneernetwork.net/

* STAR training: http://www.startraining.eu/index.php?lang=en

e VIPS Framework: http://www.worcester.ac.uk/discover/9980.html
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Psychosocial Interventions

Evelyn Finnema, Cora van der Kooij, Rose-Marie Droes,
and Linda Wolter

Abstract

In section A, we focus on the use of the adaptation-coping model as a
theoretical and practical framework in the care for persons with dementia in
combination with integrated emotion-oriented care in the different phases of
dementia. First of all, we address the adaptation-coping model and the main
principles and method of integrated emotion-oriented care. We subsequently
discuss a number of adaptive tasks that elderly people with dementia can be
confronted with. We describe how these adaptive tasks can cause disruptions
in the functioning or in behavior and mood. We then examine to what extent
integrated emotion-oriented care attempts to prevent, reduce, or eliminate
these disruptions and what the expected effect is on the behavior and mood of
the person with dementia.

In section B we will look at the implementation of psychosocial interven-
tions to residents with dementia in nursing homes. We begin by looking at the-
ory that aids in furthering our insights into the importance of building a trusting
relationship with nursing home residents. Building on trust, we will explore
Erickson’s theory as it relates to aging. Here, we will discuss several types of
interventions and mediums that have shown significant and enduring success
with older adults.
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4.1 Section A: Coping with Dementia - Integrated Emotion-
Oriented Care for Nursing Home Residents’

Evelyn Finnema, Cora van der Kooij, and Rose-Marie Droes

4.1.1 The Adaptation-Coping Model

Elderly people with dementia who have been institutionalized in a psychogeriatric
nursing home may experience the consequences of their disease and their changed
living conditions (stay at the nursing home, loss of independence, etc.) as stressful.
The adaptation-coping model (Drdes 1991) provides a framework from which the
problems of the person with dementia can be viewed. It offers aids for diagnosis, for
the treatment and evaluation of the psychosocial problems of elderly people with
dementia.

The adaptation-coping model is based on the coping theory formulated by
Lazarus and Folkman (1984) and the adaptive tasks distinguished by Moos and Tsu
(1977) for chronic illness. Droes (1991) operationalized the model for psychosocial
care for elderly people with dementia. One of the most important starting points of
the adaptation-coping model is people’s constant striving for balance. When people
are confronted with changes in their existence, this unavoidably leads to a disrup-
tion of the existing balance. By coping with these changes consciously, but even
more often unconsciously, they try to regain a balance. Moos and Tsu (1977) indi-
cate that in general seven adaptive tasks are important for the restoration of the
disrupted balance. The difficulty the individual patient experiences with the various
adaptive tasks is determined in part by his personality and life history. Furthermore,
illness-related problems and social and material circumstances also have an effect.
According to Droes (1991), the adaptive tasks distinguished by Moos and Tsu, the
adaptation process they describe, and the factors that influence this process also
apply to people with dementia. Droes (1991) describes in detail which coping strat-
egies people with dementia appear to use when they are coping with the different
adaptive tasks. She indicates how various behavior and mood problems, such as
aggressive, depressed, and anxious behavior, inactivity, and socially isolated

'"This chapter is adapted from Finnema EJ, Van der Kooij CH, Drées RM (2015) Omgaan met
dementie: belevingsgerichte begeleiding en zorg in de verschillende stadia van dementie. In: Droes
RM, Schols J, Scheltens Ph (ed) Meer Kwaliteit van Leven. Integratieve Persoonsgerichte
Dementiezorg. Leusden: Diagnosis Uitgevers, p 163—185.
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Table 4.1 Adaptive tasks Adaptive tasks Adaptive domains
related to nursing home

residents with dementia

Coping with own invalidity Cognitive adaptation

Developing an adequate
relationship with the staff

Maintaining an emotional balance | Emotional adaptation

Maintaining a positive self-image

Preparing for an uncertain future

Coping with the nursing home Social adaptation
environment

Developing and maintaining
social relationships

behavior, should perhaps be interpreted as (in some cases not quite adequate) coping
behavior. In her opinion, a reduction of these behavior and mood problems indicate
a reduction of experienced stress and psychosocial problems, and that would be
proof of better adaptation. Depending on the adaptive tasks on which improvement
is observed, one can say there has been cognitive or mental, emotional, or social
adaptation (see Table 4.1).

Droes’ description of coping strategies is based on Verwoerdt (1976) and Lazarus
and Folkman (1984). Verwoerdt described various defense mechanisms in people
with dementia, namely, strategies aimed at management and control such as intel-
lectualization; separation of reason and emotion; certain obsessive-compulsive
mechanisms; overcompensation and counterphobic behavior; strategies to keep the
threat outside consciousness, such as suppression, denial, rationalization, projec-
tion, and introjection; and regressive strategies, such as regressive behavior, giving
up, and withdrawal.

Lazarus and Folkman (1984) made a distinction between problem-oriented and
emotion-oriented coping strategies. Problem-oriented strategies focus on resolving the
problems that have caused tension and on restoring a sense of control. Examples are
analytical strategies, such as searching for relevant information and thinking up
solutions, “(...) but also strategies that focus on the individual in question, such as
motivational or cognitive changes, changing the level of aspiration, mental preparation
for the consequences of the disease, finding alternative ways of fulfillment and learning
new skills (...)” (Droes 1991, p. 43). Emotion-oriented strategies focus primarily on
reducing the emotional tension that is caused by the consequences of the disease.
Examples are “avoiding behavior, selective attention, reinterpretation of the situation
and behavior strategies, such as (...) meditation, alcohol consumption, expressing anger
and looking for emotional support and reassurance” (Droes 1991, p. 43).

In most situations, people use a combination of problem-oriented and emotion-
oriented strategies according to Lazarus and Folkman (1984). However, when the stress
situation is appraised as impossible to control or influence (as may happen in the case of
serious illness), people generally tend more toward emotion-oriented ways of coping.

Although there is a clear distinction between the various adaptive tasks in theory,
it is not always possible in everyday practice to infer from the way in which he
behaves with which adaptive task the elderly person with dementia has a problem.
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Fig.4.1 The Adaptation-coping model (Drées 1991)

A correct interpretation of the behavior (Droes refers to this as “psychosocial
diagnosis™) is therefore always based on a combination of knowledge about the
person, his life history, his personal experience of the situation and his functional
abilities, an analysis of the social and material circumstances in which the behavior
occurs, and an understanding of the coping strategy (strategies) he uses.

In view of all this, it is obvious that the adaptation process is complex and
dynamic, and also interactional, i.e., the continuous interaction with the environ-
ment affects the coping behavior (external cycle). This creates an opening for the
environment to influence disruptions in behavior and mood by means of, among
other things, emotion-oriented care and other treatment and support methods.
Several studies confirm the “stress-coping” notion (Moore 1997). The problems
indicated by people with dementia were related first of all to their own cognitive
deterioration and the disabling effects this had on their everyday functioning. In
addition, the problems referred to the emotional burden and social consequences of
the disease for themselves as well as their environment. People with dementia indi-
cated, for example, that it is difficult to become dependent on others and to stay in
touch with friends and acquaintances (Cohen 1991; Droes 1991; Kiyak and Borson
1992; Cotrell and Schulz 1993; Cotrell and Lein 1993). An indication for the experi-
ence of stress in dementia from neurobiological research is that several stress-
regulating systems in our body prove to be highly activated in Alzheimer’s disease
(Hoogendijk 1998) (Fig. 4.1).

4.1.2 Integrated Emotion-Oriented Care

In practice, the term emotion-oriented care is used as a collective name for
approaches that try to link up with the experiences and perceptions of the person
with dementia (Finnema et al. 2000a, b). Emotion-oriented care approaches include:

e The validation approach (Feil 1989a, b), which aims at empathizing with the
emotions and perceptions of the people with dementia and validating their
feelings
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e Reminiscence, which uses objects, old photographs, and utensils (Rossaert 1989;
Thornton and Brotchie 1987)

e Sensory activation, i.e., attempting to make contact through various senses by
means of sounds, smells, and hugs (Achterberg and Kok 1992)

¢ Reality orientation, which aims to support the cognitive functioning of the per-
son with dementia and therefore his sense of control, through training, offering
structure, clear timetables, and aids, such as a photograph on the bedroom door
and other reference points in the environment (Spector et al. 2012)

e Passivities of daily life (PDL), which pays attention to comfortable sitting or
lying positions and passive relaxation exercises and which is based in part on
haptonomic principles (Eijle and Van der Wulp 1988; Rabe 1993)

The integrated emotion-oriented care approach strives for an application of (suit-
able elements from) the emotion-oriented approaches mentioned, integrated in the
daily care. Our starting point is the definition of integrated emotion-oriented care as
formulated by Van der Kooij (2003, 2013, 2016):

“Integrated emotion-oriented care is the integrated application of emotion
oriented approaches and communicative skills, customized to the individual
person with dementia, taking into account his needs and physical and mental
disabilities, for the purpose of offering feelings of security and trust to the
person with dementia and helping him to adjust to the consequences of his
illness.”

Nowadays, it is generally accepted that there are no standard prescriptions for the
way caregivers should communicate with people with dementia. In every situation,
it is necessary to tune into the unique personality of the person with dementia, his
particular personality, his situation, his life history, his needs, and his way of coping
with the disease. The most important question for the caregiver is not whether a
particular method was applied as described, but whether there was a situation or a
moment of mutual understanding and contact (Halek and Bartholomeyzcik 2006).
Integrated emotion-oriented care focuses on the awareness of and reflection on the
“moments of contact” and on building up an emotional relationship with the person
with dementia (Van der Kooij 2003, 2016).

4.1.2.1 Phases of Ego-Experience and Perceptions

Little is known about how people perceive themselves during the dementia
process. Integrated emotion-oriented care starts from four subsequent phases of
“Ego-experience”: threatened Ego-experience, wandering Ego-experience, hid-
den Ego-experience, and sunken Ego-experience (Van der Kooij 2003, 2016).
These phases are based on the phases of dementia as described earlier by Verdult
(1993) and on Feil’s (1989a, b) four stages of disorientation: orientation prob-
lems, confusion in time, repetitive movement, and vegetation.
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During the phase of threatened Ego-experience, people lose their grip on
themselves and their environment. They start having trouble remembering and
thinking. People they know appear to be strangers, familiar spaces are unknown,
and the secure feeling about self in the continuity of past, present, and future is
uprooted. The degree in which people are aware of the problems as a result of their
dementia varies.

During the phase of wandering Ego-experience, the person with dementia gets
lost, as it were, in an individual reality. The chronology of his past erombles, and he
loses the ability to arrange and name his perceptions.

The hidden Ego-experience is characterized by apparent isolation and inacces-
sibility. It seems like the person with dementia resides in a personal, inner, timeless
world where he doesn’t need anyone and won’t allow anyone in. Making contact is
still, however, possible.

In the sunken Ego-experience, the person with dementia no longer responds to
his environment; there seems to be no more interaction of feelings.

To gain some understanding of the experiences and perceptions of the person
with dementia, an assessment is made of the Ego-experience phase, as well as how
he experiences his current situation and how his life history influences his experi-
ence of the present. Experiencing the current situation refers to how the dementing
person copes with, and experiences, the consequences of his illness and his institu-
tionalization in the nursing home (cf. Droes 1991).

4.1.2.2 Care Needs and Care Objectives

The different phases of Ego-experience in integrated emotion-oriented care are
distinguished to provide caregivers with a frame of reference to help assess the
individual care needs of people with dementia. Five general care needs are distin-
guished (Van der Kooij 2003), which are derived from Maslov’s (1972) hierarchy of
needs and which have been modified for dementia on the basis of descriptions by,
among others, Feil (1984), and Kitwood and Bredin (1992). The care needs concern
being able to meet basic physical needs, security, trust and structure, contact and
connectedness, self-respect, and self-realization. The general care objectives are in
line with these care needs and are described as accepting dependence, experiencing
security, experiencing connectedness, experiencing appreciation, and experiencing
affirmation or even validation.

4.1.2.3 Methods in the Different Phases of Dementia and Phases
of Ego-Experience

Although the care needs and care objectives are, to a greater or smaller extent,
relevant to every phase of Ego-experience, they require different methods during
different phases. Starting point for action and making contact is always the per-
ception and experience of the person with dementia. Van der Kooij has distin-
guished six areas of experience: sensory, rational, emotional, physical, social, and
spiritual experience. This classification of areas of experience is based in part on
the stimulation of the general psychological functions “perception, thinking, and
feeling,” as they are given shape in sensory activation, the reality orientation
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Table 4.2 Integrated emotion-oriented care in relation to adaptive tasks

Adaptive task Integrated emotion-oriented care

Coping with own invalidity | Help the person with dementia to cope with the constraints.
Support him and encourage him to do the things he still can

Developing an adequate Behave empathetic and make use of knowledge of the life

care relationship with the history of the person with dementia. Accept the resident as the

staff person he was and is today

Maintaining an emotional Respect emotions and confirm or weak them off. Offer pleasant

balance sensory stimuli (music, good food, etc.)

Maintaining a positive Promote the dignity of the person with dementia to let him

self-image remember positive events and encourage him to do activities
that he can

Preparing for an uncertain Show understanding for the feelings of the person with

future dementia about present and future and offer activities that make
it here and now makes sense

Coping with the nursing Let the person with dementia feel at home and continue to

home environment maintain his habits to prevent hospitalization. Involve the person

with dementia in recreational activities

Developing and maintaining | Match the needs of individual contacts and encourage the
social relationships person with dementia to fulfill several social roles

approach, and the validation approach, respectively. As the body of the person
with dementia is frequently “touched” in caring and nursing contact, Van der
Kooij made experience of the own body a separate field of attention in care. One
approach that integrated emotion-oriented care derives techniques from in this
area is the method passivities of daily life (PDL), a method that was developed by
Dutch physiotherapists (Eijle and Van der Wulp 1988). In the German-speaking
Europe, this is known as Basale Stimulation (Frohlich 1991). Van der Kooij
derived the experience areas social and spiritual experience from Maslov’s hierar-
chy of needs (Maslov 1972). Social experience refers to making contact. In this
context techniques from the validation approach and reminiscence are used.
Spiritual experience refers to self-realization, signification, and achieving or not
achieving ego integrity. Techniques from reminiscence and the validation approach
are used here (Table 4.2).

4.1.2.4 Carein the Phase of Threatened Ego-Experience

Acceptance of Dependency People in the phase of the threatened Ego-experience
are generally quite able, in their own way, to take care of themselves. For that rea-
son, caregivers take over actions, very tactfully, only when necessary. They also
look for opportunities to offer options.

Experiencing Security and Trust An important goal during this phase is to make
the person with dementia experience control. Someone who feels threatened looks
for security. There are various ways of helping the person with dementia in this
respect: offering clearly organized options, a warm (small-scale) living environment,
a fixed schedule, maintaining familiar rules of conduct, a place of one’s own,
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supporting the dementing person’s norms and values, developing and/or maintaining
rituals and common practices (e.g., drinking coffee or reading the newspaper in a
small group every morning), and making sure there are plenty of reference points,
such as photographs and objects around someone’s bed, personal toiletries, and a
personal chair in the living room. These are ways of creating an organized and
structured environment.

Experiencing Connectedness People in the threatened Ego-experience appear to
keep others at a distance. This is often caused by fear, anger, or feelings of loneli-
ness. Emotion-oriented care is based on the notion that these people need others to
feel safe and to make contact. This can be done in many ways, for example, by
radiating security and closeness. The caregiver can furthermore mirror the attitude
of the person with dementia. His body language, eyes, and voice manifest tension,
anger, or anxiety. By showing security, interest, and respect during the mirroring,
the chances that the person feels understood are increased. This provides a basis for
contact.

Experiencing Appreciation The sense of self-worth is enhanced by appealing to
personal qualities in a day program or week program, by activating familiar actions
and social roles, and by asking people to do things like read to others, help with
domestic or household activities, and advise or console another resident.

Experiencing Affirmation and Validation In this phase, the person with demen-
tia experiences himself as before and makes frenetic efforts to keep it that way.
Caregivers can support the person with dementia by behaving “normally,” not cor-
recting or confronting, and providing support only when necessary.

4.1.2.5 Care in the Phase of Wandering Ego-Experience

Accepting Dependence Lost abilities require a prothetic approach and environ-
ment, a gradual taking over of actions that lead to fear of failure and a reduction of
complexity. Supporting the memory of the person with dementia requires tact on the
part of the caregiver. Sometimes the person with dementia will appreciate this; other
times, he will hold onto his own reality. In this phase, it is pointless to enter into
discussion about facts or words. This makes the person with dementia feel corrected
and patronized.

Experiencing Security and Trust The person with dementia derives control from
structure, familiar faces, spaces, rituals, objects, reference points on the ward
(Holden 1983; Hanley 1981; Hanley et al. 1981), and support of the ability to make
one’s own choices and decisions.

Experiencing Connectedness Making contact with people in the wandering Ego-
experience phase is often still possible. People in this phase take the initiative to
make contact. If the reaction is positive, a reciprocity and interaction of feelings
develop. During this phase, the person can make very apt remarks and does not let
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conventions limit him anymore. Word finding problems do not stop him from having
conversations. The discussion partner only helps to keep the conversation on track
and offers words, draws conclusions, or summarizes what has been discussed
(Feil 1989a, b, 1992). In this, the partner needs to be both empathic and prothetic.

Experiencing Appreciation For people in this phase, life themes and losses play
an important part in their experience of reality. These themes are discussed indi-
vidually as well as in groups. This may bring about a sense of (delayed) validation,
understanding, compensation, or satisfaction. Whether the person experiences his
reality positively or negatively depends to a great extent on the person and his life
history. If someone has not built up a positive self-perception during his life and has
known few good relationships, the behavior in this phase can be difficult to
manage.

Experiencing Affirmation and Validation The perception of the own identity
becomes fragmented due to gaps in the memory. Caregivers can validate the feeling
of identity of the person with dementia by addressing him in his identity and by
incorporating, whenever possible, satisfying activities from the past into his current
life in the nursing home (e.g., helping with the dishes, folding the laundry, polishing
the silver or brass). In general, this will make the dementing person feel appreciated.
Some caution is required, however. An excessive appeal on who one used to be,
what one was able to do, or what brought pleasure in the past can also be very con-
frontational in the current situation.

4.1.2.6 Care in the Phase of Hidden Ego-Experience

Accepting Dependence During this phase, the person is totally dependent on oth-
ers. The person with dementia is likely to accept this more easily if he trusts those
others. Caregivers need to build up this trust, e.g., by always carrying out care
actions in the same way and by making themselves recognizable by means of the
tone of voice, type of greeting, and physical contact. Despite the fact that one is
dependent, experiencing the freedom to choose is still very important. Selecting the
moments and ways in which choices are offered to the person with dementia requires
creativity and tact.

Experiencing Connectedness In this phase, the person depends on the initiatives
of others for contact. Many people in this stage of dementia are, however, still open
to liveliness, cheerfulness, humor, music, and movement (Buckwalter et al. 1995).
Caregivers need to be alert to this in their contacts and in offering activities.
Mirroring body posture and movements may help to tune oneself to the feelings of
the person with dementia and invite him to share those feelings. Sometimes, eye
contact helps to make the person with dementia experience closeness and intimacy;
sometimes, sitting with him for a moment is enough. To the person with dementia,
the person who is so close to him may symbolize someone from his life history.
Who this is exactly is irrelevant. The verbal technique used is the technique of
ambiguity (Feil 1992): “Isn’t that nice?” “Is it that bad?.” The person with dementia
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feels understood. Experiencing appreciation: contact opportunities should be sought
in the physical and sensory experience. The caregiver needs to show respect,
warmth, and understanding.

Experiencing Affirmation and Validation Although their sense of who they are
is vague for people in the hidden Ego-experience, they do prove sensitive to an
appeal to their identity, for example, by reminiscing together with the person with
dementia with the aid of old photographs or familiar objects about positive events in
his past. Awareness of the life history of the resident with dementia is therefore
important.

4.1.2.7 Care in the Phase of Sunken Ego-Experience

Accepting Dependence and Control People in the phase of sunken Ego-
experience were once thought to be in a vegetative stage. The care would therefore
be limited to the body. In the integrated emotion-oriented care, the daily care is also
used to nourish the person with dementia and provide him with pleasant sensations.
People with high muscle tone and contractures are easier to help with principles
from, e.g., the PDL approach and basal stimulation, and they respond well to relax-
ing massage. The person with dementia responds primarily to physical and sensory
stimuli. These can be offered, for example, through bodily experiences like massage
and warm bathing, sensory stimulation, aroma therapy, and music.

4.1.3 How Integrated Emotion-Oriented Care Can Influence
Adaptation

In the adaptation-coping model, the seven adaptive tasks are considered as impor-
tant aspects of cognitive, emotional, and social adaptation in dementia. Starting
from the “coping” perspective, we examine for each of the adaptive tasks how they
can cause behavior and mood problems or disruptions in the daily functioning of
people with dementia. Subsequently, we describe how integrated emotion-oriented
care attempts to prevent, reduce, or eliminate these disruptions and problems.

4.1.3.1 Integrated Emotion-Oriented Care and Cognitive Adaptation

Coping with the Own Invalidity

A dementia syndrome, as stated before, is characterized primarily by cognitive dis-
abilities. Accepting and coping with these disabilities in daily life requires constant
adaptation from the person with dementia.

Adaptation may take place, for example, by developing skills that compensate
for the disabilities. Due to the presence of cognitive impairments and the ongoing
deterioration, a general assumption is that people with dementia are able to adapt or,
as Sacks (2012) puts it, “to reassemble their world,” only to a very limited extent.
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Various authors point out that the behavior of people with dementia proves that
they find ways of coping with the consequences of their illness (Droes 1991; Cotrell
and Lein 1993; Clare 2009; Dirkse et al. 2011; de Werd et al. 2013). Droes (1991)
mentions four coping strategies that appear to be used with regard to “coping with
the own invalidity”: obsessive and compulsive behavior, taking the shape of,
e.g., extreme neatness and the urge to walk; denial, as manifested in confabulation
and the denial of cognitive disabilities; avoidance, which refers to avoiding test
situations; and regression (reduction of interests and initiative, increased egocentric-
ity, dependent behavior, and motor passivity) (Droes 1991; Clare 2002, 2003;
De Boer 2011; Steeman 2013).

According to Droes, the regressive coping strategy in particular has negative side
effects for the person with dementia and his environment. If taken to extremes, this
coping strategy can be accompanied by insecurity, suspicion, disruptive behavior,
and “excess disabilities” (this refers to the fact that the person with dementia exhib-
its more disability in his daily life function than one would expect on the basis of his
abilities; Cohen 1986; Droes 1991). She feels that activating and supporting these
people may contribute to a reduction of these accompanying symptoms, partly
because the person with dementia experiences which possibilities and skills he still
has through activities and partly because he learns to trust people in his environment
who will help out when necessary.

What does integrated emotion-oriented care do? Integrated emotion-oriented
care offers support, in the context of the care objective “accepting dependence,”
with regard to the problems that elderly people with dementia can experience with
coping with the disabilities that may come with old age and dementia.

In the different phases of Ego-experience, the following strategies are central:

1. Care “with hands behind your back”

2. Offering prothetic support and gradual taking over of actions

3. Building up trust in case of (total) taking over of actions, continuing to respect
free choice

4. Offering physical and sensory stimuli

By always customizing the care to what is pleasant for the resident and what he
is still able to do, the elderly person is validated in his individual being and
possibilities.

Developing an Adequate Care Relationship with the Staff

In the nursing home, the resident with dementia depends on the nursing staff in
terms of getting the required help and assistance. It is therefore important that an
adequate care relationship with the staff is developed. One of the preconditions for
this, from the perspective of the person with dementia, is to trust the caregivers. As
a rule, this trust will develop if the elderly person regularly experiences that the
caregivers sense what he can do himself and what he cannot and that they are
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willing to help him with the actions and activities he wants to be helped with and
keep their distance when he chooses. Based on this trust, the person with dementia
usually will not have a problem accepting the offered help. He feels respected in his
autonomy and independence.

One of the problems, however, that elderly nursing home residents with demen-
tia may have to face is the daily changing of the staff. This complicates the devel-
opment of a trust relationship, especially for people who have trouble telling the
different staff members apart. Two coping strategies that dementing elderly peo-
ple seem to use to cope with this situation are regression and resistance (Droes
1991; De Lange 2004). In this case, regression is characterized by a compliant,
helpless, and passive attitude: to placate to their mind anonymous caregivers and
to be ensured of care, the elderly person adopts a submissive and helpless attitude
toward every caregiver. He exhibits so-called good patient behavior. One of the
negative side effects of this strategy is the so-called acquired helplessness (Nelson
and Farberow 1980). If the person with dementia fails to develop a sound care
relationship with the staff, it can furthermore lead to depression (Flannery 2002;
Miesen 2012). The nondevelopment of an adequate care relationship can also
result in resistance in order to get some control over the situation. This can be
expressed in, for example, agitated, aggressive, rebellious, and uncooperative
behavior toward the staff. This is also referred to as bad patient behavior. This
behavior should be viewed as an expression of dissatisfaction with the existing
relationship with the staff.

What does integrated emotion-oriented care do? In the context of the care objec-
tive “experiencing control,” integrated emotion-oriented care explicitly offers atten-
tion to the development of a sound care relationship between residents and caregivers.
In the first three phases of Ego-experience, the following strategies are central:

1. Offering security, e.g., in the shape of a warm living environment, and develop-
ing and maintaining rituals

2. Offering structure by means of familiar faces, familiar rooms, and reference
points on the ward

3. Inspiring trust by assigning the same caregiver to particular residents as much as
possible (resident assignment) and by carrying out care actions and procedures
along established lines

In all phases, the caregiver must delve into the life history of residents and try to
empathize as much as possible with their experiences and perceptions, so that they
can tune to the person more adequately in the care relationship.

The techniques used are derived from, among other approaches, reminiscence
(talking with the resident about the past based on old photographs or objects) and
validation (empathic communication): listening closely to the words the person
uses, trying to verbalize unspoken needs that are expressed in behavior, mirroring
actions and posture of the person with dementia, and going along in the movement
rhythm of the person with dementia.
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4.1.3.2 Integrated Emotion-Oriented Care and Emotional
Adaptation

Maintaining an Emotional Balance

The changes that the dementia brings to the life of the elderly person, such as cog-
nitive impairments, the forced move to the nursing home, and being separated from
family and friends, can cause a considerable disruption of the emotional balance.
Droes (1991) mentions coping strategies that elderly people with dementia appear
to be using to maintain control over the grief, anxiety, and uncertainty that come
with these changes: overcompensation and counterphobic behavior, as expressed
in agitated, aggressive, and hostile behavior; suppression, e.g., in wandering
behavior (during the day and during the night) and manic behavior; depression
with projective traits (whining, agitated, accusing); and depression with regressive
traits (withdrawing, apathetic and excessively dependent behavior). If there is not
enough activity and distraction for the person with dementia, the “suppression”
strategy can easily lead to (night time) restlessness. Accompanying symptoms of
the “regressive and projective depression,” respectively, are sad and aggressive
behavior. Important determinants for maintaining an emotional balance are having
fun regularly, being able to freely express positive and negative feelings, and a
sense of control (Droes 1991).

The general principle is validation of feelings of anxiety, happiness, sadness, and
anger by naming them, so that residents may feel understood. This method is taken
from the validation approach. In some cases, caregivers also help to control or guide
emotions, e.g., by using humor, putting things in perspective or using confrontation,
or leaving the resident alone.

To have the person with dementia experience he is appreciated, the following
strategies are among those used in the successive phases of Ego-experience: (1)
appeal to personal qualities, (2) talk about life themes and losses individually and in
groups, (3) show respect and warmth, and (4) nourish the resident in the daily care
and have him experience pleasant sensations. In all phases of dementia, the staff
examines what the resident enjoys, and this is taken into account in the care.
Examples are playing specific music, offering nice foods, and letting them smell
pleasant fragrances. This method is based on the principles of sensory activation/
snoezelen.

What does integrated emotion-oriented care do? The attention that integrated
emotion-oriented care pays to the affective functioning of residents with dementia
may be expected to actually help them to maintain an emotional balance with less
agitated, restless, dependent, depressive, and anxious behavior.

Maintaining a Positive Self-Image

Illnesses that are accompanied by permanent functional disabilities require an
adjustment of the self-image that takes into account the invalidity. According to Van
der Wulp (1986), this is a precondition for experiencing continuity in past, present,
and future. If there is no revision of the self-image, the patient may experience this
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as a conflict with continuity and a disruption of his identity. This, obviously, has
negative consequences for the satisfaction with the current life situation and on
mood in general.

Based on this line of reasoning, Droes (1991) indicates that it is not inconceivable
that some people with dementia, i.e., those who withdraw frequently into the past and
deny the present, do this because they have a problem with their self-image, which has
been affected by the consequences of their illness. But perhaps other behaviors can
also be explained from this perspective. She names five coping strategies that people
with dementia appear to use to maintain an acceptable self-image: denial, as mani-
fested in confabulation and living in the (active) past in one’s mind; avoidance (avoid-
ing situations where one is confronted with one’s inability); projection, as exhibited in
paranoid delusions; withdrawing into one’s own phantasy world, as manifested in,
e.g., positive delusions; and depression, as a problem-oriented strategy to obtain atten-
tion and validation from others in the environment. If these strategies do not lead to
the desired result, the balance may yet be disrupted, and the person with dementia
may fall into a real depression. On the other hand, reduction of the coping behaviors
mentioned (confabulation, living in the past, avoiding behavior, delusions, and depres-
sive behavior) and an increase of satisfaction with the current situation indicate accep-
tance and adjustment of the self-image.

According to Droes (1991), the regular experience of success (experiencing what
one is still able to do) and validation of the sense of identity are important condi-
tions for maintaining a positive self-image.

What does integrated emotion-oriented care do? In the context of the care objec-
tive “experiencing validation,” integrated emotion-oriented care attempts to stimu-
late the sense of self-worth and in this way have a positive influence on the self-image
of the person with dementia.

In the first three phases of Ego-experience, the following strategies are used: (1)
Approaching the person with dementia in a “normal” way, by accepting what he is
and not correcting or confronting him (all the time), only supporting him when
necessary with memory facts or words; (2) Validating the person with dementia, if
this is not confronting or asking too much of him, in his (current) identity by fitting
in satisfactory activities from the past in his current life in the nursing home when-
ever possible; (3) Appealing to his identity by reminiscing together with the person
with dementia, for example, with old photographs or familiar objects, about positive
events in his past

In the final phase of Ego-experience, the method is limited to having the person
with dementia experience pleasant sensations, because it is assumed that he no lon-
ger has a sense of identity.

The techniques used in the different phases are derived from the reality orientation
approach, the validation approach, reminiscence, sensory stimulation, and PDL. The
attention that integrated emotion-oriented care pays to the identity feelings of the per-
son with dementia (in the past and the present) and the actions that are undertaken to
have the person with dementia experience success in his daily functioning are expected
to contribute to a modified self-image and preservation of the sense of self-worth on
the one hand. On the other hand, they are expected to lead to the person with dementia
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having to attempt less actively to keep his self-image positive. In terms of behavior
and mood, this means that we expect the person with dementia will exhibit less of the
coping behaviors mentioned (confabulation, living in the past, delusions, and depres-
sive behavior) and will be less dissatisfied with his current situation.

Preparing for an Uncertain Future

The negative prognosis of dementia and the progressiveness of the disease with its
increasing disabilities make the future for people with dementia extremely uncer-
tain: it is unclear to what extent and how quickly they will become dependent on
others, whether or not these others are willing and able to take on this care, whether
or not they can stay in their own home, etc. This uncertainty can furthermore be
compounded by fear of the approaching death. In this context also, withdrawing
into the past and denial appear to be frequently used strategies to maintain a balance
(Droes 1991). There is no confrontation with the present and the future. If the per-
son with dementia does confront them, it is possible he will gradually accept the
loss. If this takes place at an early stage, the necessary arrangements can be made,
in consultation with the partner or family, for the time when the person enters a
more serious stage and is no longer able to make his own decisions. However, expe-
riencing one’s own deterioration and the awareness that one suffers from a progres-
sive disease can also lead to the person losing heart, because he no longer feels his
life has meaning. Verwoerdt (Droes 1991) considers refusing to eat and preferring
to lie down signals that the person is giving up.

The support people experience from their faith or from others in their immediate
environment may contribute to their being less anxious and more able to accept the
losses they go through.

What does integrated emotion-oriented care do? Although “preparing for an
uncertain future” is not a separate care objective within integrated emotion-oriented
care, attention is given to “the spiritual experience and signification” of residents.

Integrated emotion-oriented care offers support with regard to accepting the
losses that people with dementia go through and in preparing for the end of life.To
help accept the losses, caregivers discuss with the residents, especially in the first
two phases of Ego-experience, how he experiences his current situation and show
understanding and compassion when the resident is anxious or no longer sees a
meaning to life.

To inventory which activities or religious beliefs the resident derives meaning
from, the caregivers approach the resident himself and his family. Apart from read-
ing or listening to music, integrated emotion-oriented care applies activities like
going to church, attending bible study group, or singing together, to give the resi-
dents support and new energy. Preserving fixed habits, such as praying before meals
and sleep, has the same function. This method of integrated emotion-oriented care
is expected to have a positive effect on the acceptance of the losses the person goes
through. It therefore is expected to lead to a reduction of anxiety and feelings of
insecurity. This might reduce the necessity to withdraw into the past and deny the
current situation, and the chance that the person gives up in an early stage, because
he no longer sees any purpose to his life, may become smaller.
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4.1.3.3 Integrated Emotion-Oriented Care and Social Adaptation

Coping with the Nursing Home Environment

The forced move to a nursing home brings about a number of drastic changes in the
life of the elderly person with dementia: he loses his familiar surroundings and a
large part of his freedom of movement and privacy; the role of nursing home resi-
dent requires adaptation to the nursing home values, norms, and rules; and the per-
son with dementia is expected to undergo various treatments, such as physiotherapy,
movement therapy, and/or activity therapy.

Elderly people appear to use different coping strategies to handle the stress that
the institutionalization may cause (Droes 1991): denial, as shown in confabulation,
living in the past, and convincing oneself that one is only visiting the nursing home;
suppression, identified by euphoric and relieved behavior; command and control of
the new environment, as shown by expectant or explorative behavior and active
participation in organized activities; and expression of feelings (rebellious, agitated,
and aggressive behavior).

The closed world of the nursing home furthermore carries the risk that residents
will hospitalize with time. Hospitalization can be understood as a type of regressive
coping with an environment one (believes one) cannot influence. The person sub-
mits to the norms and rules, the organization, and the representatives of this organi-
zation (staff). This regression enhances the dementia syndrome and is characterized
by, among other things, passivity, dependent and subservient behavior, apathy, and
socially isolated behavior. By creating a domestic environment, regularly organiz-
ing recreational/creative activities and emphasizing the resident role and the say of
the person with dementia, the adjustment in the nursing home can be furthered, and
hospitalization phenomena may perhaps be prevented to some extent.

What does integrated emotion-oriented care do? In the context of the care objec-
tives “experiencing control, appreciation, and validation” and the “social experience”
field, integrated emotion-oriented care also offers the elderly person with dementia
support in coping with the nursing home environment. The underlying reasoning is
that residents will feel more at home in the nursing home if they feel safe, if their
values and norms are respected and they have satisfying activities and contacts that
link up with their own experiences and perceptions, and that this simultaneously
counters, or prevents, hospitalization phenomena.

In the first three phases of Ego-experience, the following strategies are used to
accomplish the mentioned objectives: (1) activating residents to take on social roles
and stimulating them to participate in domestic and recreational/creative activities,
helping them preserve old habits and rhythms by adjusting the care, helping them
develop new habits in the new living environment, and making sure there are suffi-
cient reference points; (2) discussing feelings regarding losses (e.g., of the own
home) and stimulating them to participate in satisfying recreational/creative activi-
ties which are tuned to the abilities of residents and their experiences/perceptions;
and (3) offering warmth and showing understanding and respect in direct contacts
with a resident. People in the phase of sunken Ego-experience are scarcely aware of
their environment. Still, people who are in this phase sometimes are placed in the
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living room lying on bed. Sometimes their rooms are given a warm and vivid atmo-
sphere with mobiles, pictures, dolls, and so on.

The methods described are derived in part from ideas regarding normalization of
the living environment and in part from the validation approach (discussing life
themes, social roles) and the reality orientation approach (reading the paper, struc-
turing activities, reference points).

The resident and his family are asked to supply the information needed to deter-
mine which activities are experienced as significant by the residents.

In integrated emotion-oriented care, the nursing assistant is assigned an impor-
tant role as the person who creates the atmosphere in the nursing home. To further
the homy atmosphere, she will, e.g., wash the dishes in the living room, iron,
make coffee, or sow on buttons, and she will actively involve residents by asking
them to help drying the dishes, folding the laundry, pouring the coffee, or distrib-
uting biscuits. Nursing assistants also guide relaxation activities, such as playing
cards and singing.

In view of the individualized methods used in integrated emotion-oriented care
to help familiarize dementing people in the nursing home with their new living
environment and create a home there, one can expect that they will initiate activities
more frequently and will participate in organized activities in the nursing home.
Furthermore, one can expect that manifestations of hospitalization, such as passiv-
ity, dependent and subservient behavior, apathy, and socially isolated behavior, will
be reduced or prevented.

Developing and Maintaining Social Relationships

In the long run, suffering from dementia unavoidably brings changes to the social
life. Existing social contacts change, fade, or are lost. Communication breaks down.
Not only because the person with dementia becomes cognitively impaired, which
hinders the maintenance of relationships, but also because friends and acquaintances
often don’t know how to deal with the (changed) person with dementia. The move to
the nursing home furthermore implies a physical separation from family, friends, and
acquaintances. To prevent isolation after admittance to the nursing home, it is impor-
tant that the person with dementia makes new contacts. Elias indicates that loneliness
is partly related to the significance that people have to others. Important preventative
aspects of loneliness are participating in activities and feeling that one means some-
thing to others (Linnemann et al. 1990). Behaviors that indicate that the person with
dementia tries to build up a new social network include active participation in social
activities inside and outside the nursing home and actively functioning in different
social roles, such as conversation partner, kitchen help, table setter, coffee pourer,
table companion, etc. (Hanson et al. 1986; Droes 1991). In actual reality, however,
we see a lot of social passivity (sleeping, sitting, little initiative, and social contact)
among nursing home residents with dementia (Hiatt 1987). According to Droes
(1991), this social passivity can perhaps be partly explained as regressive coping
(withdrawing) with the socially depriving environment (institutional rules, patient
role, high social density). The person with dementia runs the risk, however, of
becoming lonely and isolated within the nursing home.
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What does integrated emotion-oriented care do? In the context of the care objec-
tive “experiencing connectedness,” integrated emotion-oriented care responds to the
need of the resident with dementia for social contact. This response uses not only
information about their current social functioning but also about how they func-
tioned in the past. Did a person like to be by himself before, or was he more of a
sociable person? What is that like now? Is it easy for the resident to make contact
with other residents and staff? Does the resident like to sit in a circle or does he
prefer the isolation of his own little corner? This information may be helpful to find,
for example, a suitable place in the living room, the potential new friends, the offer
of group activities, the role of the resident in those activities, etc. Proposals made to
the person with dementia to participate in activities are aimed at continuing old and/
or developing new contacts. For example, the resident can be stimulated to fulfill
particular roles (such as coffee pourer, card playing partner, dance partner, member
of the singing club) in order to expand his contacts. This method is partly based on
the validation approach. Furthermore, in the successive phases of Ego-experience,
the following strategies are used in the personal life to make residents experience a
sense of connectedness:

e Phase 1: showing understanding for the feelings (tension, anger, anxiety) that the
resident experiences in his situation, radiating security, interest, respect, and
closeness

* Phase 2: responding to social initiatives from residents, helping to keep the con-
versation on track, and empathic communication

* Phase 3: offering activities that will invite the resident to make contact with his
environment (including music and movement), mirroring the resident’s posture
and movement, and eye contact help to tune to his feelings and invite him to
share feelings

e Phase 4: contact by means of physical and sensory stimuli

In view of the method of integrated emotion-oriented care to preserve contact
with the residents and give them the opportunity to fulfill social roles — whenever
possible — we may expect that residents will withdraw (regressive coping) less fre-
quently after institutionalization in the nursing home and that they will make more
contact with fellow residents and caregivers.

4.1.4 Finally

In this chapter we have seen how integrated emotion-oriented care provides guidance
and support to people with dementia in different areas of adaptation. We described
which strategies integrated emotion-oriented care implies in different stages or phases
of Ego-experience in dementia. We have tried to make clear how you can recognize as
a care professional when someone has problems with the cognitive, emotional, and/or
social adaptation and how you can support the person with dementia using the inte-
grated emotion-oriented care approach. People with dementia will therefore experi-
ence less stress, and there will be fewer behavioral and mood disturbances.
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4.2  Section B: Implementing Psychosocial Interventions

Linda Wolter

4.2.1 Introduction

Psychosocial intervention (PSI) is defined as “A non-pharmacologic intervention
intended to alter a person’s environment or reaction to lessen the impact of a mental
disorder” (McGraw-Hill 2002). The intent of PSI is to maintain and improve the
quality of life for the residents. For residents with dementia, the uses of psychoso-
cial interventions address both the environment and the residents’ perceptions and
reactions (Kasl-Godley and Gatz 2000). Psychosocial interventions are grounded in
many different theories; despite the fact that psych-dynamic theories have much in
common, ego psychology puts relatively more emphasis on how the ego success-
fully copes with conflict and adapts to the environment (Wolitzky 1995). Dementia
results in weakened ego functioning diminished mastery over the environment and
increased dependency (Kasl-Godley et al. 2000). Psychosocial interventions assist
the residents in developing new coping and adaption skills.

Watts et al. (2013) state that psychosocial interventions intended to help people
maintain a good quality of life. Interventions include:

e Adjustment to a dementia diagnosis
e Communication

e Stress, anxiety, and depression

* Memory and cognitive functioning
* Living independently, quality of life
e Support for partners and families

As mentioned earlier in this chapter, Finnema et al. (2000) stated that building
trust with the residents and nursing staff’s attunement to their moods and behaviors
are key to building trust and considered the first step in successfully implementing
psychosocial intervention with dementia residents. For trust to be established, it is
important for the nursing staff to understand how trust initially is experienced and
internalized.

4.2.2 Building Trust

McLeod (2013) states Erick Erickson’s life-span developmental theory speaks to
psychosocial tasks each individual must resolve. According to Erickson, the first
stage of development, trust versus mistrust, occurs at birth to age three. When the
infant experiences hunger, pain, fear, etc., they communicate their distress by cry-
ing. It is through the caregiver’s attunement and timely response that the infant’s
distress and discomfort are alleviated and trust is established. In working and caring
for dementia residents, attunement, timely responsiveness, and consistency create
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the foundation for building trust. When the facility or nursing home staff fails to
provide an attuned, timely, and consistent environment, residents will display chal-
lenging behaviors, such as agitation and aggressiveness, or become withdrawn and
depressed. Building trust and secure environment with residents is both the nursing
staff’s and facilities’ responsibility.

Sutor et al. (2001) noted that dementia residents who referred from long-term
care facilities to the Mayo clinic psychiatric wards were docile and pleasant when
they were on the ward but exhibited challenging behaviors when they returned to
their care facilities. Smith states, “What we realized then is that the problems didn’t
reside in the residents but in the setting”. Environmental settings influence both
moods and behaviors. Research has found that higher nursing home staffing leads to
higher quality of care (Harrington et al. 2000). The level of individual care should
be considered when scheduling of care staff and patience ratio. In addition, training
for care providers will assist staff ability to provide consistency when implementing
psychosocial interventions. With dementia residents, timely response to requests for
assistance or addressing physical discomfort not only builds trust but also may limit
the residents’ agitation and aggressive behaviors. In addition, consistency among
multiple care providers will enhance and maintain a sense of trust and predictability
for the residents.

It is with the establishment of a secure environment and consistent staff responses
the focus for implementing psychosocial intervention shifts from the residence’s
external world to their internal world and through reminiscence and self-reflection,
thus enhancing the residents’ dignity and sense of worth. “Given the considerable
impact the social environment has on the personal dignity of people with mild to
moderate dementia, it is important in caregiving not to confine attention to health-
related or even any individual aspects alone, but also to take interpersonal aspects
into consideration” (Gennip et al. 2016).

4.2.3 Enhancing Integrity Through Reminisces
and Self-Reflection

Erickson’s (1959) eighth stage in the life-span is ego integrity versus despair. It is
during this time that the individual will contemplate their accomplishments and are
able to develop integrity if they view themselves as leading a successful life (McLeod
et al. 2013). Characteristics of integrity include honesty, reliability, and honor. It is
through reflection and reminisces the residents will examine their past. Reflections as
a psychosocial intervention include careful thoughts about one’s behavior and values.
Implementing this intervention is best done through verbal or written communication.
Reflection of meaning refers to the deeply held thoughts and meanings underlying
life experiences. Care providers assist reflection by encouraging the residents through
questions about what they thought and how they felt during the experiences. In some
cases, the care provider may hear different residents reflect on similar life experi-
ences, marriage, parenthood, and careers and find the same event can have a different
meaning to the different individuals (Hill 2009). For residents in nursing homes,



4 Psychosocial Interventions 49

self- reflections and reminiscent interventions done individually provide a safe and
supportive environment to look inward and remember.

Activities done in group settings, be it other family members, residents, or com-
munity visitors, provide both social and psycho skill building. According to Kennard
(2016), reminisce activities vary in mediums and include:

* Visually: photographs and slides. Painting pictures, looking at objects of auto-
biographical meaning

* Music: using familiar tunes from the radio, CDs, or making music using various
instruments

e Smell or taste: using smell kits, different foods

» Tactile: touching objects, feeling textures, painting, and pottery

Reminisce activities such as mentioned above all aid in and enhance social skills
of dementia residents in nursing homes. Group work or group activities have always
been seen as powerful interventions in working with people who feel isolated,
lonely, and fearful. These emotions are common among dementia residents in nurs-
ing homes. In addition to social skills building, reminisce groups have shown other
health benefits such as decreasing depression and pain, improving mood, decreasing
stress, and calming challenging behaviors (Cohen-Mansfield et al. 2005).

Traditional barriers to providing psychosocial groups to the aging population
such as location, accessibility, and transportation are nonexistent for nursing home
residents. Many nursing home residents establish new friendships and relationships
with others. The relationships that exist among nursing home residents are potent
and, however, should not be viewed as the culmination for social interaction. The
“social” aspect of psychosocial interventions is achieved through groups. Building
a broader perspective of the residents’ world should include diversity that extends
beyond the facility’s staff and other residents.

4.2.4 Multigenerational Programs

As important as the activities are, so too is the group membership. One medium of
intervention that has shown consistent success for older adults is intergenerational
programs. Intergenerational programs began in 1963 as part of the war on poverty
in the United States. Intergenerational programs are social vehicles that offer
younger and older generations the opportunities to interact and become engaged in
issues concerning our society (Generations United 2002). Benefits for older adults
include enhanced socialization, stimulated learning, increased emotional support,
and improved health.

Carlson et al. (2000) found in their study that older adults want to remain produc-
tive and engaged in the community. A way to prevent isolation in their later years is
to increase interaction with children and youth through intergenerational programs.
Learning is life-long experience. One study showed that older adult quality of life is
enhanced through learning and sharing what they know with others. Glass (2003)
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found older adults show an increase in emotional support and improved health and
through structured and social activities. In another study, adults with dementia or
other cognitive impairments experience more positive effect during interactions
with children than they did during non-intergenerational activities (Jarrott and
Bruno 2003).

Galbraith et al. (2015) found in their literature review of 27 research projects
looking at intergenerational programs for dementia residents that music, art-based,
and narrative programs were most common in intergenerational programs. Outcomes
include effects on perceptions of aging and dementia, behavior, mood, engagement,
and sense of self. Activities that were meaningful for participants and supported
shared opportunities for relationship building and growth saw outcomes that are
more positive.

Creating multigenerational programming is relatively easy. Extending invita-
tions to local elementary, high schools, and universities can provide a rich pool of
younger people who can benefit from one-on-one time with older adults. For resi-
dents in nursing homes, children and adolescents may be viewed a “breath of fresh
air” and provide a sense of happiness that comes from giving something to another.

4.2.5 Summary

In this section, we have discussed psychosocial interventions. How nursing home
staff provides attunement, knowledge, and consistent and timely responses to resi-
dents is significant to building a trusting, safe environment. Psychosocial interven-
tions for dementia residents, such as sensory stimulation and reminiscence activities,
are fundamental to long-term health and well-being. In addition, the mediums, indi-
vidual, group, or multi-generational in which reflective and reminisce activities
occur, are crucial to residents’ ability to adapt and grow in new environments.
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Challenging Behavior in Nursing Home
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Abstract

Challenging behavior is highly prevalent in nursing home residents with demen-
tia. For many of the residents, the challenging behavior was also the main reason
of admission to the nursing home. The challenging behavior leads to loss of qual-
ity of life and stress and burden for caregivers, both informal and formal.
Especially agitation and aggression are a challenge. Managing challenging
behavior in residents with dementia asks for a systematic and multidisciplinary
approach, focusing on finding and treating the underlying problems. Psychoactive
drugs should be used on strict indication; psychosocial interventions are first-
choice treatment. In this chapter, professionals are given guidance for a system-
atic, multidisciplinary, and timely detection, analysis, treatment, and evaluation
of challenging behavior in nursing home residents with dementia.
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5.1 Introduction

Over the course of the disease, the behavior of people with dementia changes. Over
90% of people with dementia show behavior that is challenging to themselves and/
or the people surrounding them (Brodaty et al. 2015; Borsje et al. 2015). Eventually,
this challenging behavior often is a reason for admittance to a nursing home. Not
surprisingly, the prevalence of challenging behavior in nursing home units for peo-
ple with dementia is high, up to 80% (Selbaek et al. 2013).

Challenging behavior is associated with a diminished quality of life of people
with dementia and higher burden for both care staff and family members (Van de
Ven- Vakhteeva et al. 2012; Zwijsen et al. 2012; Ornstein and Gaugler 2012). For
family members, apathetic behavior is the most burdensome as it seriously affects
the relationship between the persons with dementia and their relatives (Covinsky
etal. 2003; De Vugt et al. 2003). For care staff, agitation is the most distressing form
of challenging behavior (Zwijsen et al. 2012).

Guidelines emphasize the use of psychosocial interventions as a first-order treat-
ment. Although there seems to be a trend toward diminishing the use of psychoactive
drugs, the odds of being prescribed such medication for people with dementia and
challenging behavior are high (Gustafsson et al. 2016; Maust et al. 2016). These drugs
have serious side effects, and in a report of Banjaree (2009), it is estimated that the use
of psychoactive drugs adds 1800 deaths of people with dementia in Britain per year.
Experts agree that psychoactive medication should be a last resort option, but many
practitioners struggle to find another way to approach challenging behavior.

In the treatment of challenging behavior, it is very important to acknowledge that
behavior is a symptom of underlying problems. The key to improving the approach
to challenging behavior and to diminishing the use of psychoactive drugs is there-
fore to find and treat the underlying problems.

This asks for a systematical approach, in which multiple disciplines, and also
informal caregivers, are involved. This chapter gives guidance to professionals in
the process of timely detection, analysis, and treatment of challenging behavior in
dementia.

5.2  Getting Grips on Challenging Behavior
5.2.1 Definition

To be able to come to grips with challenging behavior, a clear description and defi-
nition of behavior is needed. In the glossary of psychological terms of the American
Psychological Association, behavior is defined as “The actions by which an organ-
ism adjusts to its environment.” This definition has several implications. First,
behavior is a reaction to something, an internal or external stimulus. Secondly,
behavior is in some way meaningful; a person is coping with a situation (although
this can be a subconscious process). Finally, behavior does not exist in a vacuum,
but it is dependent on the environment.
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Definition of Challenging Behavior

Behavior is considered challenging, when this meaningful reaction leads to
distress or direct harm for the person with dementia or for persons living with
or caring for him or her.

Following the definition above, behavior, and challenging behavior in particular,
is much more than it seems at first sight. When aiming to understand and treat
behavior that is challenging, it is therefore important to work methodically and
multidisciplinary (NICE 2006; IPA 2002).

5.2.2 Detection

The first step in a good approach to challenging behavior in dementia is a timely
detection of behavioral changes of residents. Nursing staff is often so overbusy with
care tasks that subtle behavioral changes are not noticed. Only when behavior
becomes unbearable for the residents and/or staff, a point is made of managing the
behavior. This is a pity, for timely detection and treatment might prevent escalation
of the behavior. It is therefore important to frequently discuss the behavior of all
residents among coworkers. It can be helpful to regularly use detection tools to
monitor behavior (Table 5.1).

5.2.3 Analysis

The analysis of challenging behavior starts with a clear description of behavior. For
clarity in discussing the behavior among coworkers and other disciplines, it is impor-
tant to differentiate between observations and interpretations. Interpretations are often
personal and colored by our own judgment, experience, and knowledge of a situation.
Observations, in contrast, are straightforward and allow others to make their own
interpretations of the behavior. Although this seems obvious, it is often hard to give a
description that is free of judgment or interpretation. Often, behavior is described as

Table 5.1 Tools that can be helpful for monitoring behavior

Detection tools Description

Neuropsychiatric inventory (NPI) A questionnaire on 12 neuropsychiatric symptoms that
can either be administered by interview (NPI-NH) or
by filling in a score sheet (NPI-Q)

Behavioral symptoms in Alzheimer’s | Clinical rating scale on six behavioral symptoms,

disease (Behave-AD) administered by interview
Resident assessment instrument A structural assessment on various domains of nursing
(RAI) home care, used for care planning

Cohen-Mansfield agitation inventory | A questionnaire containing 29 items on agitated
(CMAI) behavior that can be scored on a 7-point Likert scale
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“anxious” or “angry,” while the actual observation is “rapid breathing” or “raising her
voice.” It is helpful to use the mnemonic: “I see ....[observation] and therefore I think
...[interpretation]. For example, “I see mrs. X pacing up and down the corridor and
asking bystanders passers-by in a high pitched voice ‘where am I? Help me!’, there-
fore I think she is anxious and disoriented.” A clear description of the behavior also
contains information about the place, time, duration, and environment during the
behavior. All this information facilitates the analysis of the behavior.

After having made a clear description of the behavior, it is time to start the analy-
sis. There are several explanatory models for behavior, which overlap and do not
exclude one another. When analyzing behavior, it is helpful to keep the explanatory
models in mind.

5.2.3.1 Unmet Needs

When dementia progresses, communication becomes increasingly difficult. The
ability to translate thoughts and needs to meaningful language deteriorates, for
example, because of word finding problems. Also, people may have difficulty to
translate their feelings and bodily sensations (e.g., hunger or pain) into concrete
needs. The unmet needs model (Cohen-Mansfield et al. 2015) states that because of
these communication problems and because of a decreased ability to be self-
supporting in fulfilling one’s own needs, many needs of people with dementia are
unmet. Challenging behavior subsequently arises as an outcome of frustration, as a
means of fulfilling needs or as a means of communicating needs.

The unmet needs that lead to the challenging behavior may have various causes.
In the unmet needs model, needs are categorized as “environmental,” “current condi-
tion,” and “lifelong habits and personality.” Environmental needs can refer to physi-
cal or psychosocial environment. The physical environment may create an unmet
need for a person who wants to wander around, when there is no space to do so. The
psychosocial environment can be the interaction with other people, for example,
caregivers may create an unmet need when a person with dementia wants to be inde-
pendent and autonomous while all tasks are taken over by nursing staff. The current
physical or mental condition of a person with dementia may create an unmet need,
for example, pain that arises when he or she is unable to communicate pain. Lastly,
lifelong habits and personality may not attune with the current way that one’s life is
arranged, which can result in an unmet need (Cohen-Mansfield et al. 2015).

When a person exhibits challenging behavior, it is therefore very important to
make an objective description and to analyze which needs this person may have and
which of those needs may be unmet. Together with disciplines like a physician,
dietician, and/or occupational therapist, nursing staff can examine physical needs
such as the possibility of a person being hungry, in pain, or sitting uncomfortably.
The psychologist may help with analyzing psychological and psychosocial needs. It
can be helpful to use the Camberwell Assessment of Needs for the Elderly (CANE)
to structure the process of analyzing unmet needs (Cohen-Mansfield et al. 2015).

5.2.3.2 Progressively Lowered Stress Threshold
The progressively lowered stress threshold (PLST) model (Hall and Buckwalter
1987; Smith et al. 2004) starts with the assumption that every person had a threshold
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for the amount of stress he can cope with before he becomes upset. This threshold
is more or less stable once it is set in adulthood, although it can be temporarily low-
ered by circumstances such as feeling ill or going through a major life event. The
basic principle of the PLST model is that due to brain damage, the stress threshold
of people with dementia lowers during the disease. Also because of brain damage,
people with dementia experience stimulants that are not particularly distressing for
healthy people as stressors (e.g., the noise of a television or people walking by), and
due to cognitive impairment, many stressful situations arise (e.g., not knowing
where you are or not recognizing family or friends). Because of these disadvan-
tages, the chance of a person with dementia to cross the stress threshold and become
upset is heightened. The third disadvantage a person with dementia has to deal with
is that he or she is often unable to recognize the feeling of crossing the threshold
and/or is unable to independently undertake action to lower the stress. The behavior
that follows is a result of coping with stress, for example, by shouting out or becom-
ing agitated.

The model helps caregivers in analyzing behavior and adapting the environment
so that it becomes less stressful. It also explains the pattern of behavior that is often
seen in residential settings. Often, in the afternoon or the early evening, challenging
behavior is most apparent. The PLST model might explain this phenomenon,
because stressors accumulate during the day while the stress threshold decreases
during the day because of the lowered amount of energy most people with dementia
have. When a clear behavioral pattern is recognizable throughout the day, it is thus
helpful to analyze the amount of stressors and the possibility of adapting the envi-
ronment and the daily activity plans.

5.2.3.3 Model of Functional Analysis

With functional analysis, factors that cause behavior or that cause behavior to con-
tinue are analyzed (Moniz et al. 2012). Usually, the ABC approach is used in which
A stands for “antecedent,” B for “behavior,” and C for “consequences.” Antecedents
of behavior can be found by observing the situation before the challenging behavior
starts. For example, you can observe a person sitting quietly in a chair while nurses
are passing by (“A”). In “B,” the behavior is described objectively and detailed, for
example, “Mr. Smith begins to move in his chair and makes a clicking sound with is
tongue. After 2 min, he stands up and calls out ‘help help’ to the nurses.” Finally, the
consequences following the behavior are described. Often, immediate and pro-
longed consequences are described, for the immediate consequences can cause
behavior to continue while prolonged consequences are often the reason for con-
sulting a physician or psychologist. An immediate consequence could be that a
nurse speaks with Mr. Smith, calms him down, and helps him back into his chair. A
prolonged consequence could be that nurses become frustrated, avoid or ignore Mr.
Smith. Preferably, the interventions that are drawn up after making a functional
analysis aim at the antecedent, for this might prevent the behavior from happening.
However, this is not always possible, for example, when encountering a specific
fellow resident is an antecedent. Also, an antecedent might also be a consequence,
for example, when calling out of one resident (A) leads to another resident shouting
back (C) which triggers (A) agitation (B) in the first resident. If, for whatever
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reason, treating the antecedent is not possible, treatment will focus on diminishing
the consequences that cause the behavior to continue.

5.2.3.4 Combining Several Views: The Biopsychosocial Model

The models that are described above do not exclude each other and can be used
together when analyzing challenging behavior. The models overlap in that they are
based on the principle that challenging behavior is a symptom that something is
upsetting the person with dementia. Because the reason why a person with dementia
becomes upset can lie on different levels and on different areas of expertise, multi-
disciplinary collaboration is crucial for the analysis and treatment of challenging
behavior. It is important to combine the analysis of biological factors, psychological
factors, and social factors into one biopsychosocial model in which all aspects of the
behavior are joined together (Cohen-Mansfield 2000; Zwijsen et al. 2016).

Biological Factors

The physician does a thorough physical examination, medication review, psychiat-
ric examination, and when appropriate further tests: blood testing, cultures, X-ray,
etc. Physical problems (infections, pain, constipation), side effects of medication,
delirium, and depression are all known to be associated with challenging behavior.
These factors should be ruled out as attributing factor or be treated appropriately.

Psychological Factors

The psychologist makes a functional analysis of the behavior to determine what
causes the behavior and what causes the behavior to continue. It is possible that the
behavior is caused by psychological issues like a mood disorder or a personality
disorder. To analyze these causes, the psychologist might do a neuropsychological
assessment, an assessment of personality, a hetero anamnestic interview, or an
assessment of mood or anxiety issues.

Social Factors
Assessing the social factors contributing to the behavior is also part of a functional
analysis. For this, a psychologist or a nurse might observe the person with dementia
in different situations and on different locations. In the observation, there is specific
attention for the physical environment, the interaction between residents and
between nursing staff and resident, and the amount of stimuli present (both auditory,
visual, smell and touch).

After the physician, the psychologist, and the nurse make their analysis, they
discuss their findings to draw up a hypothesis about the cause of the challenging
behavior.

5.3 Treatment

The analysis of the challenging behavior ends with a hypothesis about the
cause of the behavior and/or about the factors that lead to the continuation of
the behavior. This hypothesis is the starting point for the treatment plan.
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Table 5.2 Using a goal attainment scale (GAS)

The GAS can be used in making treatment goals individual while also standardizing the
outcome measures of the treatment. When using GAS, at least three treatment goals are
established and prioritized. For each goal, the expected outcome is set. After that, possible
other outcomes are noted down from “much less than expected” up onto “much better than
expected”.

Goal 1: restless behavior

Much less than expected = —2 points Mr. G. does not stop moving and walking around
for more than 10 min all day

Less than expected = —1 point Mr. G. sits down during one of the meals

Expected =0 point Mr. G. sits down during meals

More than expected =1 point Mr. G. sits down during meals and for half an hour

during the rest of the day

Much more than expected =2 points Mr. G. does not walk around for over half an hour

The first step of the treatment plan is to establish a treatment goal and to mea-
sure the current situation for evaluation purposes. The goal attainment scale
can be helpful in clarifying the expected outcome of the treatment (Bouwens
et al. 2008) (Table 5.2).

Defining a treatment goal can be done on two levels. The first level stems from
the definition of challenging behavior: diminishing the emotional stress and the
danger imposed by the behavior on the person with dementia or on persons living
with or caring for him or her. The second level focusses on the outcomes of the
analysis of factors attributing to the challenging behavior, for example, pain, elec-
trolyte disturbances, depression, and interaction problems between staff and person
with dementia.

There are several treatment options from which can be chosen:

5.3.1 Treatment of Physical Factors

Treatment of physical factors attributes to the challenging behavior: infections,
pain, constipation, electrolyte disturbances, and side effects of medications. This
asks for a physician with expertise in geriatrics. Treatment of these problems may
in some cases need referral to a hospital setting, which may not be in accordance
with patients’ wishes and also may have other negative consequences (more stress,
unfamiliar care personnel): this requires communication with the residents’ repre-
sentatives using shared decision-making rules.

5.3.2 Functional Analysis-Based Interventions

The treatment of factors that cause the behavior (antecedent) or cause the behavior to
continue (consequences) is part of the functional analysis-based approach (Moniz et al.
2012). Each of the interventions described underneath might be appropriate, as long as
they are aimed at the antecedent or consequences that were found in the analysis.
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5.3.3 Music Therapy

Music therapy (Chang et al. 2015) can be individual or group based. A therapist
examines the personal preferences and the abilities of the person with dementia to
determine which musical activities are appropriate. A person might engage in mak-
ing music him- or herself, or he or she might only listen to music that calms down
or cheers up. In individual music therapy, the music and activities are very personal-
ized which can confirm the feeling of personhood and identity. When music therapy
is group based, the focus is less on personal preferences and more on interaction
with each other and sharing experiences through music.

5.3.4 Training Staff

Communication skills and person-centered care can be improved by educational
programs (Spector et al. 2016). There are educational programs for family members
and care staff. Psychoeducation on dementia and challenging behavior are often
part of such programs. Tools and tips are provided to make care more person cen-
tered (e.g., using biographical information in daily care for the resident) and to
communicate in a way that is more appropriate for people with dementia (e.g.,
adapting the speed of communication, using gestures and touch).

5.3.5 Sensory Interventions

Sensory interventions aim at stimulating the senses to bring comfort and reduce
restlessness and agitation (Padilla 2011). Some sensory interventions aim at a single
sense, such as touch or smell; others are multisensory, such as Snoezelen (Chung
et al. 2002). Sensory interventions can be used specifically for people with dementia
who have lost their verbal communication skills, for it taps into the senses to make
contact and bring comfort.

5.3.6 Pharmacological Interventions for Challenging Behavior’

When viewing challenging behavior as a symptom of underlying problems, the first
step is always analyzing the possible underlying problems. The first choice of
treatment is to treat the underlying problems with the appropriate non-pharmaco-
logical interventions (Livingston et al. 2005). However, sometimes, psychoactive

! The recommendations in this paragraph are based on the NICE guideline Dementia, last revision
May 2016 (https://www.nice.org.uk/guidance/cg42/evidence/full-guideline-including-appendices-
17-195,023,341).



5 Challenging Behavior in Nursing Home Residents with Dementia 63

medications may be part of the treatment. For example, when a person suffers from
psychotic symptoms or when all other non-pharmacological options have not
yielded satisfactory results.

5.3.6.1 Symptoms of Psychosis (Hallucinations/Delusions);
Agitation/Aggression

Residents with dementia and symptoms of psychosis or with agitation/aggression
should only be offered pharmacological treatment (antipsychotics or benzodiaze-
pines) in the first instance if they are severely distressed/agitated or there is an imme-
diate risk of harm to the person or others. If distress and/or agitation are less severe,
the interventions described in 3.1-3.5 should be used before a pharmacological inter-
vention is considered. The main reason for this is the high risk of serious side effects:
death, stroke, decline in cognition, somnolence, falls, and severe extrapyramidal
effects. Haloperidol or risperidone can be chosen for residents with Alzheimer’s dis-
ease, vascular dementia, and mixed dementias with symptoms of psychosis or agita-
tion/aggression. For residents with DLB (dementia with Lewy bodies)/Parkinson’s
dementia and agitation/aggression, clozapine can be used. Clozapine can also be used
when signs of Parkinsonism are present or appear after starting of haloperidol or ris-
peridone in residents with Alzheimer’s disease, vascular dementia, and mixed demen-
tias. There is some evidence that sertraline and citalopram can be used as an alternative
for antipsychotics for agitation/aggression in residents with Alzheimer’s disease, vas-
cular dementia, and mixed dementias and trazodone in residents with DLB.

In case of DLB and psychotic symptoms, the use of an acetylcholinesterase inhibitor
is recommended as first-choice medication. An acetylcholinesterase inhibitor can fur-
ther be used as an alternative to antipsychotics for residents with Alzheimer’s disease
and agitation/aggression if a non-pharmacological approach is inappropriate or has
been ineffective and antipsychotic drugs are inappropriate or have been ineffective.

Haloperidol as well as short-acting benzodiazepines can be used in situations of
acute severe agitation/aggression with severe distress and risk of harm. If oral use is
impossible, intramuscular use is advised in the lowest dose possible. Careful moni-
toring of vital signs by nursing staff is necessary in these instances.

Good monitoring of effects and side effects (especially extrapyramidal features)
is mandatory, and tapering/stopping of all of the medication described above is rec-
ommended after 3 months of use.

5.3.6.2 Depression or Depressive Symptoms

There is no evidence for effect of antidepressants in patients with dementia and
depressive symptoms. Even in dementia patients with a comorbid major depressive
disorder, the evidence for a positive effect of antidepressants is inconclusive. However,
in case of comorbid major depression use of a selective serotonin reuptake inhibitor is
recommended, combined with a non-pharmacological approach (see chapter about
depression in dementia). Antidepressants with anticholinergic side effects should be
avoided. In severe depression, electroconvulsive therapy can be considered.
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5.3.6.3 Anxiety or Anxiety Symptoms
There is some evidence for the effectiveness of short-acting benzodiazepines (loraz-
epam, oxazepam) for anxiety in residents with dementia, only for short-term peri-
ods with a maximum of 4 weeks.

For other forms of challenging behavior in residents with dementia such as
vocally disruptive behavior, wandering, resistance against care, and sexual inappro-
priate behavior, there is no evidence for effectiveness of psychotropic drugs.

5.4 Evaluation

Each treatment plan should include an evaluation date. During this evaluation, it is
determined whether or not all treatment was performed as planned and whether or
not the treatment goal is achieved (which can be determined by remeasuring the
situation or using the goal attainment scale). After evaluation, it can be decided
whether the treatment was effective, reanalysis is needed, and/or treatment should
be continued.

5.5 Requirements to Get Grips on Challenging Behavior
in the NH

This chapter has been about the importance of analyzing challenging behavior and
about possible interventions. There are certain requirements for being able to man-
age challenging behavior in the way that is described in this chapter.

When analyzing the possible causes of challenging behavior or when aiming to
adapt care to personal preferences of a resident, biographical knowledge of the resi-
dent is essential. Therefore, it is very helpful to note down the life course and per-
sonal history of a resident upon admittance to a nursing home, and it may even
prevent some challenging behaviors. Also, it is very important that the professionals
who provide care and treatment to people with dementia have been properly edu-
cated in observing and analyzing behavior of people with dementia. A physician
specialized in older people with dementia and a (geronto)psychologist should ide-
ally be part of the care team, but should at a minimum be available for consultation
on a regular basis. Time and planning should allow for frequent multidisciplinary
deliberation. For appropriate use of psychoactive medication, a pharmacist should
be involved, and medication reviews should be part of usual care. For these require-
ments to be fulfilled, the management of a residential care facility must be aware of
the importance of a thorough structured and multidisciplinary approach of challeng-
ing behavior in dementia.

Conclusion

Challenging behavior is highly prevalent in nursing home residents with
dementia. It has a negative impact on the quality of life of the resident and may
cause considerable stress and even harm to informal and formal caregivers and
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other residents. In most residents multiple factors contribute to the challenging
behavior, and therefore a systematic and multidisciplinary approach using a
biopsychosocial framework is needed to come to grips with this behavior.
Treatment has to be focused on the detected underlying problems. Psychotropic
drugs should be used cautiously in a restricted way and always in combination
with non-pharmacological treatment options. Capstone of this systematic
approach is evaluation of provided treatment and adjustment of treatment when
treatment goals are not reached. For (medical) directors of long-term care
facilities for persons with dementia, it is important to realize the basic require-
ments that enable the use of a systematic and multidisciplinary approach to
challenging behavior in residents with dementia.
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Inclusion and Support of Family
Members in Nursing Homes

Hilde Verbeek

Abstract

The involvement of family members in nursing homes is vital for the well-being
of people with dementia residing in nursing homes. They can contribute to main-
taining a sense of personhood, assist with care, and are advocates for people with
dementia. Despite this wide acknowledgement of the importance of family par-
ticipation in nursing homes, barriers to the implementation of participatory fam-
ily care have been identified. This chapter describes common dilemmas in care
practice in establishing collaboration and partnership between staff and family in
nursing homes. Important barriers relate to attitude and role conflict, communi-
cation, and the organization. Furthermore, promising interventions (such as the
Partner in Caregiving program) and new care models aimed at small-scale,
homelike care environments are presented in building partnerships.

Keywords
Family caregiving * Dementia

6.1 Family Involvement in Nursing Homes

Family caregivers are of great importance in nursing homes, especially for people
with dementia. Nowadays, person-centered models of care are prominent in demen-
tia care and emphasize strengthening residents’ autonomy and overall well-being
(Verbeek et al. 2009). Older people should be enabled to continue their lifestyle as
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before admission to a nursing home. Program design should ensure that residents are
known as people. Family caregivers play an important role to establish this, for
example, by providing the historical background for residents, make care decisions,
provide personal and social care, and are advocates for people with dementia (Port
et al. 2005). Family members aim to maintain a sense of personhood for people with
dementia residing in nursing homes, as it is important for family that their loved one
is treated as an individual (Sandberg et al. 2001; Bramble et al. 2009). Literature
shows that family caregivers remain involved in the lives of their loved ones follow-
ing admission into nursing homes (Gaugler 2005). This evidence is important to
battle against the myth that families abandon their relatives in nursing homes (Rowles
et al. 1996). The decision to admit people with dementia into a nursing home is very
emotional for family caregivers and triggers feelings of guilt and loss and most rela-
tives want to stay actively involved in the care process (Tornatore and Grant 2004).
Family caregivers feel continuing the responsibility for care often after admission,
although they are relieved from their round-the-clock care at home (Ross et al. 2001).

Family involvement in long-term care is a multidimensional construct and con-
sists of aspects such as visiting, advocacy, monitoring, and providing socio-
emotional, instrumental, and personal care (Gaugler 2005). Looking at more
quantitative aspects of family involvement, previous studies have investigated the
visiting frequency, duration, and type of care tasks family members conduct. A
European study showed that family caregivers visited overall approximately 3—4
times a week, with an average duration of over 100 min (Bleijlevens et al. 2015).
There were, however, large differences between countries. In northern countries
such as Estonia, Finland, and Sweden, visits were less frequent (around 2 times a
week), while in other countries such as Spain, visits were more frequent, up to 5 or
6 days a week (Bleijlevens et al. 2015). Other studies suggest that on average, fam-
ily caregivers visit and/or provide care between 4 and 9 h per week (Gaugler et al.
2004; Port et al. 2005). Tasks that family caregivers conduct include a wide range of
personal, instrumental, and socio-emotional tasks, such as grooming, clipping fin-
gernails, doing laundry, shop for the resident, writing letters, maintaining the apart-
ment, and dealing with family guilt feelings (Gaugler 2005). Furthermore, family
members felt responsible for new dimensions of assistance not originally engaged
in the community, such as promoting family understanding of nursing home poli-
cies, initiating actions to ensure good staff/family relations (Gaugler 2005) as well
as supervision and monitoring of quality of care (Moss et al. 1993; Max et al. 1995),
representing and maintaining residents’ continuity and connectivity with other fam-
ily members and friends (Bern-Klug and Thompson 2008). However, a consider-
able amount of role ambiguity can be apparent, as staff felt that a particular task was
the responsibility of the nursing home, whereas families felt that certain care tasks
remained their responsibility (Gaugler 2005). Family members themselves stress
the importance that preserving the identity of their relative could only be accom-
plished through collaborative efforts with staff (Gaugler 2005). They often perceive
effective involvement as being a teaching resource to nursing staff, so that staff
members would deliver sensitive, person-centered individualized care to the person
with dementia living in the nursing home.
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The building of a partnership between families and staff is increasingly advo-
cated as a means to ensure high-quality care in nursing homes (Penning and
Keating 2000). To enhance the feeling of belonging and dignity for people with
dementia, a collaboration between family and nursing home staff should be estab-
lished. For realizing person-centered care and continuation of own lifestyle for
people with dementia living in a nursing home, family should be seen as partners
in the care for residents instead of visitors (Holmgren et al. 2013). Goals should
include family members of people with dementia in nursing homes as this is
important to support residents and also to support family members. Previous
research indicates that when nursing staff members become more involved with
family caregivers and keep open lines of communication, family caregivers’ sat-
isfaction increases, which improves their feeling of confidence that their loved
one is well being cared for (Volicer et al. 2008; Piechniczek-Buczek et al. 2007).
Family-perceived involvement was significantly and positively correlated with
satisfaction and impressions of the facility (Irving 2015). Elements considered as
most important by family members were the feeling that residents were well cared
for, having trust in the staff of the nursing home and being informed about changes
in the residents’ care plan.

6.2 Dilemmas in Care Practice

Realizing a partnership in every day care practice can be challenging, as both family
caregivers and staff experience barriers. When people with dementia move into a
nursing home, they and their family have to adjust and follow nursing home rules
and routines (Bauer and Nay 2003). Family members often feel guilty over the deci-
sion to place their loved one into a nursing home. During the transition, they express
a high need for information about the transition and would like to be recognized as
an expert in knowing the loved one (Afram et al. 2015; Abrahamson et al. 2009;
Chen et al. 2007; Givens et al. 2012). Staff members discover that the new resident
brings family members who both expect continued involvement in care and need
information and attention (Hertzberg et al. 2001). Staff-family relationships evolve
in a social and physical environment that is familiar to staff, but is foreign to family
members, who find themselves in a strange place with new roles to play and com-
plex rules to interpret (Utley-Smith et al. 2009). Establishing and maintaining an
effective staff-family relationship can be challenging for both parties. Four main
barriers can be identified that hinder collaboration between staff and family: attitude
and role conflict, communication, knowledge, and organization.

6.2.1 Attitude and Role Conflict

Although nursing staff recognizes the importance of family members as a helpful
resource in getting to know the resident and providing care, they often prefer com-
pleting their tasks without their help (Wilson et al. 2009). In this way, the nursing
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homes’ routines and rules are assured. Furthermore, nursing staff may also perceive
working and interacting with family members as difficult and challenging (Haesler
et al. 2010). They expect family to fit in their work routines, which may cause fric-
tion (Bauer and Nay 2003). In order to achieve person-centered care through better
collaboration with family caregivers, nursing staff need to recognize that family
participation is of major importance and can add value. Moreover, the translation of
this perception into clinical practice seems challenging but crucial in the establish-
ment of a good relationship (Bauer and Nay 2003; Haesler et al. 2010).

From the opinion of staff, family members sometimes hold distorted expecta-
tions toward the care nursing homes should provide, and these expectations are
often conflicting with those of staff (Holmgren et al. 2013). For example, staff and
family may have dissimilar thoughts about how care should be provided and the
available amount of time for personal attention for their loved one (Haesler et al.
2010; Majerovitz et al. 2009; Utley-Smith et al. 2009). These family members can
be described as demanding, challenging or selfish, as they fail to realize that
finite resources in a nursing home must be allocated fairly among residents and
relatives.

An important factor contributing is the difference in role perception. Nursing
staff often regard themselves as the experts in care for people with dementia as they
have the professional skills. Family caregivers may feel marginalized by nursing
staff, who traditionally perceive the nursing home arena as their professional terri-
tory (Holmgren et al. 2013). It was found that nursing staff characterize a good
relationship with family members by the readiness of family caregivers to rely on
the expert role of staff and to relinquish the responsibility of care (Kellett 2000).
Families are expected to value staff’s caring efforts. This may cause tension, as at
the same time family caregivers envision a certain role for themselves within the
nursing home. The sense of losing the caregiver role for family members when
relocating a loved one into a nursing home may cause difficulties with staff, espe-
cially since most family has provided care at home for a long time. There appears to
be a barrier between the preferred role family wants to fulfill and the role they actu-
ally fulfill. Disagreement on responsibilities between formal and family caregivers
can either cause gaps in patient care or duplication of tasks (Haesler et al. 2007,
Ward-Griffin and McKeever 2000) and leads to a general feeling of dissatisfaction
in the resident’s care. On the other hand, conflict could also be caused by nursing
staff trying to meet family’s expectations and not succeeding in this (Utley-Smith
et al. 2009). Therefore it is extremely important for both formal and family caregiv-
ers to determine role division and responsibilities from the onset of placement and
to appreciate and see each other as equals in the care for nursing home residents
(Corazzini et al. 2015; Haesler et al. 2007)

6.2.2 Communication

Good communication between family caregivers and nursing staff is vital for a part-
nership in care. It can increase satisfaction and family involvement and reduce
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complaints (Majerovitz et al. 2009). Sharing personal interests, work, and hobbies
between nursing staff and family contributed to a trustful relationship (Haesler et al.
2007). Having a trustful relationship between family caregivers and staff can
encourage family to visit and remain involved in the care for residents with demen-
tia. Furthermore, emotional support to residents and family can encourage commu-
nication between staff and family (Majerovitz et al. 2009). It is important that
communication focuses on the psychological and social needs of the resident and
family members, as well as the focus on medical treatment.

Perspectives of family and staff may differ. Families would like to receive better
orientation to the nursing home along with guidance and information during the
placement procedure. Furthermore, families value clear, complete, and timely infor-
mation on the resident’s condition and treatment. Finally, mutual respect and
approaching family in a sensitive manner are highly appreciated by families
(Majerovitz et al. 2009). Utley-Smith et al. (2009) highlight several benefits of pro-
moting integration of the family, such as improved information exchange, increased
trust, mutual understanding of expectations and goals, decreased dissonance in
family-staff relationships, and ultimately improved care results for residents. Family
members would potentially have more current information, hold more realistic care
expectations, be engaged in productive dialogue with staff members, and have fewer
formal complaints when connections are increased and exchange of information
would be improved.

Nursing home staff, on the other hand, also value good communication with fam-
ily caregivers because in many cases the family knows what the resident wants and
needs and also expects (Majerovitz et al. 2009). For staff members, improved con-
nections and communication could also be beneficial. Staff may gain valuable fam-
ily input into care planning, feel appreciated and have more positive encounters
with the family, have less time taken away from clinical work, and experience fewer
state and regulatory interventions (Utley-Smith et al. 2009). However, family mem-
bers feel (partly) responsible for the care of the resident and thus want to maintain a
level of control over the care. Staff members, on the other hand, experience role
conflict in their attempt to manage the often incompatible expectations of employ-
ers and family members (Abrahamson et al. 2009). Furthermore, nursing staff feel
that family members complain quickly but seldom offer praise for their work and
that family does not always recognize their intimate knowledge of the resident
(Majerovitz et al. 2009).

Family members perceive a greater sense of safety and security over their loved
one when nursing home staff members communicate frequent and timely (Lopez
et al. 2013). Communicating about role division is important (Corazzini et al. 2015;
Haesler et al. 2007; Majerovitz et al. 2009) and needs to be incorporated from the
beginning. Also, mutual respect and letting family know they are doing the right
thing in placing their loved one into a nursing home help in establishing good com-
munication. Perceived barriers include a high staff turnover, stress among nursing
staff, and irregular work schedules.

Family members of a nursing home resident often find it hard to equally partici-
pate in the decision-making process when deciding over treatment, especially in the
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end of life stage. According to Givens et al. (2012), this is mainly due to the lack of
knowledge of the disease trajectory, which makes it hard to engage in decisions
regarding treatment. Family caregivers addressed the need for attaining more
knowledge regarding the disease in general and the progression. Besides knowledge
on the disease, family can also take advantage of constructing the life story of their
loved one (Kellett 2007; Kellett et al. 2010). It enables family to get to know their
loved one as a whole again, in contrast to seeing their loved one as a person with
symptoms of dementia who needs care. Using life stories, constructed by the resi-
dent’s family, can help nurses letting residents genuinely participate in activities.
Setting up a biography opens possibilities and enables staff to really see the patient
as a whole within the context of family.

6.2.3 Organization

Organizational barriers are perceived that hinder the building of a partnership
between family and nursing staff. The overall care philosophy is of great impor-
tance. Nursing homes have tended to reflect a “visitor” philosophy that treats fami-
lies as outsiders or intruders in the working routines or a “servant” philosophy that
dictates the nature of their involvement stating what their tasks are (Caron 1997).
A supportive organizational environment, enabling a “client” philosophy that coor-
dinates with family members to meet the needs of the resident, family, and staff, is
needed to create a partnership in care.

In practice, a high workload for nursing staff resulting in stress and unclarity
about working schedules for family caregivers to know who is working at the unit
are seen as barriers (Haesler et al. 2007). Managerial support is necessary to address
workloads and staffing issues. Furthermore, the introduction of new care models
focusing on collaboration with families is necessary, and providing practical sup-
port for staff education is essential to promote constructive family-staff relation-
ships (Majerovitz et al. 2009). Finally, unclarity on rules and regulations may
impede involvement of family caregiver in the care process.

6.3  Good Practice Programs Building Partnerships

A few intervention programs have been developed to improve collaboration
between family members and staff in nursing homes. The earliest programs were
specifically targeted at families only and aimed to improve the quality of the
relationship between family and staff (e.g., Peak 2000). Other programs have
been developed that provide education and support to both staff and family
members.

The Partner in Caregiving program aims to improve communication and collabo-
ration and is designed to intervene not only on the part of family members but also
to engage staff and administrators to effectively change facility policies (Pillemer
et al. 2003; Robinson et al. 2007). The program consists of two parallel workshops
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series, one targeted at nursing staff and one targeted at family caregivers. Training
is provided on improving communication skills (e.g., active listening, providing
constructive feedback, cultural differences), development of skills for conflict
resolving, and creating empathy. A dementia-specific version has been developed,
building on the same program structure, adding components of understanding
behavioral symptoms as well as numerous case studies focused on residents with
dementia (Robinson et al. 2007). In a large randomized controlled trial, the program
demonstrated positive outcomes. Especially spouses increased their involvement
with care and family caregivers experienced improvement in communication and
behaviors of staff. Staff reported reduced conflict with families. For residents, agita-
tion decreased and overall the facility implemented more family-focused programs
(Robinson et al. 2007).

Family Involvement in Care (FIC) is another dementia-specific program which
was designed to negotiate and establish partnerships and cooperative role behaviors
between family caregivers and staff (Maas et al. 2004). The FIC program included
family orientation and education sessions, as well as the negotiation, formation, and
evaluation of written partnership agreements between family and staff. Significant
beneficial intervention effects were found primarily on family outcomes, such as
improvement of emotional reactions (e.g., less feelings of loss for family), better
perceptions of staff relationships, and more positive perceptions of care (Maas et al.
2004). Furthermore, providing physical care and consideration of the relative
increased for family members in the FIC (Maas et al. 2000).

A final program is called the Family Matters program, which was designed to
help families work with staff and residents to create a role for themselves that
would benefit the residents’ quality of life and simultaneously improve family-staff
relations (Zimmerman et al. 2013). The program encourages families to work with
the resident and nursing staff to identify an activity in which they could participate
in one or more of four areas: doing things, getting around, looking good, and eating
well, aiming to promote the residents’ quality of life. These four areas were identi-
fied as areas in which families would be willing to be involved. A fifth area of
helping the community was later identified for families who could not conceive of
a way to improve their resident’s quality of life. First results indicate modest effects
with merely positive results for nursing staff related to less burnout and more of a
sense of working in partnership with families. Staff also perceived that families
were more empathic. However, it was suggested that family guilt and sense of
conflict increased. Family caregiver burden was indicated to decrease (Zimmerman
et al. 2013).

Abovementioned programs all target families and nursing staff in traditional
dementia care facilities. However, these nursing homes are often based on a medical
model of care, emphasizing illness and treatment of underlying pathology. Usually,
rules and routines governing daily life permit little individualization. Nowadays,
person-centered models of care are prominent in dementia care and emphasize
strengthening residents’ autonomy and overall well-being (Verbeek et al. 2012).
Older people should be enabled to continue their lifestyle as before admission to a
nursing home. Families are therefore an important part of the care process.
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The nursing home environment often does not match with these new person-cen-
tered therapeutic goals. As a result, new initiatives have been developed worldwide
that provide health, social, and nursing care in a small-scale and homelike environ-
ment (Verbeek et al. 2009). Radical alterations have been made in comparison with
traditional nursing homes, implementing changes in the organizational, physical,
and social environment of settings.

One of these small-scale and homelike care concepts is shared housing arrange-
ments (SHA), developed in Germany (e.g., Griske et al. 2015). The first SHA was
established by family caregivers of people with dementia, seeking for alternative
concepts of care and support (Fischer et al. 2011). Inclusion of family members is
one of the core domains in SHA. Family members are part of the group living in
SHA and do not focus only on their own relatives; they also look after other resi-
dents in SHA. First results indicate that 45% of the residents receive a weekly visit
by their family members (Griske et al. 2015). The involvement of family members
in SHA is common, with estimates of 45% of family members visiting on a weekly
basis, but similar compared with other care arrangements. Furthermore, it was
found that an active participation of family members in SHA contributed to a better
quality of life of residents, especially for the domains of social relationships and
social isolation. Interestingly, people with dementia who had a family but who
received no visits had a lower quality of life compared with residents without fam-
ily at all.

Other studies find positive effects of family participation in small-scale,
homelike care environments, indicating that family members are more satisfied
with care provision compared with traditional nursing homes (Verbeek et al.
2012; de Rooij et al. 2012). Small-scale, homelike care environments may have
characteristics that improve family caregiver communication and involvement
with nursing staff, such as small caseload, homelike environment, autonomy, and
attention for continuation of self-identity for residents. The personal contact with
nursing staff and involvement with the everyday care process are important rea-
sons for this (Verbeek et al. 2012). Family members had more contact and were
more satisfied with the contact with nursing staff and felt that staff paid more
attention to their feelings. Furthermore, nursing staff working in small-scale,
homelike care environments showed better listening skills toward the residents
(de Rooij et al. 2012).

Conclusion

Family members are of great importance to ensure the well-being of residents
with dementia living in nursing homes. The involvement of family caregivers is
shaped by changes in their relationship and role, and the process of acceptance
and loss is continuously present. In order to create a partnership between family
caregivers and nursing staff, interventions are needed that alter the attitude and
roles of caregiving, communication, and organizational routines. Changing of
the care philosophy is crucial in this process, by focusing on equality, respect,
and collaboration between families and nursing staff in order to accomplish
high-quality care for people with dementia.
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Pain in Dementia

Sandra M.G. Zwakhalen

Abstract

Pain in dementia is a frequent occurring problem. This chapter provides insight
in the challenges and opportunities of assessing and managing pain in older peo-
ple with dementia. The patient’s self-report reflects the older persons’ subjective
experience of pain the best. However due to the communicative and cognitive
problems, the use of self-report is often restricted. Therefore a variety of obser-
vational pain assessment tools have been developed to optimize the assessment
and registration of pain. The chapter furthermore discusses the use of interven-
tions developed to relieve the pain in older people with dementia.

Keywords
Pain * Tools * Assessment ® Management ® Behavior

7.1 A Brief Explanation on Pain

Pain is defined by the International Association for the Study of Pain (IASP) as an
unpleasant sensory and emotional experience associated with actual or potential
tissue damage or described in terms of such damage (International Association for
the Study of Pain 1986). McCaffery formulated another frequent used definition;
“Pain is whatever the experiencing person says it is, existing whenever he/she says
it does” (McCaffery and Beebe 1989).
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By the first definition, it becomes clear that pain is not only physical but also an
unpleasant emotional experience of the patient. Moreover, it says that there is no
direct tissue damage but that damage can be potential as well. The second definition
is very clear on whose authority pain is: the patient. The definition by McCaffery is
often used in clinical practice. Unfortunately, some patients are restricted to claim
this authority due to the fact that they cannot verbally express their pain by proper
words or even won’t be able to answer simple yes or no questions (Pasero and
McCaffery 2002). This unfortunately accounts for a substantial amount of people
with dementia. The cognitive problems they experience together with their func-
tional limitations (e.g., speech impairment) restrict them to express the experienced
pain adequately. It is therefore the nurse or other care workers who should be alert
to pick up the cues present that may reveal pain.

7.2 Presence of Pain in Dementia

Most studies demonstrate that older people have higher rates of pain prevalence
(Elliott et al. 1999).

Prevalence rates of pain in older population are high (Achterberg et al. 2010;
Patel et al. 2013; Zwakhalen et al. 2009). A study that estimated prevalence rates of
pain in nursing home residents with dementia showed prevalence rates up to 80%
(Takai et al. 2010). As the number of persons with dementia continues to rise, all
care workers in different care settings will face the same challenge to battle pain in
dementia in order to offer excellent patient care and improve the quality of life
(QoL) of this vulnerable patient population. It is well known that undertreatment of
pain could lead to various additional problems, like cognitive (e.g., concentration
problems) and behavioral symptoms (e.g., aggression or depression) at patient level,
as well as to greater and heavier demands on caregivers and increased care demands
and costs at organization level (AGS Panel on Pharmacological Management of
Persistent Pain in Older Persons 2009).

For a long period of time, pain in people with dementia has been a neglected area
of research. Patients with dementia have been systematically excluded from scien-
tific research on pain. However in the last decade, a considerable change has
occurred resulting in more interest and studies involving older pain patients with
and without dementia (Takai et al. 2010; Zwakhalen et al. 2006). Despite this
increase of interest, still too many elderly suffer from untreated pain. In older
patients this pain is often chronic and persistent over time and affects their daily
lives consistently. Chronic pain is defined as pain that occurs for at least 3—6 months
(International Association for the Study of Pain 1986). In older adults this pain is
often located in the musculoskeletal system causing joint pain (Grimby et al. 1999).
The persistence of chronic pain is associated with increased mortality rates (Torrance
et al. 2010). Pain can also occur due to a fall or sudden injury. Then, the pain is often
acute and may disappear after recovery of the injury usually within 3 months.
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7.3  Assessing Pain in Dementia

Illustration of the Problem

“An old man, Mr X. diagnosed with Alzheimer’s disease, is agitated. Each
morning he starts to resist and fights when nurses assist him getting dressed.
At night he is restless and noisy. Nurses think it is the dementia that pro-
gresses and decide to restrain the man during night shifts for safety reasons.
Eventually it turns out he has a fractured leg, but nobody knew that he had
fallen during a walk on his own and experienced pain. Staff wonders how they
could have missed the cues on pain displayed by this man.”

This case report of an Alzheimer patient suffering as a consequence of inad-
equate pain diagnosis is one of many reports and reveals just the tip of the ice-
berg. While it is known that dementia patients without pain are more mobile and
autonomous and have a higher QoL (Kalinowski et al. 2015; Kolzsch et al.
2013), too much evidence still reveals that pain is poorly controlled in patients
with severe dementia (Achterberg et al. 2013). The main reason for this under-
treatment is the underrecognition or misinterpretations of important pain cues
by proxies. Often, pain assessment in patients with dementia relies primarily on
observing the person’s behavior. Although it is one of the main tasks of clini-
cians and nurses to interpret behavior and respond to the needs of persons with
advanced dementia, interpreting these behavioral cues displayed by people with
dementia is extremely challenging. However it is the care workers duty to make
sure that prompt recognition and treatment is available for all, including people
with dementia. Pain should therefore be routinely monitored, assessed, and reg-
istered (Gordon et al. 2005). A hierarchy of pain assessment approaches has
been recommended by Hadjistavropoulos and colleagues to guide assessment
(Hadjistavropoulos et al. 2007) which is in line with (inter)national guidelines
on pain in older adults (AGS Panel on Pharmacological Management of
Persistent Pain in Older Persons 2009; Royal College of Physicians 2007) (see
gray box).

Short Overview Hierarchy of Pain Assessment (Hadjistavropoulos et al. 2007)

* Try to obtain self-report of pain from all patients.

» Search for potential causes of pain.

» Observe patient behaviors/pain cues.

* Ask proxies (formal and informal caregivers) about behavior changes that
may be present due to pain.

e Attempt an analgesic trial and reassess the pain.
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7.3.1 Self-Report of Pain

Self-reporting is considered the “gold standard” in pain assessment. Self-report of
pain is defined as the ability to indicate presence and/or severity of pain verbally, in
writing, or by other means such as finger span, pointing, head movement, or blinking
eyes to answer yes or no questions (http://www.geriatricpain.org). Self-report scales
can be used to assess and standardize the pain and its intensity. Most scales have been
developed for a different setting before being used in older patients with dementia
(Herr and Garand 2001). Most often, these scales were developed to assess pain in
children. Examples of commonly used self-report scales include the Visual Analogue
Scale (VAS) (Huskisson 1974), Verbal Rating Scale (VRS) (Jensen and Karoly
1992), Numeric Rating Scale (NRS) (Farrar et al. 2001), and the Wong-Baker FACES
Pain Rating Scale (Wong and Baker 1988). It is often a matter of trial and error to test
the scales in older adults. However it is well worth trying since many of the older
adults with mild to moderate dementia are able to use one of the scales in a reliable
way. Closs and colleagues (2004) tested, for example, five different self-report scales
in cognitively impaired older patients (the Verbal Rating Scale, horizontal Numeric
Rating Scale, FACES Pictorial Scale, Color Analogue Scale, and mechanical Visual
Analogue Scale) and concluded that the verbal rating scale was the most successful
with this group. In total 80.5% of the overall sample of cognitively impaired could
complete the scale and 36% of those with severe cognitive impairment. Verbal and
numeric rating scales are recommended by guidelines on pain for older patients to
assess pain intensity. Table 7.1 presents an overview of some most frequently used
one-dimensional self-report scales used in older patients with dementia including
those who are living in nursing homes. Pain intensity is only one dimension of pain.

Table 7.1 Overview of one-dimensional self-report scales

Name scale

Example of specification
of scale

Description of the
self-report scale

Recommended in older
adults with dementia

Visual
Analogue Scale
(VAS)

Colored VAS

10 cm line with “no
pain” at one anchor
and “worst imaginable
pain” at the other
anchor

No, high failure rates
have been reported

Numeric Rating | 0-10 numeric rating Visual Analogue Scale | Yes
Scale (NRS) scale with numeric ratings
presented (05 up to
0-20 scale range)
Verbal Pain thermometer (Herr | Scale with verbally Yes
Descriptive and Mobily 1993) labeled boxes
Scale (VDS)
FACES or FACES Pain Scale (Beiri | Scale with expressions | Yes, however validity

Pictorial Pain
Scales

et al. 1990), Wong-Baker
FACES Pain Rating
Scale (Wong and Baker
1988)

of faces representing
the feeling of the older
person in pain

and intervals of
pictorial scale (items)
are questionable
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Besides the one-dimensional scales, multidimensional self-reported scales exist that
provide a more comprehensive view on pain and include other aspects like pain loca-
tion. Most well-known multidimensional scales are the McGill Pain Questionnaire
(Melzack 1987) and the Brief Pain Inventory (Cleeland and Ryan 1994). Although
both are very well known in clinical practice, given the comprehensiveness, the use
of both scales is limited in cognitively impaired older people.

7.3.2 Behavioral Assessment of Pain

As the dementia progresses, the ability to self-report decreases (Pesonen et al. 2009),
and other methods of pain assessment become necessary. The importance of ade-
quate pain assessment is widely acknowledged and research predominantly focused
on the development of behavioral pain assessment tools. Numerous behavioral pain
assessment scales have been developed. Over ten reviews have been conducted
including over 30 behavioral pain assessment tools for people with dementia (e.g.,
Herr et al. 2006; Husebo and Corbett 2014; Lichtner et al. 2014; Lobbezoo et al.
2011; Lord 2009; Park et al. 2010; Stolee et al. 2005; van Herk et al. 2007; Zwakhalen
et al. 2006). An updated overview of assessment tools to measure pain with older
people can be assessed via the City of Hope Pain and Palliative Care Resource Center
(http://prc.coh.org/PAIN-NOA htm). In general all reviews conclude that no single
instrument can be recommended for broad use in clinical practice. Several instru-
ments (e.g., PAINAD, MOBID, PACSLAC) show acceptable psychometric qualities.
Almost all tools are easy to use but much harder to interpret limiting its clinical
usefulness. Therefore it is often a matter of preference and taking the context of the
care setting into account when making a choice for a specific scale. Most of the tools
have a cutoff score for the presence of pain available, like an onset of pain score.
However authors were often unable to determine pain severity scores for the behav-
ioral tools. In itself this is not surprising since people may vary enormously in their
expressive behavior. Furthermore it’s worth mentioning that most of the tools were
developed and tested in nursing home residents who often experience chronic pain.
Consequently reliability and validity of the tools in other settings and other pain
conditions (e.g., acute pain) are limited. Table 7.2 presents an overview of frequently
used observational pain assessment scales for people with dementia. Given the enor-
mous amount of scales available, a selection of tools is presented. Only scales that
have been translated in more than one language are included in Table 7.2.

As aresult of the research on tool development, it became clear that (1) patients
with dementia display heterogeneous and atypical pain behavior (AGS Panel on
Pharmacological Management of Persistent Pain in Older Persons 2009), (2)
patients with verbal capacity displayed other behavior compared to nonverbal severe
dementia patients (Kaasalainen et al. 2013), (3) behaviors associated with pain in
this patient population are not unique to pain (e.g., guarding sore area or facial
expressions), and (4) less obvious pain cues (e.g., behavioral problems like aggres-
sion and agitation) are frequently overlooked (Kaasalainen et al. 2013; Zwakhalen
et al. 2007).
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Table 7.2 Overview of frequently used observational scales to assess pain in dementia

Scale and Description of the items/ Number Scoring Languages
developer characteristics of items method available
The Abbey Pain | Vocalization; facial 6 4-point scale | Original
Scale (Abbey expression; change in Total score language
et al. 2004) body language; behavioral ranges from 0 | English
change; physiological to 18 Japanese
change; physical change Italian
Checklist of Nonverbal vocalizations; 6 Absent or Original
Nonverbal Pain facial grimacing or present language
Indicators wincing; bracing; rubbing; Total score English
(Feldt 2000) restlessness; vocal range from O | Norwegian
complaints to 12
Doloplus-2 Somatic, psychomotor, 10 4-point scale | Original
(Wary and psychosocial dimensions Total score language
Doloplus 1999) of pain range from O | French
Represents changes in to 30 Japanese
pain over time Italian
English
Portuguese
Spanish
Dutch
Norwegian
Chinese
DS-DAT (Hurley | Noisy breathing; negative | 9 4-point scale | Original
and Volicer 2001) | vocalizations; content Total score language
facial expression; sad range from O | English
facial expression; to 27 Italian
frightened facial Dutch
expression; frown; relaxed
body language; tense body
language; fidgeting
Mobilization- Pain noises; facial 3 11-point NRS | Original
Observation- expression; defense language
Behavior- Modified version Norwegian
Intensity- MOBID-2 available Dutch
Dementia includes pain behavior English
(Husebo et al. related to head, internal
2007) organs/skin, and body
diagram
Non- Words; pain faces; noises; | 6 Self-report Original
Communicative bracing; rubbing; Pain language
Patient’s Pain restlessness behaviors on | English
Assessment a 6-point Italian
Instrument (Snow Likert scale Portuguese
et al. 2004) Pain location
VDS proxy
pain
thermometer
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Table 7.2 (continued)

Scale and Description of the items/ Number Scoring Languages
developer characteristics of items method available
The Pain Facial expression; activity/ | 60 Absent or Original
Assessment Scale | body movements; social/ 31 present language
for Seniors with | personality/mood; 24 Total score English
Severe Dementia | physiological/eating/ range from O | French
(Fuchs-Lacelle sleeping/vocal dimensions to 60 Portuguese
and Hadjistavro- | of pain Total score Japanese
poulos 2005) Modified shortened range from 0 | Dutch
version PACSLAC 2 is to 31
available (Chan et al. Total score
2013) range from 0
Modified Dutch version to 24
PACSLAC-D is available
(Zwakhalen et al. 2007)
The Pain Breathing; negative 5 3-point scale | Original
Assessment in vocalizations; facial Total score language
Advanced expression; body ranges from O | English
Dementia Scale language; consolability to 10 German
(Warden et al. Chinese
2003) Spanish
Dutch
Italian
Portuguese

All available pain observation tools make use of facial expressions of pain. These
facial pain cues like frowning and grimacing seem very useful for assessing pain in
patients with dementia. Utility and reliability of facial expressions to measure pain
in dementia have been frequently debated. However more and more evidence shows
that these facial expressions are indeed one of the strongest and key cues to deter-
mine pain in dementia (Oosterman et al. 2016; Sheu et al. 2011).

7.4 Management of Pain in Older People

Pain assessment is a must for adequate treatment; however, it does not guarantee
successful treatment. Pain management includes both pharmacological and non-
pharmacological approaches to reduce the amount of pain and improve functioning
and the quality of life. Often a combination of pharmacological and non-
pharmacological management is combined and individualized to the patient’s needs.
A variety of non-pharmacological interventions that may be helpful to reduce pain
in older people are available. These are often divided into physical and psychosocial
intervention. Physical interventions include massage, exercise, positioning, TENS,
etc. Psychosocial interventions include comforting approaches like relaxation,
music, and distraction. Many of these non-pharmacological management approaches
are easy to use by care workers and family. Non-pharmacological interventions may
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be effective; however, it must be mentioned that evidence about the effectiveness of
non-pharmacological management is often limited. Furthermore the effectiveness
may depend on the person’s abilities and characteristics (age, health condition, etc.).

Evidence about treatment and side effects of pain in dementia is still limited
mainly due to the fact that these patients are often excluded from medical trials
(McLachlan et al. 2011). Despite this, pharmacological management of pain is
very common in daily practice. However, when people with dementia are pre-
scribed with pain medication, usually the dosage is low, and weak analgesics are
often prescribed (Corbett et al. 2012). For a long time, studies consistently
reported a lower use of analgesics in patients with cognitive impairment com-
pared to patients without cognitive impairment (Morrison and Siu 2000). However
lately the opposite, namely, overuse of analgesics, is also reported in a number of
Scandinavian studies on pain in patients with dementia (Haasum et al. 2011;
Lovheim et al. 2008). This illustrates the difficulty of tailored and adequate treat-
ment of pain. One could state that either underuse or overuse is inappropriate and
undesirable.

Age-related changes are likely to influence how drugs are metabolized and
absorbed in older people. When planning pharmacological interventions, the impact
of these age-related changes such as comorbidities and use of multiple medications
must be considered carefully in order to avoid complications and optimize pain
treatment. The overall principle therefore in pain management in older people is
“Start low, go slow!” This means that, for example, in the case of opioid use in older
adults, an initial dose reduction of up to 50% of the recommended dose is warranted
(AGS Panel on Pharmacological Management of Persistent Pain in Older Persons
2009). Most guidelines on pain in older adults provide a clear insight in pharmaco-
logical pain treatment options.

7.5 Future Directions

Still many actions need to be taken to optimize the assessment and management
of pain in people with dementia. The availability of scales is not sufficient to
bridge the gap between assessment and treatment. Even the best-designed tool
does not solve the problem. Care workers are challenged with main concerns that
cannot be solved solely by using an observational tool. A better understanding of
conceptual issues of pain in people with dementia is vital to tailor pain assess-
ment. Better understanding of the factors that affect the mode of pain expression
is crucial for improved pain assessment and treatment (Kaasalainen et al. 2013).
Furthermore, no information is available on the influence of neuropathology of
various subtypes of dementia and its severity on pain cues expressed. For now it
remains a guess and daily challenge if the patient’s stage of dementia and the type
of dementia relate to the pain cues on which the pain tools and users (clinicians
and nurses) rely. So far the neuropathology of dementia has not played a major
part in pain assessment (Scherder et al. 2003). Only a few empirical studies, which
were undertaken in pain in relation to etiology, aimed to identify the impact of
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Alzheimer’s disease (AD) on central nociceptive processes using MRI investiga-
tions. These studies resulted in increasing evidence that patients with AD might
experience pain differently. But most of all, current scales available lack useful-
ness and therefore are only rarely used in daily clinical practice. Improvement of
this usefulness is essential and needs to be priority number one in the further
development of tools.
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Staff Training and Education

Eira I. Klich-Heartt

Abstract

Staff training and development in caring for the client with dementia includes
organizational development, evaluation of job descriptions, competencies, pro-
grams available, as well as whether to develop training programs in a face-to-
face or online learning environment. Utilization of adult learning principles to
achieve just-in-time training and daily huddles will assist in offering frequent
reminders of principles of the formal educational program.

Keywords
Staff development ¢ Competencies ® Online learning

8.1 Introduction

Long-term care facilities, like nursing homes and residential facilities, can vary from
a small, quite homelike environment to larger organizations. In such facilities often
more than 50% of the clients have dementia (Alzheimer’s Association 2013; Hoffmann
et al. 2014; Lohrmann et al. 2015; Matthews et al. 2013). Therefore, in-depth knowl-
edge about dementia is essential for health-care staff in order to support high-quality
dementia-specific care (Schiissler 2015), but often employees come to long-term care
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facilities with minimal training and education in the care of the client with dementia
(Gospel 2015). Staff development begins with the organization’s mission and values,
policies and procedures, identified learning needs, orientation procedures, and then
specific training needs identified. Staff development and training are those activities to
promote learning and improve outcomes within an organization (Avillion 2008).
Training can be provided as face to face or use computer-based training sessions. Staff
development is tied more than ever to positive outcomes for clients, staff, and the
organization. Employees need information available to them during their work hours,
around the clock, and through a wide variety of caregivers in order to achieve those
improved care outcomes. Modern techniques of online or computer-based learning
can achieve the goals of educating all staff members at varying levels of caregiving in
order to achieve cost-effective and efficient trainings.

8.2  Philosophy, Mission, and Values

Staff training and education should uphold the mission, vision, and philosophy
of the organizations which they represent. An organization’s mission and values
help develop the culture and set the tone for how employees interact with each
other, clients, and their families (Avillion 2008). Organizational vision and staff
development opportunities were important factors in nurses leaving long-term
care (Tummers et al. 2013). Success of staff development depends upon admin-
istrative support through commitment and involvement in developing ongoing
educational programs and processes that support the quality of life for the demen-
tia client. Werezak and Morgan (2003) emphasize the importance of organiza-
tional support, philosophy along with having the facilities and resources in order
to implement a successful program (see Fig. 8.1). The organizational values

N
Client quality of life
J
<
Policies and procedures
J
~

Job descriptions and
competencies

Facilities and resources

J\

Fig.8.1 Organizational
support for dementia
program (Adapted from
Werezak and Morgan
2003)

Organizational philosophy
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demonstrate the collective beliefs and foundations that a business and their
employees are held to. A vision is forward looking as to the future of the organi-
zation. It will give the tone of the organization in pulling together to build a
united future. A vision statement should be attainable and build trust and support
among employees. The mission of a long-term care organization reflects the phi-
losophy, vision, and values of the organization, in particular toward providing
care to clients with dementia.

Honoring clients, their values, personality, and preferences are all characteris-
tics that help define how clients will be cared for, with or without dementia. One
such philosophy of care, which may be emphasized in the overall organization’s
mission, is person-centered care (for in-depth knowledge about person-centered
care, see Chap. 3 in this book). Person-centered care aims to look specifically at an
individual’s values and preferences. Therefore it is important for staff members
knowing the dementia client’s biography and personality. Brooker (2004) describes
person-centered care as including valuing patients with dementia, emphasizing a
patient’s individuality, acknowledging the patient with dementia’s individuality,
and structuring the environment for optimal well-being. Providing person-centered
care for the dementia client involves knowledge of the client as an individual both
with the limitation of their dementia and who they were as a patient prior to exhib-
iting dementia. Such knowledge of the patient’s history and past allows for improv-
ing communication and connections with the client. Passalaqua and Harwood
(2012) describe a series of workshops which demonstrated improved communica-
tion techniques among paraprofessionals in caring for dementia clients. Through
the organization’s mission, values, and philosophy of care, the facility will be able
to make decisions to allocate resources for education and training.

8.3 Long-Term Care Facilities and Resources

The majority of the clients living in long-term care facilities, like residential or
(skilled) nursing homes, are mainly female and over the age of 80 (Caffrey et al.
2012; Schiissler and Lohrmann 2015; Lohrmann et al. 2015). Over half of the cli-
ents had two or more chronic conditions (Caffrey et al. 2012), whereby dementia is
one of the most common chronic conditions treated in residential and nursing homes
(Caffrey et al. 2012; Fulton 2010). At least four in ten clients needed assistance with
three or more activities of daily living (ADL’s) (Caffrey et al. 2012).

Long-term care facilities can be either smaller residential care facilities or larger
facilities such as a skilled nursing facility or nursing home. The size can be ranging
from only four beds (Caffrey et al. 2012; Schiissler et al. 2014) to 400 beds
(Schiissler et al. 2014) and more. Taking into consideration the size of a facility
may impact the type and kind of training and educational programs which are able
to be considered.

In the United States, skilled nursing facilities (size range from 50 to over 200
bed) are licensed by each state and certified by the federal government for receipt of
Medicare or Medicaid dollars (Centers for Medicare and Medicaid Services (CMS) 2015).
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In 2014 there were around 16,000 skilled nursing homes receiving Medicare/
Medicaid dollars, with a slight shift to more for profit agencies and fewer facilities.
Three percent of the over-65 population and 9.5% of the over-85 population were
listed as permanent residents of skilled nursing facilities, many of these having
dementia. In 2015, the CMS developed focused surveys to evaluate, specifically, the
provision of dementia care in nursing homes (CMS 2015). These surveys are devel-
oped to have metrics to meet in order to provide dementia-specific care. Meeting the
survey metrics will help define what is needed to provide optimal care to those resi-
dents with dementia as well as provide information to include in the education and
training programs. Understanding which type of facility, under which licensure and
reimbursement a facility is operating, will help evaluate the type of educational and
training programs which can and should be offered to the health-care staff. In addi-
tion to understanding the type and licensure under which a facility is operating,
evaluating the facility for resources that are available to provide educational and
training programs is an ongoing process.

Evaluating facilities for resources available to provide staff development is the
responsibility of the administration. An analysis of a facility size, type of licensure,
as well as their strengths and weaknesses in providing care for the dementia client
is essential in developing education and training programs. Evaluating the facility
for time, space for meetings, staff available to free up other staff to attend educa-
tional events, and finances available to provide such training becomes a challenge
for the leaders of the organization. The size of the organization may determine the
size and variety of staffs who are available to both provide the education and attend
the training sessions. In smaller residential care facilities, one person may function
in the role which in another facility would be covered by several positions. In a
smaller facility, the administrator and the human resource staff may be the same
individual. Larger organizations have additional concerns with training more staff at
varying shifts and through different job descriptions. The organization should evalu-
ate if there is the ability to have a specialist for dementia care available, or if an
outside consultant or contract staff resources are available (Warchol 2012; Stein-
Parbury et al. 2012).

Education and training of health-care staff can be made available within or out-
side the long-term care facility, depending on the size and type of organization, and
they can be offered face to face or online. A pilot study by Hobday et al. (2010)
demonstrated that online education is a cost-efficient and time-saving method for
training staff in long-term care facilities. In Sect. 8.11, you can find some resources
for online education available for health-care staff working in long-term care.

Whether an education and training program is offered as a face-to-face course or
through website technology, organizations would need to review the effectiveness
of the educational offerings and ensuring that the educational objectives are being
implemented. Having staff available to ensure that the education and training con-
tent are applied in the care facility would need to be integrated into the caregiving
processes. Evaluating a facility for money, staff, and space to provide education and
training programs also entails reviewing and evaluating the facility model of care
being implemented to optimize care of the dementia client.
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8.4 Models of Care

Several models of care have been developed for clients with dementia. Some models
are based upon functional tasks, focusing on supporting activities of daily living,
hygiene, and medication management. Kales et al. (2014) utilize a multidisciplinary
panel to develop the DICE approach to manage neuropsychiatric behaviors by all
caregivers. Newer models of care are focusing more on the individual client and
engaging their preferences. Cline (2014) describes in his model that aging is an indi-
vidual process; however, he makes no reference on how a health-care system, such as
a long-term care facility and staff, should interact with an individual. Understanding
the individuals’ unique aging process, the clients’ prior experiences and biography
will help collaborating with the client and their family members. In addition to know-
ing a patient’s individual history and biography, other models offer more specific
details on how to implement such knowledge of a dementia client.

The capability model of dementia care (CMDC) attempts to provide not only
theory of individualized aging but also practical strategies for achieving optimal
outcomes (Moyle et al. 2013). Developed by M. Nussbaum, a philosopher and law-
yer, the essential ten capabilities are values which are centered on individual human
dignity. Moyle et al. (2013) further applied these capability values to enhance the
strengths and capabilities of the client with dementia. This focus on the individual
is in contrast to the utilitarian care of dementia patient focused on meals and medi-
cation administration.

Warchol (2012) describes dementia capable care as facilitating engagement with
the client, focusing on abilities the client can achieve, and being able to integrate the
client’s biography and life story in order to activate the client’s long-term memory.
Taking a proactive approach to implementing these components has been shown to
reduce aggressive behaviors, falls, and weight loss. Konno et al. (2014) also describe
implementation of individualized, person-centered care as reducing a client’s resis-
tance to care.

A comprehensive model of education for provision of care with the dementia client
would include knowing the clients’ biography, knowing how to engage the client,
focusing on their abilities, and meeting them at their cognitive stages in order to engage
them in enjoyable activities. Stinson (2000) offers simple tips for engaging and com-
municating with the Alzheimer’s patient in areas of communication, hygiene, nutrition,
elimination, pain control, and comfort. In each of the previous areas, a calm demeanor,
gestures and demonstrations, simple language, and limited choices are helpful to
engage aclient’s cooperation. Another person-centered care model is the DementiAbility
Method, which focuses on Montessori-based principles to create roles, routines, and
activities for the client within a safe and supportive environment (Bourgeois et al.
2015). For this care model, a homelike environment is important, where clients are
encouraged to create routines similar to a home environment such as washing dishes,
setting tables, or making their bed. The aim is to help people to be as independent as
possible and make meaningful contributions to their community. The model includes a
strong knowing of the client, creating activities and memory supports to optimize func-
tioning as well as evaluating the clients’ preferences and outcomes.
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A different model developed by Sheard (2013) uses emotional intelligence to
maintain an active engaging environment with dementia clients. His homes are
called “Butterfly Care Homes” and allow staff to blend with clients in a way to
engage with them in the moment. Staffs eat with clients and are more integrated
with the clients. His model focuses on understanding the clients’ meanings behind
their behaviors and uses positive team relationships in order to deliver personalized
care. He emphasizes the lived experience of patients living with dementia and
encourages staff to meet clients where they are currently at with their experience
and help them develop an emotional connection in order to have a meaningful
experience.

All of such models of dementia care emphasize understanding the client with
dementia, knowing their prior history, preferences, and values as well as what
stage they are currently at. In order to develop education and training materials,
an evaluation of staff’s current knowledge and performance should be
performed.

8.5 Staff Educational Needs Assessment

Staff in a given facility should be assessed as to their knowledge, skills, and atti-
tudes regarding care of the dementia client. Some staff may be hired without any
formal training, such as in environmental services. Other challenges include
rapid turnover of staff, entailing frequent needs for orientation of new staff with
unknown education or training. Evaluating staff upon their hire as to their knowl-
edge, basic training, and experience with dementia-specific clients can help
begin the development of an education and training program. All personnel hav-
ing contact with dementia clients should have a uniform and consistent under-
standing of their part in providing a therapeutic environment and ensuring
positive patient outcomes. Direct patient caregivers may have varying levels of
experiences, education, and skills dealing with dementia clients in particular.
Evaluating personnel in regard to the existing policies, procedures, and job stan-
dards will help develop orientation and ongoing training programs for staff to
care for the dementia client.

Job descriptions, policies, and procedures all help develop structure in emphasiz-
ing valuing the client with dementia, seeing the client as an individual, and provid-
ing person-centered care as well as providing the guidance for the development of
the education and training programs. Evaluating such policies, procedures, and job
descriptions for evidence of dementia-specific competencies for all staff will ensure
that education and training programs meet the needs of the clients. Having clear
competencies in place will allow for evaluation of employees to assist in the care of
the client with dementia.

In addition to evaluating staff, having knowledge of job descriptions, policies,
and procedures regarding care of clients with dementia, having a champion knowl-
edgeable about the best practices in dementia care is essential.
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8.6  Coordination of Training for Dementia Care

One person in a leadership position needs to be the coordinator of specific dementia
educational learning needs of the employees. This responsibility needs to have the tools
and resources to implement learning needs of the organization. This person must be
able to understand the needs of the dementia patients as well as best practices for edu-
cating staff using adult learning principles. Several programs recommend the use of a
care coordinator. The Alzheimer’s Society in the United Kingdom has issued a recom-
mendation for developing a dementia champion within facilities to provide support and
training and ensure that quality of life is improved for clients (Heath and Sturdy 2009).

In the Healthy Aging Brain Center, the care coordinator is not only in charge of
implementing the educational training for caring for clients with dementia but also
of ensuring that the plan of care is being implemented. Jeon et al. (2013) mentioned
in a study utilizing an educational toolkit that care plans were often not updated, and
field notes cited staff mentioning that they did not refer to the care plans when deliv-
ering care. A staff specialist in dementia care would be able to ensure that care plans
are being implemented and observe teachable moments tying the educational plan
to the patients’ specific plan of care. Hollister and Chapman 2015 found that in the
United States, long-term care facilities receiving government dollars had a wide
variety of titles for persons providing such a coordination of care. In some situations
the leaders were not nurses but social workers; however, they required a higher level
of education or certification specific to providing dementia-specific care.

Another program, the Forget-Me-Not Care Model, uses therapists, either occu-
pational, physical, or speech therapists, as the leaders in providing a cognitive
assessment using validated tools in order to develop the care plans for clients with
dementia as well as assist with the training of staff in implementing such care. The
use of a cognitive assessment and leveling of clients’ comprehension and verbal
abilities allows for an interdisciplinary model of care which supports the best of
staff interaction with clients (Warchol 2004). Activities and programs can be leveled
to the clients’ ability to maximize their participation in program activities. Direct
caregivers are integrated into knowing which level the client is at and may use spe-
cial approaches during their routine caregiving. Utilizing therapists in such leader-
ship positions allows for a more interdisciplinary approach to understanding the
client with dementia as well as allowing clients to function at optimal levels.

Long-term care facilities with dementia clients should have an experienced person
in charge of the dementia care program, be knowledgeable regarding dementia-specific
competencies, and be able to guide the team into best practices and outcomes.

8.7 Dementia-Specific Competencies

Job descriptions are often the beginning where person-centered care and valuing of
the clients’ biography are found. Position requirements should define the level of edu-
cation, licensure, and prerequisites that employees have upon hire. A licensed person
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has passed a level of examination in the area they are practicing in that demonstrates
the necessary knowledge and the ability to work in a defined job role. By itself a
license does not assure competence in caring for dementia clients specifically. Certain
states are now mandating training for long-term care facilities to ensure initial educa-
tion and training as well as ongoing trainings to demonstrate competence in caring for
dementia clients and their families (CMR 2014). Massachusetts requirements include
knowledge about dementia, person-centered care, approaches to caregiving, caregiver
strain, working with dementia patients and their families, dietary needs of dementia
patients, as well as abuse and neglect of dementia patients. Florida law has also man-
dated 1 h of dementia training and 3 additional hours of training for direct care staff
providing care in long-term care facilities (Florida Administrative Code 58A-4.001).
Topics include management of behaviors, activities of daily living assistance, social
environment, other activities, environmental issues, family issues, and ethical issues.
While each state is mandating required additional training and education regarding
dementia care, Williams et al. (2005) describe a process for the development of com-
petencies for nursing staff to accomplish such mandated training. These competencies
were directly developed to meet the Florida administrative code, but also leveled for
the most common caregivers in all long-term care facilities, that of a licensed practical
nurse (LPN) (see Table 8.1). There is the ability to simplify such competencies for
certified nursing assistants (CNAs) as well as develop more detailed ones for regis-
tered nurses. Competencies are described in terms of knowledge, skills, and attitudes
required to care for the dementia patient. In addition, the competencies are addressed
as outcomes in relation to a class, as well as being leveled from simple to more com-
plex competencies. Competencies focus on understanding the disease of dementia as
well as the ability to facilitate communication and perform in a variety of ways to
decrease stress and confrontation for the client with dementia.

Table 8.1 Dementia-specific competency evaluation

Employee name: M = meets
Evaluator: NI = needs
improvement

DM = does not meet

Competency 1: Understands the characteristics of a dementing
illness and the special needs of the person with dementia

Knowledge, skills, attitudes:
Defines dementia as decreasing brain function including memory
problems, loss of some thinking and communication skills, and
changes in personality
Contrasts dementia with cognitive changes of normal aging and
delirium
Describes the early, middle, and late phases of dementia
Interprets individual responses, mood, and other feedback as
meaningful
Seeks to create a homelike and comfortable environment
Seeks a wide range of resources, such as volunteers in daily care
Uses individual’s preferences and social history in daily practice




8 Staff Training and Education

97

Table 8.1 (continued)

Competency 2: Adapts communication to cognitive/emotional
needs of the person with dementia

Knowledge, skills, attitudes:
Explains changes in communication skills that occur during
progression of dementia
Describes the relationship between communication and distress
behaviors
Demonstrates strategies for effective verbal and nonverbal
communication
Uses touch to gain person’s attention
Uses simple sentences
Presents one idea at a time
Asks one question at a time
Avoids negatively worded statements
Breaks down tasks
Gives simple choices
Identifies nonverbal expressions of physical discomfort and pain
Demonstrates communication skills and strategies for managing
disruptive, aggressive, or other problem behavior
Listens and responds to emotional message
Uses verbal redirection
Uses written and visual cues
Allows time to respond
Avoids asking “why,” arguing, correcting misinformation,
confrontation
Avoids raising voice
Avoids sarcasm with person with dementia
Demonstrates desired action
Avoids responding to negative language by individual with dementia
Uses redirection
Reinforces (own) positive (caregiver) self-image using techniques
such as positive self-talk
Discusses cultural differences in individuals with dementia and how
to appropriately adapt communication strategies
Includes emotion-focused communication strategies in interactions
Gives recognition
Expresses positive regard
Uses verbal encouragers
Explores incomplete expressions of ideas
Adopts an attitude of respect for individuality and dignity of the
person
Uses individual’s name in communication
Approaches individual in a calm, unhurried manner
Avoids confrontation and arguments in communication

Adapted from Williams et al. (2005)

The Australian state of New South Wales along with the University of

Wollongong and the Dementia Collaborative Research Centres has developed
online, interdisciplinary competency assessment and training. In addition to direct
caregiver training, this online education is for all staff wanting to develop a deeper
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knowledge and capability in caring for dementia clients using a person-centered
approach. Cumming and Traynor (2015) along with associates developed multi-
level 40-point levels of competency including the environment, perceptions of
dementia, and person-centered care. The main competency areas are facilitating
person-centered and ethical care, working with families/informal carers, under-
standing living with dementia effectively, communicating, recognizing dementia,
assuring diversity and inclusivity, promoting health and well-being, enabling the
activities of daily living, implementing therapeutic activities, and promoting a
positive environment. All levels of caregivers should receive orientation and train-
ing within each of these levels as they apply to their job descriptions in order to
make the best of clients’ abilities.

Evaluating the ability to perform such competencies should be done during edu-
cation and training. As employees evaluate themselves, they would check off their
knowledge, skills, and attitudes toward the competencies listed. Such an evaluation
would be able to be reviewed with the leader or dementia specialist on an annual
basis. Aggregating such staff self-evaluations will assist in further developing a spe-
cific continued training program, focused on areas of need or demonstrated need for
improvement. The staff educator would be able to then develop educational pro-
grams specific to the competencies which are not met.

Using a competency-based approach is helpful for staff during the evaluative
process. The validators of the competencies should be staffs who have already
demonstrated competency in caring for all elements of the dementia-specific com-
petencies and are trained in how to assess the knowledge, skills, or attitudes of a
specific competency. Again, a dementia champion or leader in charge of education
and training would be in a position for such evaluation. Competencies should be
evaluated with each employee on a yearly basis, with opportunities for further
education and development. Certain competencies may be utilized to develop addi-
tional training for specific job descriptions or to reinforce particular unit needs.

8.8  Formal Training

Education should follow the competencies which are expected at the completion of a
training program. Teri et al. (2005) describe a 2-day modular-based program cover-
ing description of dementia, communication, respect, pleasant activities, as well as
individualizing care plans. Program training can involve a full-day educational pro-
gram or be broken up into modules which can be spread out over hour long sessions.
Educational programs should focus on changes that can be implemented in the work-
place and which are specific to the facility. Kales et al. (2014) describe how an expert
panel of multidisciplinary experts developed a four pronged approach for managing
and treating neuropsychiatric symptoms. Including all disciplines in educational pro-
grams allows for improved evaluation of program effectiveness. Evaluating programs
for effectiveness would be done through audits, patient and family satisfaction sur-
veys, employee surveys, as well as investigation of any untoward incidents.
Operationalizing the educational material can be done in a variety of ways.
Reminders posted in prominent staff areas help bring home options to remember key
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Fig.8.2 Example of
poster for unit — common Abstract Recent
symptoms of dementia Thinking Language memory

Loss of Misplacing

Disorientiation initiative things

Personality Difficulty with Poor
changes familiar tasks judgement

learning activities (see Fig. 8.2). Creating daily huddles can also increase retention of
methods which are helpful. A huddle is where staffs come together for a brief 5-min-
ute discussion on topics to remember. The example could be to recall and discuss the
common symptoms that certain clients are having which correspond to the module
on symptoms of dementia. Gaming activities for use in small bite-sized learning
activities can help staff retain concepts. Asking questions in the form of a Jeopardy
game can be played quickly and reinforce concepts of communication or barriers to
behavior. “Moving a client on to the next activity what is (answer: distrac-
tion)?” could be asked of any level caregiver who could identify redirection as appro-
priate option for a dementia client. Reminders, posters, huddles, and gaming activities
are all ways of emphasizing what was taught in formal course content.

8.9 Ongoing Inservice

Continuing education, in addition to the basic education and training, should empha-
size and elaborate on development of knowledge, skills, and attitudes related to
caring for clients with dementia. Hazelhof et al (2014) describe how ongoing educa-
tion regarding effective working with challenging behavior can decrease staff stress,
improve workplace morale and sustaining improved interventions for patients. Such
in-service activities need not be as long as the original course and education. Small
inservices could take place during a shift handover, or a shift huddle. Huddles can
have flyers or posters developed to remind staff about a specific competency. Posting
reminders to staff about specific client abilities is also a helpful way to remind staff
how to best engage with clients. Bourgeois et al. (2015) describe knowing a client’s
cognitive level and matching a caregiver’s interaction with the patients’ ability. One
facility has identified clients by cognitive and developmental levels, as well as inte-
grating the patients’ personal interest, history, and tips for care in a color-coded
poster for each client’s room as reminders to staff on how to engage with clients (see
Table 8.2) (Sahota K, 3 June 2016, personal communication).

In addition to huddles and posting specific levels that clients are able to respond
to, a unit can use various interactive activities for staff to relate to clients with
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Table 8.2 Patient care suggestions

Allen cognitive Problems they might
level Client strengths have Tips for care
Red —level 1 Latest stage of dementia Usually bedbound Watch for facial
Functioning at level of May grasp and not expressions of pain or
1-12-month-old infant let go discomfort; they may
Look at shiny objects May bite down and not be able to tell you
Short attention span not be able to let go what they need
Communicate May be incontinent May grasp and not let
through facial Cannot tell you 20, need help releasing
expression what they want their grasp gently
Like to be touched, Will respond if in May be able to use
lotion, massage, hair 12 inches of face finger foods — gently
brushed help them raise food to
their mouth

Adapted from Abilities Care approach, Sahota K, 3 June 2016, personal communication

dementia. Role playing during a staff meeting can be one of those activities. Role
playing can be effective in developing empathy and identifying feelings and
understanding the clients’ reality. In addition to role playing, care workers can be
encouraged to attempt to understand behavior from the clients’ perspective (Stein-
Parbury et al. 2012). Seeing the world through the eyes of a client with dementia
can develop empathetic understanding. Role playing activities can also be accom-
plished by showing small clips of films with patients struggling with memory
problems. Asking questions about what is the subject feeling, how are they react-
ing to a situation, and how would you do this differently are all questions which
can allow caregivers, nursing assistants, nurses, or therapists to think out of the
box. Other role playing activities could include situations encountered in care.
The situation could be replayed at an in-service, with the goal of finding alternate
options for responding, asking staff to determine a patient’s cognitive level, or
level of functioning, and what appropriate responses could be. Another option
would be for staff to think of the scenario given to what is behind the scenario,
what had the client experienced, and what was their frame of reference or experi-
ence which caused certain behaviors. Writing role playing activities should be
structured by the education or dementia specialist to achieve certain outcomes,
either identifying patients’ cognitive level and optional responses or understand-
ing client behaviors.

8.10 Self-Instruction Modules

The decision whether to utilize face-to-face training or online training programs
is a decision for every organization to make. Face-to-face classes can develop a
positive team spirit; however, getting all staff to one training is expensive and
cumbersome. An online program has the advantage of increased flexibility as to
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when staff can be assigned modules and how long they can have to work on each
one. Shift work and replacement of staff for training are overcome with online
programs. Barriers to online learning could be the availability of computer termi-
nals available for training purposes or if modules would be expected to be accessed
remotely. Hobday et al. (2010) describe an Internet training program for certified
nursing assistants caring for dementia clients and found that the online CARES
program demonstrated improved knowledge, care competency, and decreased
stress regarding caring for dementia clients. Another program from Australia
(Traynor 2015) has developed independent training modules which can be pur-
chased and worked on at one’s own pace. There are six modules covering the
following topics:

“What is Dementia”

“Recognizing Dementia”

“Communication in Dementia Care”

“Care Partners and Families across Dementia Care Settings”

“Younger Onset Dementia”

“Dementia within Culturally and Linguistically Diverse Communities”

AN

Other online learning modules can be accessed either through membership, free,
or purchased. The programs available need to have a good fit with the organization’s
dementia program, job descriptions, and competencies. The overall outcome of
online learning would be to improve the care of the clients with dementia, decrease
use of psychotropic medications, decrease use of restraints, and improve well-being
of dementia clients. The fit of the learning programs available online needs to be
matched with the organizational goals.

The development of staff to improve care of clients with dementia includes
assessment of the facilities and resources available, evaluation of staff job descrip-
tions and competencies, orientation and ongoing staff training and education, and
evaluation of client outcomes. Facilities need to understand what the goals of
dementia care would be and develop educational needs to meet those goals.
Measurement of such outcome goals would be part of a strong quality improvement
and evaluation process.

8.11 Resources

Resources for education and training are available through the Internet. Several
resources have been developed by specialty organizations such as the Alzheimer’s
organizations of various countries, or through government health training centers
such as the Oasis Massachusetts Senior Training Program. Below are examples of
several sites offering dementia care education. The use of such resources can be
utilized in developing staff educational programs.
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Internet Resources

Alzheimer’s’ Association: http://www.hcinteractive.com/Professional CARES?
GroupID=3

CMS’ Hand in Hand Training: http://cms-handinhandtoolkit.info/Downloads.
aspx

Dementia Care Matters: http://www.dementiacarematters.com/

Dementia Training Study Centers: http://elearning.dtsc.com.au/

Oasis Massachusetts Senior Care Program: http://www.maseniorcarefounda-
tion.org/OASIS.aspx

NHQCC: http://qio.ipro.org/nursing-homes-hac/qapi/webinar

Nursing Home Toolkit: http://www.nursinghometoolkit.com/

Advancing Excellence in America’s Nursing Homes: https://www.nhquality-
campaign.org/dementiaCare.aspx

Conclusion

Through training and educational programs, long-term care organizations will
realize benefits for their facilities and provide further development of all employ-
ees. Employees who are able to provide care which demonstrates the organiza-
tional mission and values will improve the overall organization’s effectiveness.
Education and training programs which are aligned with employee job descrip-
tions and competencies which are specific to the client with dementia will
improve outcomes for such clients. Developing training programs which empha-
size the knowledge of the client will allow all staff to interact with dementia
clients in a meaningful way and be able to provide optimal care. Educating staff
on best practices, organizations will be able to achieve specialty accreditation
and optimal reimbursement. Most importantly active education and training pro-
grams allow best practices to be implemented, engage clients in a meaningful
way and provide optimal care.
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Communication in Dementia
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Abstract

This chapter will consider principles of communication when caring for
someone with dementia. It will start by looking at the role of communication
in daily life, the effects of dementia on the individual’s ability to communicate
and the many barriers that prevent communication in dementia care. The
chapter will then cover the moral, professional and ethical issues involved in
the common practice of therapeutic deception and that focused on reorienta-
tion of the confused or anxious resident. The therapeutic value of person cen-
tredness and positive communication will then be discussed, as will the need
for effective listening and sensitivity to those with expressive or receptive
communication deficits.
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9.1 Communication in Dementia

Communication is vital in every aspect of our lives and relationships. Every day we
communicate our needs, wants, feelings and moods in a variety of ways. This innate
ability begins from the moment we are born and plays an important part in making
us who we are (Veselinova 2014). For the most part, communication is as natural an
activity as breathing, a subconscious and forgotten component of our often-busy
lives. Consequently, we seldom stop to consider how good or effective we are at
communicating, or how others perceive our attempts at communication. If we con-
sciously thought about how good or bad we were at this important life skill, we
would quickly become self-conscious of our weaknesses. It is important, however,
as professional carers to give the matter deliberate consideration since it is a vital
building block in the development of therapeutic relationships and understanding
the needs of those we are trying to help (Goode and Booth 2012). In doing so, we
must acknowledge that none of us is perfect. Communication is a skill that can
always be improved upon, and nowhere is this more appropriate than when com-
municating with a person affected by dementia. This chapter explores why skilful
communication when caring for people with dementia is so important and considers
the benefits of taking the time and effort to do so as well as possible.

9.2 Verbal and Non-verbal Communication

The nurse ethicist Verena Tschudin (2003) remarks that ‘communication is the vehi-
cle for ethics’ and highlights that it should be the basis of all that we do when caring
for others in a person-centred, safe and compassionate way. The eighteenth-century
American philosopher Henry David Thoreau is also famous for saying that ‘It takes
two to speak the truth — one to speak and another to hear’, and Bramhall (2014)
reiterates this when suggesting that communication requires at least two partici-
pants, namely, an ‘expresser’ and a ‘receiver’ of information. At its most basic, com-
munication is simply the way in which we seek to understand others and make
ourselves understood by them verbally or non-verbally, in writing, for instance, or
through facial expressions, body language, posture or our tone of voice (Downs and
Collins 2015).

At a theoretical level, communication is a relatively simple interaction or trans-
action between two or more people, and yet we know that it is also much more
complex than that. The person we are communicating with needs to be able to inter-
pret not only the content or meaning of the information given but also whether there
is congruence or material consistency between the words spoken and the non-verbal
signals conveyed by the speaker during the interaction. The manner in which infor-
mation is given is equally important to the meaning of the words used, since we use
both sets of signals to ascertain how significant or meaningful the information might
be. Contrary to popular opinion, the majority of communication in our species, as in
most others, is non-verbal, so others’ perceptions of what we say are greatly influ-
enced by how we say it. Individual words or entire conversations are given
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additional meaning, emphasis or context by the facial expressions, body language or
tone of voice used (Downs and Collins 2015), and these are essential in helping full
understanding to develop. When done badly however, communication is unlikely to
achieve its desired effect and may consequently lead to confusion, frustration or
agitation, as well as creating social or psychological barriers that prevent further
communication being attempted in future (Jootun and McGhee 2011).

Many of us will have been in situations where we feel that others have not really
understood what we are trying to say or completely misunderstood the message we
were trying to convey. Imagine how much worse it must be for someone affected by
dementia in whom the areas of the brain responsible for receiving, processing,
understanding, remembering and responding may not be functioning correctly. In
addition, areas of the brain connected with feelings and emotion can also be affected
in which case communication can be especially challenging. Similarly, communica-
tion is made harder when the person being spoken to does not recognise the one who
is talking to them, or is suspicious or afraid of their motives. They may not recog-
nise non-verbal cues or reassurances being conveyed alongside our words, or may
focus on just one part of the conversation rather than the whole of it, so they do not
receive the full message as we intended them to hear it.

Even when the person affected by dementia is the expresser, i.e. the one doing
the talking, damage to critical parts of their brain may affect their ability to control
facial expression, body posture, tone of voice or gestures as we do. In such cases,
much valuable information can be lost as we try to decipher confusing and, at times,
opposing verbal or non-verbal cues which have no congruence or are completely
dissonant from what is being said (Lindholm 2015). In such circumstances, it is
vital that we understand why this is the case so that we may understand how these
problems might be overcome. People communicate for a variety of reasons and not
just because there is a ‘need’. How and what we communicate are often closely
aligned with our personality or identity, so failing to communicate effectively can
be damaging emotionally, physically, socially and professionally (Finke et al. 2008).
The ability to communicate well is immensely satisfying and promotes self-esteem,
good personal relationships and better quality of life. It allows us to connect with
others and to establish our needs and wants without confusion or contradiction.
Communication can be trivial or important, data laden or merely a social conve-
nience, so an understanding of the nature and purpose of the communication is vital,
allowing us to distinguish between what is vital, requiring an immediate response,
and that which is not.

9.3 The Consequences of Poor Communication in Dementia

When a person affected by dementia does not understand what is being said to them,
or their attempts at communication are ignored or misunderstood, there can be pro-
found and long-lasting effects on the caring relationship. If unable to express their
needs or desires adequately, decisions affecting the individual may increasingly be
made by others. This may cause of frustration and damage relationships between
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individuals and family members. It may also have implications for their health, safety,
autonomy and wellbeing (Iritura 1999). Poor communication may also place the indi-
vidual at significant risk of harm in relation to medicine’s management or their inabil-
ity to report incidences of elder abuse or neglect, for example (Dyer et al. 2015).
However, whilst concerns for the health and safety of a person affected by dementia
must take priority, concerns for their overall wellbeing are equally important which
means that we must try to maintain their individual agency and autonomy (King et al.
2013). If an individual feels misunderstood or experiences loss of control over their
everyday life, then feelings of frustration, depression, loss, anxiety or agitation may
ensue. They may also become increasingly isolated, socially withdrawn or vulnerable
as others cease making efforts to communicate with them (Attree 2001).

9.4 Possible Barriers to Communication in Dementia

Recognition of the barriers to good communication is vitally important. These
include physical, social and environmental barriers, physiological communication
deficits caused by the disease and deficits in our knowledge of the individual’s per-
sonal background, history, preferences, hopes or aspirations. Careful consideration
of these factors can benefit both parties to a discussion or communication encounter
and is discussed in more detail below.

9.4.1 Barriers in the Physical and Sociocultural Environment

One of the primary aspects that should be considered is the physical health of the
individual. Are they in pain? Can they both see and hear well enough to communi-
cate? Questions such as these allow us to adjust our ‘output’ and help build a better
understanding for future care. Physical problems such as pain, urinary tract infec-
tions or hearing loss can all interfere with good communication, but each of these is
manageable if we know about them (Veselinova 2014). Mental health difficulties
such as depression or anxiety may be harder to identify and more challenging to
manage, but it is important to recognise that the person best placed to identify these
issues is the person communicating with the individual on a regular basis. Our direct
involvement in their daily care can therefore make us the best person to identify and
report such issues to others.

The availability of dementia awareness training has increased during the last
30 years and has become a statutory requirement for many health and social care
professions. However, the quality of training and receptiveness of learners is often
variable, and negative stereotyping of people affected by dementia is still prevalent
in some of these courses (NICE 2006; Ward and Dobson 2014). This often leads to
a lack of engagement by staff since the person with dementia is considered incapa-
ble of effective communication and this potentiates a downward spiral as fewer and
fewer attempts are made to communicate with them (Moyle et al. 2010). So-called
disabling communication may then occur, in which the person with dementia is
increasingly spoken to as a child, and this further limits the degree to which they can
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make their wishes, needs or preferences known. Eventually, all real attempts at
communication cease, reinforcing negative stereotypes and creating a loss of inde-
pendence and control in the life of the individual (Perry et al. 2005).

Other environmental factors, such as noise, room temperature or strong smells
also affect communication (Digby and Bloomer 2014). Noise in particular can dis-
tract those who are hard of hearing or already struggling to think of the right words
to say. The environments in which we care for dementia patients often have high
levels of ambient background noise such as radios or televisions playing, others’
conversations being clearly audible or the hustle and bustle of a busy environment.
Thus, whilst it is sometimes difficult to ensure a peaceful and quiet environment at
all times, we do need to consider finding a quieter space in which to talk alone or
undisturbed or at quieter moments in the day. We should also consider whether
communication aids such as writing down simple questions or instructions of the
use of flash cards might help.

9.4.2 Physiological Impact of the Disease on Understanding
and Communication

Damage caused to some areas of the brain can cause receptive dysphasia (Dewitt
and Rauschecker 2013). Wernicke’s area, for example, located in the left temporal
lobe of the brain is responsible for the comprehension of speech. Damage to this
part of the brain means that:

*  Words may lose their meaning to the person with dementia.
* Words in a sentence may be heard out of sequence or jumbled together.
* Whole sentences may therefore become scrambled and unrecognisable.

However, it is important to recognise that careful attempts to communicate —
even with those with receptive dysphasia — can be successful. Common or more
frequently used words are likely to be understood better than those used less fre-
quently, and it is useful to think about the vocabulary and words that the individual
might use themselves rather than medical jargon or more convoluted speech pat-
terns. Evidence demonstrates that speaking slowly and clearly and using common
words and phrases may aid comprehension (Rousseaux et al. 2010). Short words
and short sentences should also be used to aid understanding, adding emphasis to
keywords in the sentence if necessary so that long sentences and multiple questions
are avoided. For example:

‘What would you like to drink today, tea or coffee?’ (ten words) might
become:

‘Would you like a drink?’ (five words) and then after a moment, ‘tea or cof-
fee?’ (three words).
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Both examples have the same meaning, but the second is much more likely to be
understood as the sentences are shorter and the listener is not distracted by more
abstract things such as what ‘today’ might be or what time of the day it is. The deliv-
ery of the words needs to be clear and steady, without being exaggeratedly loud or
excessively slow (Stanyon et al. 2016). Likewise, infantilising ‘baby talk’ is neither
appropriate nor useful when working with adults and suggests an underlying misun-
derstanding about the nature of the illness in which the individual is mistakenly
considered to have reverted to childhood, which is certainly not the case.

Certain areas of the brain are also involved in encoding language prior to trans-
mission to other parts of the brain (Dewitt and Rauschecker 2013), and damage to
these areas can result in abnormal or confusing aspects of speech such as:

* Distorted or ‘made-up’ words

* Wrong words used in the wrong situations

* Sound substitutions

* Echolalia (repeating what has just been heard)

Sometimes, the person with dementia may use long and complex sentences,
which say very little and are largely unintelligible. It is important to recognise, how-
ever, that they may not realise that they have expressive communication deficits and
that the listener cannot understand what they are saying. Patience, gentleness and
kindness as they try to communicate what they are thinking are vital, and seeing the
other person’s perspective is important, as the following real-life example of a mar-
ried couple highlights:

Husband (with dementia): Honestly, I think she ought to go and see someone.
She just doesn’t seem to understand words any more! I repeat the same thing
over and over again, and in the end, I just point.

Wife: I can’t understand much of what he says any more. His words are often
made up and meaningless. It’s really just the context that gives clues as to
what he means, and I can see him get so frustrated! In the end, he gives up
trying and just points to what he wants.

Similarly, the cues we take from non-verbal communication, such as confirming,
regulating or emphasising what is being said verbally, may be confusing or mislead-
ing. Care must be taken in interpretation and, as with most communication, context
is key (Egan 1990). Focusing on one detail of behaviour over all others may hinder
overall understanding, or it may provide a cue upon which further exploration may
provide clarification. In expressive communication difficulties, it may be a chal-
lenge to differentiate between a ‘need’ and utterances which are simply meant to be
discourse markers or moderators. In circumstances where need is suspected, careful
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communication to clarify and confirm what they may be asking for is required. In
this, context may present further clues to meaning as will a good knowledge of the
individual and their normative behaviours, likes, dislikes, etc.

9.4.3 Different Realities: Understanding the Person Affected
by Dementia

A person affected by dementia may have a different understanding of the world than
we do. Although the causes are an area of academic dispute, it is broadly agreed that
cognitive dysfunction associated with dementia can affect visual and auditory inter-
pretation of the world as it is, as well as memory, and executive decision-making
functions (Idrizbegovic et al. 2011; Lindholm 2015; Golden et al. 2016). This means
that the senses we rely on to inform us about our environment, interactions with others
and the basis upon which we understand our world, may be severely impaired. Thus
an individual whose lived ‘reality’ is based on their memories of an earlier life in
which they think of themselves as a young man or woman, a son or a daughter and not
as an older person may not be easily corrected by means of external stimuli or, indeed,
others’ attempts to bring them back to ‘reality’ (Lindholm 2015). As a consequence,
strategies intended to relocate the individual in the ‘here and now’ such as calendars,
clocks, daily newspapers, etc. that proclaim today’s date may have little or no rele-
vance to the individual and may be ignored or disregarded. Indeed, there is some
mileage in considering why it is helpful for us to do so anyway, so long as they are
happy, safe and comfortable wherever their mind situates them at the current time.

9.5 The Benefits of Positive Communication

We started this chapter on communication by describing it as the ‘vehicle for ethics’
and the basis for person-centred, safe effective care, and so indeed it should be.
However, issues of morality, ethics and deception in care encounters with those
affected by dementia, and especially those living in a different reality, are a deeply
contested field of debate. Clinicians, carers, researchers, family carers and others,
such as patient advocacy organisations, have all contributed to this debate at some
point without coming to agreement. For example, in the UK, one national dementia
support charity issued a position statement denouncing a taught ethic of deception
in direct conflict with another national (albeit smaller) charitable trust, which advo-
cated that it was perfectly acceptable to collude with an individual’s different reality
when it might be distressing or harmful to confront this (Alzheimer’s Society 2012).

9.5.1 Truth or Lies? The Value of Therapeutic Deception

The debate leading to the difference of opinion evident in the above policy positions
of two otherwise similar patient advocacy groups is well documented in the
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literature and consists primarily of two opposing viewpoints. The first view is that
therapeutic deception may alleviate or prevent distress in someone whose reality is
not shared by others (Schermer 2007), as, for example, where an individual might
believe that their children are still infants who need collecting from school. At such
times, the carer may use therapeutic deception or collusion to relieve a potential
cause of anxiety or distress by suggesting that the ‘children’ are safely being col-
lected by someone else. The belief is that in entering into a person’s lived reality, we
can defuse anxiety or agitation and provide an enhanced sense of psychological
health and wellbeing.

There are two difficulties with this approach however. One is an ethical difficulty
and the second a practical one. The ethical issue surrounds whether it is ever in a
person’s best interest to deceive them and there are individuals from academia,
practice and those affected by dementia, who agree that there may be circumstances
in which therapeutic deception of this kind might be acceptable (Day et al. 2011).
Others argue that there are few situations or circumstances in which deception
should be employed as a strategy (Culley et al. 2013).

The practical difficulty can be framed by asking what happens if the person
realises they are being deceived. Apart from any additional distress this may cause,
there are likely to be serious repercussions in terms of future trust relationships with
the deceiver, and it is this argument which those critical of therapeutic deception
focus upon. As a consequence, a growing consensus suggests that a ‘default posi-
tion’ of deception should be avoided if possible (Schermer 2007; Culley et al. 2013)
since its use as a first-response strategy fails to empower the individual and removes
effective choice and control from their lives. Thus, whilst there may be times in
which therapeutic deception may promote a beneficial outcome, and might conse-
quently be considered, this should never be common practice or a primary response
to situations which can be managed differently.

9.5.2 The Value of Reorientation Strategies

The second view is one in which the caregiver or professional should attempt to
reorient the person affected by dementia to current reality (O’Connell et al. 2007).
Using the above example, the caregiver might explain to the individual that their
children are now adults and no longer attend school. The belief, particularly found
in primary carers such as spouses or immediate family, is that reorientation will
allow the individual to recognise their memory deficit and therefore return them to
their current reality. However, as with the first position, the difficulties inherent in
this approach are ethical as well as practical (Schermer 2007). Reminding an indi-
vidual that their children are now adults is one example that has limited conse-
quence and may even be welcomed by the individual affected with dementia, but
reminding them that they or other family members are dead is arguably of much
greater consequence. If, in the individual’s reality, this is the first time they have
been made aware of it, they are likely to become distressed and need to grieve, and
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repeating this same piece of information every time the question is raised might be
considered cruel or unkind and is unlikely to be in the person’s best interest.

Practically speaking, as dementia progresses, it is common for individuals to
become repetitive (Hwang et al. 2000). Reorientation, even with minor issues such
as the day of the week, can become draining for the primary carer and stressful for
the individual; after all, no one enjoys being constantly corrected (Cullen et al.
2005). It is this challenge that can lead to ‘compassion fatigue’ and place strain on
carer relationships (Coetzee and Klopper 2010; Ledoux 2015), especially when the
individual concerned makes clear that they see no need for it. Consequently, whilst
adhering to the personalisation ethic of control and choice, it can be seen that total
honesty and attempts to reorient the individual should be used judiciously with due
consideration of the actual circumstances and the reality which they are being reori-
ented to. As with therapeutic deception, a primary default position of always reori-
enting the individual may not always be in their best interests and may detrimentally
impact upon the resident’s quality of life (Barbosa et al. 2015).

9.6 Positive Communication: Seeking to Meet
Underlying Need

The opposing views discussed above have one thing in common. Both strategies
may be used in the person’s best interest in certain circumstances and at certain
times, but they may also be equally counterproductive at others. We have argued,
however, that adopting either as a simple default position may be ethically unsound
and counterproductive in practical terms. In terms of communication, we need to
consider how best to engage a person affected by dementia, how best to respond to
their communications with us and how these might affect the care we provide.
Positive communication aims to address these considerations by seeking an ‘alter-
native path’ between the two opposing models based on the individual’s underlying
need and their known wishes and preferences. It meets the criteria for person-
centred communication and establishes a baseline for good care.

Perry et al. (2005) suggest that nurses use several strategies or typologies to pro-
mote positive communication with those affected by dementia. These break com-
munication into its component parts and can help us reflect on the interaction and
determine how to respond to the messages being received during the discussion.

Clarifying Ensuring understanding

Exploring Information gathering

Moderating Maintaining flow of conversation

Validating Recognising feelings

Rescuing Seeking relevance in (isolated/non-connected) statements
Discourse markers Social conventions (ok, I see, thank-you, uh-huh, etc.)
Connecting Drawing on personal information to extend links/bonds
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Positive communication entails understanding the individual’s view of the world
without necessarily entering or colluding with it. Note in the above section how
validating, for instance, focuses on the patient’s emotional and affective state. It
does not encompass their view of the world. Similarly, in the above model, modera-
tion is intended to keep the flow of the discussion going rather than shutting it down,
which may be the case if we simply try to reorient the individual to ‘reality’. Positive
communication disregards, to some degree, the words said, and instead, and seeks
to find the underlying need behind the words. Returning to our previous example of
the married couple, using positive communication as a tool, we would consider the
need of the individual as they become anxious about their children. The underlying
need, in this example, might be a need for comfort and reassurance. Reassuring the
individual their children are safe and well might relieve their anxiety and prevent
further agitation. It might require interaction from the caregiver in terms of reassur-
ing words and physical comfort, or it might require distraction first, but once the
underlying need is met, the individual is more likely to settle.

The basic communication tools of exploring and clarifying are now coupled with
validating and connecting. Validation, or acknowledging the individual’s feelings, is
an important part of reassuring them that their concerns are being taken seriously.
Drawing upon our knowledge of the individual, we can then connect on a very per-
sonal level to understand their need. To do this, we neither have to agree with their
reality nor disagree. We only have to try to understand it. Once we have recognised
the underlying need, we can acknowledge that the individual is anxious and can
provide encouragement and support without either reinforcing or challenging their
view of the world. For example:

‘Peggy Smith’ has been living with dementia for 4 years. She is 89 years of
age and becoming anxious for her son. She believes him to be in school and
that she needs to collect him. It is 10 o’clock at night, and it is cold, raining
and dark outside. She is dressed lightly and was preparing for bed before
becoming distracted about her son’s welfare. For her own safety, she needs to
stay indoors.

If we deceive Mrs Smith by suggesting that her son has been collected by
someone else, we are not necessarily meeting her underlying need, as she has
no evidence for this, or his safety, and may not therefore be reassured. If we
attempt reorientation by explaining that her son is now himself retired, we
might fail to convince her and still not meet her needs.

By recognising and meeting her needs, we stand a better chance of reducing
the risk to Peggy. In this example, acknowledging her concerns would be a
good first step. A distraction technique might then be employed, allowing
time in which to provide the reassurance and comfort she actually needs.
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Therefore, we can ask the following questions:

e What does the individual need?
e What is their reality at the moment?

These questions can be answered by exploring and clarifying the communica-
tion. Once we understand these, we can then validate the communication by
acknowledging the person’s need and connect with them using what we know about
them and their needs.

For ‘Peggy Smith’, the interaction might look something like this:

Individual Communication Interpretation

Mrs Smith I have to pick up my son from school I am anxious and concerned

Caregiver Why is that? Exploring the need

Mrs Smith It’s getting late and he’ll be worried! Clarification of the need

Caregiver I understand — I have children too Validating (acknowledging) the

concern

Mrs Smith He needs me, he’ll be worried! Clarification of the need

Caregiver It is cold and wet outside. Why don’t we | Distraction creating time to
have a nice cup of tea before we go? connect

Mrs Smith Maybe just a quick one Trust in the relationship

Caregiver <Sits down next to Mrs Smith with cup Connecting to meet Mrs Smith’s
of tea> Why don’t you tell me a bit about | need: finding time to reassure and
your son? comfort

Mrs Smith Well...

During the course of the conversation, Mrs Smith might recall other events of her
and her son’s lives, perhaps his graduation or wedding, minimising her natural con-
cern for the safety of her ‘school boy’ son. Clearly, this is a contrived example.
Real-life situations have many more variables and often take place over longer tim-
escales, but it demonstrates the concept that in communication, we should consider
not just what is said, but seek a deeper understanding of what needs the words
express. This calls for a high degree of patience and attentiveness, or, in other words,
effective listening.

9.7 Effective Listening

Effective listening is an essential communication technique that requires skills in
listening, empathy and trust. Effective listening includes ideas of ‘active’ listening,
understanding and interpreting the needs of another person correctly, and respond-
ing appropriately and effectively to that need (Shipley 2010; Doas 2015). Active
listening is therefore a planned and deliberate act which demands the full attention
of the listener (Stickley and Freshwater 2000). It requires them to be alert to what is
said and how it is said, without necessarily forming judgements. Key to active
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listening is allowing the individual to speak in their own terms, at their own pace.
This may require discourse markers such as ‘uh-huh’ or ‘I see’ in order to show
attentiveness and enable the speaker to continue, but should avoid potentially judge-
mental terms such as ‘don’t worry’ or ‘it’ll be alright’ that might appear to discount
the value of what is said. To ensure understanding, the communication needs to be
reflected back to the individual. The conversation might be paraphrased or sum-
marised; but the basis of the individual’s need and their feelings should be included
in this summary. By restating the content, both the individual and the carer can be
reassured that the communication has been understood clearly (Shipley 2010). It
also allows for modification of understanding where required. Clearly, this needs to
be done in such a way as to not appear patronising, and part of the skill in effective
listening is in achieving a ‘natural flow’ to the conversation. There are ways in
which we can demonstrate active listening, and caregivers should be well rehearsed
in both verbal and non-verbal skills:

o Verbal
— Open-ended questions
— Exploring problems rather than ‘leaping’ in to solve them
— Reflecting communication back to the individual
— Non-judgemental
— Tone of voice
* Non-verbal
— Eye contact
— Adopting a mirrored position
— Open gestures
— Close proximity
(Stickley and Freshwater 2006)

Non-verbal skills are an essential component in achieving rapport. Good non-
verbal skills demonstrate to the individual that they are being listened to (Bryant
2009) and that they have your full attention. As with reflecting, non-verbal commu-
nication that is forced may appear patronising, so care needs to be taken to find the
‘gentle attentiveness’ that signals attention. For example, mirroring the individual’s
position can seem artificial or pretentious if followed too rigidly resulting in a lack
of trust. Performed mindfully, mirroring can reinforce conscientious attentiveness
and help build trust.

Similarly, the non-verbal cues that can be picked up from the individual are sig-
nificant when trying to find the underlying need in their communication (Jootun and
McGhee 2011). Facial expressions, body language and the emotional context of the
communication may all provide indication of need. The difficulty when communi-
cating with a person affected by dementia, however, is in interpreting non-verbal
cues correctly when the verbal content of the conversation may be confusing or
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misleading. One way to achieve this is to ensure that an overall picture is considered
rather than any specific cue. A grimace in itself may not present a need, but may,
with other signs, provide a guide to further exploration. In this way, using both ver-
bal and non-verbal indicators, effective listening allows us to respond appropriately
to the individual’s needs.

9.8 Person-Centred Communication

Person-centred communication is an approach in which the abilities of the individ-
ual, rather than their impairment, are considered before and during communication
(Downs and Collins 2015). Communication difficulties are likely to increase as the
disease progresses, and it is therefore important to understand the context of the
communication in order to support the individual. This is achieved by having as full
an understanding of the individual as possible in order to respond appropriately,
allowing them time in which to respond and enabling them to make choices about
their communication.

9.8.1 Know the Person

People communicate using different terms, a variety in language and using a wide
range of non-verbal indicators. They may have different understandings of the world
based on completely different experiences in life to ours. Of critical importance, in
any communication with a person affected by dementia, is to know the individual
you are communicating with as fully as possible (Lindholm 2015). Whilst this is not
always possible, the better informed you are, the more likely you are to understand
their underlying need. In some cases, it may be possible to access detailed informa-
tion (e.g. a life history album), or it may be the case that the individual is the only
source of information and all information is new or incomplete. Gaining insight to
their needs will be more likely however, the more you find out about them (Downs
and Collins 2015).

9.8.2 Attentive Patience

People who have difficulties communicating often require time and the space in
which to understand and be understood. Patience, in its form as a passive act of
waiting, is not necessarily useful when we are trying to engage someone in mean-
ingful communication, but it does have a role to play in effective listening. It also
indicates that the individual is being heard and listened to, as well as being given the
time and space they need (Shipley 2010; Stokes 2013). Non-verbal communications
such as eye contact, body positioning and proximity are used to maintain the pres-
ence of communication even when verbal communication has paused. Allowing
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time for the individual to respond, and being mindful of indicators of their under-
standing of you, is not a cessation of communication but an aid to successfully
understanding the person.

9.8.3 Simplify Choices to Enable Control

Having a degree of control over our lives aids our sense of self-esteem. At a time
when control over their life may be felt to be slipping, offering choice to a person
affected by dementia is a positive step towards enabling them to retain a sense of
control. When the cognitive ability of the individual to make choices diminishes, a
reduced range in the choice still allows valid choices to be made (Williams et al.
(2005)). For example, offering a person an entire wardrobe of choice may be too
great a decision to make. Offering the same person a choice of two shirts may allow
a choice to be made successfully as there are just three options available (either shirt
or neither). In this way, the individual is able to make a valid choice of a range
within their abilities to understand.

9.9 Improving Our Practice: The Importance of Reflection

Reflective practice has become a formal part of many health and social care courses
(Payne 2005). Its current theory and models are well documented elsewhere, and we
are not going to reproduce them here. What is of importance is the use of reflection
to achieve positive communication, i.e. understanding and meeting the underlying
need of the individual. In this way, learning from experience by reflecting upon
communication interactions can enhance the care experience for the individual and
help build confidence in future interactions (Shiau and Chen 2008). Put simply, the
act of reflection in communication practice allows the experiences and understand-
ings of the communication to be examined and evaluated. In this way positive com-
munication might be propagated to others, and, where this hasn’t been achieved,
future communication might be informed. When reflecting on a communication, we
can then ask the following questions:

*  What happened?
* What did I do?
*  What would I do differently next time?

These questions require a degree of introspection and honesty, but also the time
in which to reflect adequately. Of particular importance is the need to inform others
of the outcome. In residential care settings where there might be many different
staff, the availability of just one or two who are able to communicate effectively
with an individual may lead to poor outcomes for that person when they are not on
duty. Were the staff able to reflect on why their communications are effective, they
may be able to pass on the information to others, allowing more people to commu-
nicate well with the individual (Borjesson et al. 2015).
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Examining the circumstances of the interaction is important because it might
provide clues as to an unmet need. Considering the barriers to communication we
outlined earlier, the context of the communication and our knowledge of the indi-
vidual, we can try to evaluate the interaction afresh. Looking again at the communi-
cation without the pressure of direct contact, we can consider aspects such as
whether the communication was typical of the individual, whether earlier interac-
tions (or non-interactions) had precipitated this instance and whether our knowl-
edge of the individual is sufficient to enable positive communication. Reflecting on
our actions during the communication is also important as we can evaluate our
responses in terms of the effectiveness of the outcome. Was the communication a
positive one? Were our responses appropriate in terms of the individual’s level of
comprehension and did they, ultimately, meet the underlying need? Critical consid-
eration of our own performance enables us to determine whether we did everything
we were able to, given our understanding of the situation at the time and the circum-
stances we were working in.

Considering what we might do differently next time is vital in our learning pro-
cess (Sutton and Dalley 2008). Merely replaying a communication is not enough in
terms of adapting our understanding of the individual. Foremost is the question of
whether the interaction could be termed positive. Was the need met? Clearly there
are different routes to meeting a need, and consideration should be given towards
how else the exchange could have been conducted. Once again, whether an interac-
tion has been successful or not, this needs to be communicated to others.

Conclusion
Communication is such an important part of life that we often don’t stop to con-
sider how it impacts upon us. Communication, for a person affected by dementia,
can present daily difficulties that can be challenging and unsettling. For the fam-
ily, the inability to communicate effectively can result in feelings of loss and
emotional distance. Professionals may have feelings of redundancy or helpless-
ness when faced with these difficulties. In this chapter, we have considered the
effects of poor communication and some of the communication barriers a person
affected by dementia may experience. Barriers, such as the environment, the
physical deterioration of the brain and the resultant changes in understanding,
can hinder and challenge us when we attempt to communicate effectively.
Positive communication, in which the individual is placed firmly at the centre
of the communication, adopts a different approach to the binary paradigms of
reorientation and therapeutic deception. It seeks to enable true person-centred
communication by meeting the underlying need. By understanding the concept of
positive communication, skills can be developed that assist caregivers on a daily
basis and ensure the person affected by dementia enjoys a good quality of life by
having their needs met. Communication will become more difficult as the demen-
tia progresses, and it is here that the skill of the caregiver in communicating with
the individual will become critical in understanding their needs. In this, there is
little substitute for experience, but it is important that it is the right experience of
attempting to understand the underlying reason behind the communication. If this
has been considered, then a good standard of care will inevitably follow.
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Polypharmacy in Nursing Home 1 0
Residents with Dementia

Rob J. van Marum

Abstract

Polypharmacy and inappropriate prescribing are common among nursing home
residents with dementia. In many cases, medication is not discontinued despite
the very limited life expectancy of these individuals, the increased risk of side
effects due to drug—drug and drug—disease interactions, and the questionable
benefits of medication. A structured approach is essential to managing the medi-
cation of nursing home residents with dementia. To facilitate rational prescrib-
ing, the WHO six-step method should be used. But it is also important to perform
periodical medication reviews in which the appropriateness of the total medica-
tion set is evaluated. These medication reviews should be performed in a system-
atic manner in close collaboration between patient/caregiver, physician, and
pharmacist.

At the end of life, it can be expected that pharmacotherapeutic goals gradually
chance from largely preventive to more symptomatic therapy. In this chapter, the
problems related to polypharmacy are described. Guidelines, based on the WHO
six step, are given on how to make rational choices when prescribing for indi-
viduals with dementia and on how to perform a medication review. Lastly, atten-
tion is given to issues concerning the stopping or withdrawal of medication.
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10.1 The Problem of Polypharmacy in Nursing Home
Residents with Dementia

Old age is often accompanied by multimorbidity. A large general practice database
study in the UK showed that patients with a chronic condition, such as diabetes or
dementia, generally have 4-5 other chronic conditions (Guthrie et al. 2012). Since
most chronic conditions are treated according to guidelines with one or more drugs,
it is not surprising that multimorbidity goes hand in hand with polypharmacy (usu-
ally defined as the use of 4 or more drugs). Since patients are increasingly treated
according to guidelines and life expectancy is steadily increasing, the percentage of
people receiving polypharmacy is steadily increasing, even in the oldest old (Melzer
et al. 2015).

We can divide the goals of pharmacotherapy roughly into preventive and symp-
tomatic goals. In community-dwelling patients, at least half of the medication used
is intended for primary or secondary prevention. It will come as no surprise that a
large proportion of this preventive medication consists of medication for cardiovas-
cular risk management (antihypertensive drugs, statins, anticoagulants), although
drugs for the prevention of fractures (e.g., vitamin D, calcium, bisphosphonates) or
gastric problems (proton pomp inhibitors) are also frequently prescribed to elderly
patients. The other half of the medication used is for symptomatic treatment — pain
medication, psychiatric medication, treatment of chronic obstructive pulmonary
disease, and blood glucose-lowering drugs.

Polypharmacy is very common in long-term care facilities, with worldwide prev-
alence rates varying between 40% and 90% (Jokanovic et al. 2015). In a study of
European long-term care facilities, polypharmacy (5-9 drugs) was observed in half
of the residents, and excessive polypharmacy (concurrent use of >10 drugs) was
seen in almost a quarter of the residents (Onder et al. 2012). In addition to chronic
drug use, as-needed (pro re nata: PRN) prescriptions are also very common. In a
German study, nearly three quarters (74.9%) of all nursing home residents received
at least one PRN medication. On average, each resident was prescribed 2.5 + 2.3
PRN drugs (Dorks et al. 2016). Compared with individuals living in the community,
residents of nursing homes tend to use relatively fewer preventive and more symp-
tomatic medications (e.g., psychotropic drugs, pain medication, laxatives).

10.1.1 Polypharmacy and the Risk of Side Effects

Given the high prevalence of chronic diseases in the elderly, polypharmacy often
will be indicated. While drugs are undoubtedly started for a specific indication and
prescribed according to clinical guidelines, the use of multiple drugs increases the
chance of drug-related problems. This is not only due to the increased chance of
drug—drug or drug—disease interactions but also as a result of changed pharmacoki-
netics and pharmacodynamics due to aging (Hajjar et al. 2007; Mangoni and
Jackson 2004). Renal function, as estimated by the glomerular filtration rate (¢GFR),
declines by approximately 1 mL/min/year. This means that in community-dwelling
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elderly patients, the mean eGFR of a 70-year-old person is about 60 mL/min,
whereas it is about 40 mL/min in frail elderly patients. This decreased eGFR leads
to a decreased excretion of renally excreted drugs. Moreover, the GFR can be
strongly influenced by dehydration and medication that acts on the nephrons
(ACE inhibitors, NSAIDs, certain antibiotics). For many drugs, dose adaptation is
necessary in case of renal insufficiency in order to prevent toxicity. This is especially
the case for drugs with a narrow therapeutic index, such as digoxin, lithium, amino-
glycosides, and morphine. But also for many other drugs, such as bisphosphonates,
some sulfonylurea derivatives, gout medication, and nitrofurantoin, dose reduction is
advised. Given the high risk of ignoring potential renal insufficiency when prescrib-
ing medication, physicians should assume that each nursing home resident suffers
from renal insufficiency unless proven otherwise. Hepatic blood flow and metabolic
capacity may diminish with advancing age, leading to diminished hepatic clearance
or activation of drugs by the cytochrome P450 enzymes. Especially in Alzheimer’s
disease, the blood—brain barrier is less effective, which can lead to higher drug levels
in cerebrospinal fluid (which may be relevant for psychotropic drugs) (Zenaro et al. 2016).
An altered body composition (less lean body mass, more fat, less water) changes the
distribution volume of the body, which may alter the elimination time of drugs
(e.g., decreased in lipophilic drugs such as benzodiazepines). But also pharmacody-
namics change. For example, cerebral receptors (e.g., dopamine) may become less
functional or decrease in number in disease or with advancing age, and cholinergic
function in the brain may decrease, increasing the susceptibility to delirium or cogni-
tive impairment. Polypharmacy increases the probability of drug—drug interactions
(Lindblad et al. 2006). A major pathway of enzymatic degradation (or sometimes
activation) of drugs is the cytochrome P450 enzyme system. Many drugs that are
known substrates for the CYP450 system also function as inducers or inhibitors of
this system, thereby influencing the metabolic processing of other drugs. A good
overview of substrates, inducers, and inhibitors can be found at http://medicine.
iupui.edu/flockhart/table.htm (Flockhart 2007).

Together, these factors increase a patient’s risk of adverse drug events (ADEs)
and less efficacious therapy. In frail elderly patients, polypharmacy increases the
risk of a loss of function, which can make the difference between independent living
and assisted living or between being alert and being sedated. Polypharmacy in the
frail elderly in particular increases the likelihood of serious events, such as falls,
fractures, stroke, myocardial infarction, or even death. The Dutch Hospital
Admission Related to Medicines (HARM) study showed that 6% of all acute hospi-
tal admissions are due to adverse drug reactions (Leendertse et al. 2010). In the
USA, institutionalized elderly people experience ADEs at a rate as high as 10.8
events per 100 patient—-months, often as a result of polypharmacy, multiple comor-
bid illnesses, and difficulty with monitoring prescribed medications. This translates
into approximately 135 ADEs a year in an average size nursing home (number of
beds, 105) or approximately two million events a year among all US nursing home
residents (Handler and Hanlon 2010).

Polypharmacy may be especially problematic in patients with dementia. Impaired
cognition is a hallmark of dementia, and many drugs (psychotropic drugs,
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anticholinergic drugs, Parkinson drugs) adversely affect cognitive performance.
Being a neurodegenerative disease, dementia also impairs mobility, and many
prescribed medicines may further impair mobility by lowering blood pressure
(antihypertensive drugs, alpha receptor blocking drugs [e.g., tamsulosin], L-dopa)
or by causing dizziness, myopathy (e.g., statins), or Parkinsonism (e.g., antipsy-
chotic drugs). Moreover, some drugs may diminish appetite or the ability to eat and
drink, potentially leading to malnutrition and sarcopenia. An additional problem is
that demented individuals are often not able to report adverse effects.

10.1.2 Inappropriate Drug Use in Nursing Home Residents
with Dementia

As stated earlier, polypharmacy may be indicated when looking at treatment guide-
lines. Medication that was originally prescribed for a clear indication may become
inappropriate in later life, i.e., its potential risks outweigh its potential benefits. This
is the case when the risk of side effects is strongly increased (for instance, due to
changed pharmacokinetics or pharmacodynamics), but also when the likelihood of
potential benefits is very low or when medication is no longer relevant (e.g., the use
of cardiovascular preventive medication in end-stage dementia). Whether a drug is
inappropriate or not for an individual is not always clear and can only be determined
on the basis of all relevant clinical and patient information. There are several lists of
potentially inappropriate medications, based on side-effect data from large trials or
observational data, numbers needed to treat reported in clinical studies, and expert
opinion. Examples of these lists are the Beers criteria and STOPP and START cri-
teria (American Geriatrics Society Beers Criteria Update Expert Panel 2015;
O’Mahony et al. 2015). But the underuse of potentially beneficial medication should
also be considered inappropriate. Given the problems of polypharmacy in dementia
patients, one would expect that medication appropriateness is a key issue in patient
management. Yet medication inappropriateness appears to be common among many
nursing home residents. In the European Shelter project involving nursing homes in
seven European countries and Israel, the appropriateness of drug use was deter-
mined using the algorithm of Holmes et al. (Colloca et al. 2012; Holmes et al. 2008).
Inappropriate drug use was observed in 44.9% of the residents. Most commonly
used inappropriate drugs were lipid-lowering agents (9.9%), antiplatelet agents
(9.9%), acetylcholinesterase inhibitors (7.2%), and antispasmodics (6.9%).
Inappropriate drug use was directly associated with specific diseases, including dia-
betes, heart failure, stroke, and recent hospitalization, whereas it was inversely asso-
ciated with the presence of a geriatrician in the facility.

Roughly the same figures were found in a US study (Tjia et al. 2014). Of 5406
nursing home residents with advanced dementia, 53.9% received at least 1 medica-
tion of questionable benefit. Cholinesterase inhibitors (36.4%), memantine hydro-
chloride (25.2%), and lipid-lowering agents (22.4%) were the most commonly
prescribed drugs. In adjusted analyses, having eating problems, a feeding tube, a
do-not-resuscitate order, and enrolling in a hospice lowered the likelihood of receiving
these medications. The use of feeding tubes increased the likelihood of receiving
these medications. The mean (SD) 90-day expenditure for medications of



10 Polypharmacy in Nursing Home Residents with Dementia 127

questionable benefit was $816 ($553), accounting for 35.2% of the total average
90-day medication expenditure for residents with advanced dementia who were pre-
scribed these medications.

A systematic review of 43 studies involving nursing home residents also sug-
gested that almost a half of nursing home residents (43%) are exposed to potentially
inappropriate medication use, with the estimated prevalence increasing between
1990 and 2014 (Morin et al. 2016). The authors compared this result with that of a
systematic review of 12 studies involving community-dwelling elderly (Opondo
et al. 2012), in which the average prevalence of inappropriate prescriptions was
20% (i.e., half of our estimate in the nursing home setting). This difference would
suggest that institutionalized older adults are at greater risk of receiving potentially
inappropriate medications than community-dwelling patients.

A Dutch study focusing on the treatment of heart failure in nursing home resi-
dents (mostly with dementia) showed that the recommended medical therapy was
often not prescribed, and if it was prescribed, the dosage was usually much lower
than the recommended dosage. In most cases, non-pharmacological interventions
were not used at all (Daamen et al. 2016). Another, USA-based study of nursing
home residents with dementia found that residents were prescribed a mean of 5.9
medications daily and that 37.5% received at least one medication considered “never
appropriate” in advanced dementia. Cholinesterase inhibitors (15.8%) and lipid-low-
ering agents (12.1%) were the most commonly prescribed inappropriate drugs.
Twenty-eight percent of the residents took antipsychotics daily. Modest reductions in
most daily medications occurred only during the last week of life (Tjia et al. 2010).

The appropriateness of psychotropic drug use in patients with dementia is also
subject to much discussion. The use of antipsychotic drugs in the management of
the behavioral problems of dementia is common worldwide, even though these
drugs are of questionable benefit and have considerable potential to cause harm
(Ballard and Waite 2006). Antipsychotic drug use in dementia is associated with an
increased incidence of mortality, stroke, pneumonia, falls, and fractures, etc. In
2008, the US Food and Drug Administration issued a warning to all physicians, stat-
ing that since both conventional and atypical antipsychotics are associated with an
increased risk of mortality in elderly patients treated for dementia-related psycho-
sis, healthcare professionals should consider other management options.

Physicians who prescribe antipsychotics to elderly patients with dementia-
related psychosis should discuss this risk of increased mortality with their patients,
patients’ families, and caregivers. Numbers needed to harm (NNH) for death within
6 months following initiation of antipsychotic drug therapy may be as low as 20-30
(Maust et al. 2015). Despite these warnings, at least a third of all patients with
dementia in nursing homes are prescribed an antipsychotic drug (Kamble et al.
2009; Vasudev et al. 2015; Bohlken et al. 2015).

10.2 Prescribing in Dementia Patients: The WHO Six Step

Rational prescribing for patients with dementia is no different from that for non-
demented elderly patients. The appropriateness of medication in elderly patients
depends upon the remaining life expectancy, the goals of care, and the treatment
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targets. These factors change in the final years of life and in dementia. Physicians
should adopt a systematic approach when prescribing medication for patients in
later life, and the WHO six step for rational prescribing is a useful tool for this
(de Vries et al. 1994).

Step 1: Define the patient’s problem This important first step in daily practice
tends to be overlooked, especially in patients with dementia. It is often the caregiver
or nurse who comes to the physician with a problem. Physicians should be aware
that it is sometimes the caregiver or nurse who has a problem. A patient’s behavior
may be indicative of illness, pain, or psychiatric suffering. This is especially rele-
vant in the case of behavioral problems associated with dementia — what is the
behavior for which medication is requested? When does this behavior occur? What
are the triggers for this behavior? Who is actually having a problem with this behav-
ior — the patient or staff and the patient’s friends and relatives? If risk factors for
disease have been identified (hypertension, cholesterol, vitamin depletion, etc.), the
physician should consider whether the presence of a risk factor is really a problem
for the patient or just a problem defined by guidelines.

Step 2: Specify the therapeutic objective Defining the goals of therapy is crucial
when deciding if and what medication should be described. Therapeutic goals
change throughout life and especially in the presence of lifespan-limiting disease
(Holmes et al. 2006; Maddison et al. 2011). As the end of life approaches, goals for
pharmacotherapy should shift from mostly primary or secondary prevention to
symptomatic therapy, to improve the patient’s quality of life. Decreasing the 10-year
risk of cardiovascular death or morbidity is less relevant in patients with end-stage
neurodegeneration. Symptomatic treatment for pain, depression, anxiety, constipa-
tion, or dyspnea becomes more important.

Step 3: Verify whether your chosen treatment is suitable for this patient Once
the therapeutic goal has been established, the different therapeutic options should be
weighed. Since drug therapy is always associated with the risk of harm, the most
important question here is: can we attain the formulated goals without prescribing
medication. Primum non nocere must guide decision-making. When medication is
considered, the prescriber must look at the expected number needed to treat (NNT)
and expected numbers needed to harm (NNH) of the chosen drug. The effect of age-
associated pharmacokinetic and pharmacodynamic changes and the possibility of
drug—drug and drug—disease interactions should also be considered. Since this eval-
uation is often difficult, explicit screening lists, such as the START and STOPP
criteria, Beers criteria, or FORTA criteria, may be helpful (American Geriatrics
Society Beers Criteria Update Expert Panel 2015; O’Mahony et al. 2015; Pazan
et al. 2016). These lists have been developed, mostly based on evaluation of scien-
tific studies and expert opinion, for the elderly population. They clearly indicate
which drugs should not be used in elderly patients for reasons of potential to harm
or expected low efficacy. The START criteria also indicate which forms of under-
treatment occur in elderly patients.
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Remaining life expectancy and time until benefit also need to be weighed. The
remaining life expectancy for many nursing home patients (at least in the Netherlands,
where admission to nursing homes mainly occurs in end-stage dementia) is often
less than 1-2 years. This makes the initiation of, for instance, cholesterol-lowering
drugs or antihypertensive medication with times until benefit of at least 2 years
irrational. But osteoporosis prevention with bisphosphonates may be feasible given
that the time until benefit of this therapy is less than 1 year.

The route of drug administration should also be assessed for appropriateness.
Inhalation therapy in dementia patients may not always be feasible. Some tablets
are hard to swallow, and so another formulation (soluble, liquid, chewable) should
be chosen. Medication patches may be better than tablets as route of drug
administration.

Step 4: Start the treatment Physicians should use an electronic prescribing sys-
tem and check the prescription for prescribing errors (correct medication, correct
dose, correct dosing interval, etc.). They should pay attention to the formulation
(can it be crushed in case of swallowing difficulties, can it be used in a correct way
[e.g., inhalation therapy]) and when the medicine should be taken (e.g., statin in
evening, bisphosphonate 30 min before breakfast).

Step 5: Give information, instructions, and warnings In the case of nursing
home residents with dementia, it is important to inform the nursing staff and the
patient’s family about possible side effects and correct usage. Since patients with
dementia may have difficulties in recognizing and reporting side effects, others
must be extra vigilant on their behalf. Incorrect use of drugs may lead to diminished
efficacy or harm. For example, the biological availability of bisphosphonates
decreases to almost zero when the drug is taken with calcium (milk or tablets) and
may cause mucosal irritation. It is therefore important that these drugs are taken at
least 20 min before breakfast with a glass of water in an upright position to optimize
efficacy and minimize side effects. The uptake of L-dopa drugs used for Parkinson’s
disease is limited when they are taken together with protein. For drugs that are
metabolized by the CYP3A4 enzyme, grapefruit juice is forbidden because it inac-
tivates the intestinal CYP3A4 enzymes, leading to intoxication. The efficacy of
inhalation therapy for COPD is strongly dependent on the use of the correct inhala-
tion technique, which must be trained.

Step 6: Monitor the treatment Despite careful consideration of the first five steps,
side effects can still occur. Many serious side effects can be prevented by adequate
monitoring (Warlé-van Herwaarden et al. 2012). Knowledge of potential major side
effects enables physicians or staff to take action to detect these in time. Starting
ACE inhibitors means checking renal function and serum potassium within 2 weeks,
in order to detect possible renal insufficiency or therapy-induced hyperkalemia.
Initiating antihypertensive therapy requires measuring the effects and preventing
hypotension. The initiation of cholinesterase inhibitors requires monitoring of
intake (and weight). It should be borne in mind that the risk of adverse drug reactions
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is increased in the first few weeks after medication is changed. It is also important
to monitor treatment efficacy. The initiation of psychotropic drugs, being drugs with
a low NNH and often questionable benefit, should be carefully monitored and eval-
uated. If the drug does not have the desired effect, physicians should make a timely
decision about whether to increase the dose or to stop the drug.

10.3 Performing a Medication Review

Use of the WHO six step to help prescribe appropriately is one step in achieving
rational pharmacotherapy, but it is not enough. In most cases, the medication used
by nursing home residents is not initiated by the general practitioner or nursing
home physician. Hospital specialists may add medication to the already existing list
or stop certain medications. Moreover, as the patient’s clinical condition and goals
of care change with time, it is not sufficient to focus solely on prescribing. Periodical
evaluation of the medications used, a medication review, is necessary to judge
whether the current medication regimen is the most appropriate for this patient at a
given moment.

Several types of medication review can be distinguished at a hierarchical level. A
technical review of the list of the patient’s medicines by the physician (prescription
review) is the lowest and quickest form of medication review. One step higher, in the
so-called treatment review, the physician uses the patient’s medical record to review
treatment. The highest level of medication review is the clinical medication review,
which is performed with input and consent of the patient and the patient’s medical
record. If the patient is not considered mentally competent, his or her role can be
taken over by a legal representative or the next of kin. This medication review
should preferably be performed on admission and thereafter at least once a year or
if the patient’s health suddenly changes.

In the Netherlands, the broadly accepted guideline Polypharmacy in the
Elderly states that a true medication review is a review of the complete medical
record by physician, pharmacist, and patient together (Dutch General
Practitioners et al. 2012). For this purpose, the Dutch guideline proposes a sys-
tematic approach, using an implicit screening tool called the Systematic Tool to
Reduce Inappropriate Prescribing (STRIP) (Keijsers et al. 2014). This tool
includes five steps (see Fig.10.1):

Step 1: Pharmacotherapeutic history taking This is a vital element of the medi-
cation review. In the case of nursing home residents with dementia, currently used
medications are discussed with the legal representative or next of kin. Points for
discussion are current experiences, possible side effects, expectations, and usage
problems. The input of nursing staff is often necessary in order to get a clear view
of current side effects and actual use. The main point of this step is to determine
treatment goals.
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Fig.10.1 Systematic tool
to reduce inappropriate
prescribing
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Step 2: Pharmacotherapeutic analysis The purpose of this step is to establish
possible drug-related problems. All medicines used should be associated with an
underlying medical diagnosis or problem recorded in the patient’s medical record
(including relevant measurements such as the results of physical examination and
laboratory investigations). This helps identify potential therapy-related problems:

(a) Undertreatment: Are all medical problems being treated? In nursing home resi-
dents, this step is especially important for identifying symptomatic undertreat-
ment (e.g., pain, anxiety, psychosis, obstipation, dyspnea). But it is also useful
for detecting guideline deviations. While there may be good reasons to deviate
from guidelines, these reasons need to be clearly reported in the patient’s medi-
cal record.

(b) Noneffective medication or overtreatment: Are all medications currently indi-
cated? Are they still beneficial to the patient?

(c) Potential side effects: What are the potential side effects of each drug? Are these
side effects still acceptable?

(d) Relevant contraindications and interactions: Assess drug—drug interactions and
drug—disease interactions. Relevant drug—drug interactions may involve the
cytochrome P450 (CYP450) family (Flockhart 2007). Also the effect of
(especially psychotropic drugs) on cardiac conduction (e.g., prolongation of
QTec-time) should be considered (CredibleMeds 2016).

(e) Incorrect dose: Is the dose used by the patient safe and adjusted to the indica-
tion or renal function?
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(f) Usage problems: Is all the prescribed medication used in an effective and correct
way (e.g., correct use of inhalation therapy, is the bisphosphonate tablet taken
in a correct way?)? Is the patient able to swallow all tablets? Can all medicines
safely be crushed (and what is the actual current practice if a patient does not
accept his pills; are they crushed and hidden in food or liquids?)?

Step 3. Consultation between physician and pharmacist The physician and
pharmacist should then draw up a treatment plan based on the pharmacotherapeutic
history and analysis.

Step 4. Consultation with the patient’s legal representative or next of kin The
treatment plan should be presented and discussed and, if necessary, adjusted accord-
ing to the wishes of the patient’s representative. In the case of admitted patients, the
nursing staff should be involved in this step since they will administer the medica-
tion to the patient.

Step 5. Follow-up and monitoring A monitoring plan is crucial. When will the
effects of medication changes be measured? Who will be responsible for doing so?

10.4 Decision-Making Based on Evidence-Based Medicine

Evidence-based medicine is the conscientious, explicit, and judicious use of
current best evidence in making decisions about the care of individual patients.
The practice of evidence-based medicine means integrating individual clinical
expertise with the best available external clinical evidence from systematic
research (Sackett et al. 1996). The problem in decision-making is that NNT can
only be derived from large published randomized controlled trials (RCTs). These
seldom include elderly patients, let alone patients with dementia. The International
Conference on Harmonisation (ICH) guideline on geriatrics (E7) states that, for
medicines intended for diseases characteristically associated with old age, 50% or
more of the participants should be aged 65 and older. For medicines intended to
treat diseases present in, but not unique to, older people, 100 or more participants
aged 65 and older should be included. Studies show that only 1% of all partici-
pants in trials of these medicines are aged 70 years or older (Beers et al. 2014).
Thus guidelines are often based on NNT for a selected population that is usually
younger and healthier, without multimorbidity or polypharmacy, than the popula-
tion for which the medicine is destined. For that reason, also the NNH in frail old
patients can seldom be derived from these RCTs, which makes it difficult to make
choices. Given the frail population in nursing homes, one can assume that the
NNH is much lower and that drug efficacy is seldom better, than that reported in
RCTs.

Many medicines are used off-label by nursing home residents, and this is espe-
cially the case for psychotropic drugs. Moreover, most psychopharmacological
interventions for patients with dementia are not evidence based. Bearing this in
mind, it is difficult for individual physicians to weigh the benefit and harm of medi-
cation in frail elderly patients.



10 Polypharmacy in Nursing Home Residents with Dementia 133

10.5 Screening Tools

Screening tools can help improve rational prescribing in nursing home populations.
Implicit screening tools, such as the STRIP or the Medication Appropriateness Index,
are judgment based, are patient specific, and consider the patient’s entire medication
regimen. The use of these tools relies on expert professional judgment, requires good
pharmacological knowledge, and is time consuming. Explicit screening tools, on the
other hand, are far easier to use. Explicit screening tools contain lists of medicines that
are potentially inappropriate for frail elderly patients. Examples of these explicit
screening lists are the Beers criteria, the STOPP and START criteria, and the FORTA
criteria. Most of these criteria are based on a combination of evaluation of the literature,
Delphi panels with experts, and a final evaluation by a small group of experts. For all
drugs included in these screening lists, the potential for causing harm outweighs the
potential benefit. Drugs can be considered inappropriate based on their potential to
cause harm regardless of morbidity (e.g., by causing sedation, anticholinergic proper-
ties, causing orthostatic hypotension, etc.) or only in combination with specific mor-
bidity (e.g., decreased renal function, dementia). Some screening lists, such as the
STOPP and START criteria and FORTA, also address the risk of underprescribing by
listing drugs that can be considered beneficial for elderly patients. These screening lists
are easy to use and can be applied with little clinical or pharmacological knowledge. A
disadvantage is their rigidity. They should not be used as lists of forbidden drugs but as
a warning. It is up to the prescriber to balance potential harms and benefits (using the
WHO six step) and to decide whether or not the chosen drug should be prescribed.
Multiple studies have shown that the use of screening lists reduces inappropriate pre-
scribing and serious adverse drug reactions, even in nursing home populations. The use
of explicit screening lists is not sufficient for a complete clinical medication review,
which requires the use of implicit screening lists and patient involvement.

It is difficult to say which explicit screening method is the best for dementia
patients in nursing homes. There is a large overlap between most methods, but they
may differ with regard to the drugs included. The STOPP and START criteria were
developed in Europe and the Beers criteria in the USA. In these regions, but even
between countries within Europe, other drugs will be reimbursed or prescribed, so
these methods should always be adjusted to the local situation.

10.6 The Problem of Stopping Medication

The high prevalence of potential inappropriate medication use by nursing home
residents shows that is not easy to stop medication once it has been started, for sev-
eral reasons (Reeve et al. 2013a; Schuling et al. 2012; Kalogianis et al. 2016). The
first barrier to stopping or withdrawing medication is the attitudes and beliefs of the
physician. Some physicians believe there is appropriate evidence for prescribing
medication, whereas others may be reluctant to change medication orders made by
hospital specialists or feel they lack the education and experience to taper off or stop
medications. Physicians may also be concerned that their patients may feel that they
are “giving up on them” or “leading them to quicker deaths.” In addition, clinicians
feel pressured to prescribe according to clinical guidelines, even though they are
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Fig.10.2 Patient barriers and enablers (From Reeve et al. 2013). Overview of patient barriers and
enablers and their observed or hypothesized relationship to medication cessation

aware that such guidelines are rarely based on evidence from studies involving older
populations and rarely address the issue of modifying clinical targets with advanc-
ing age or care goals. These considerations often lead to “therapeutic inertia” — “rec-
ognition of the problem, but failure to act.”

Patient’s beliefs and attitudes, or those of their caregivers, may also hinder the
withdrawal of potentially inappropriate medication (see Fig.10.2). Studies involv-
ing community-dwelling elderly patients have shown that most elderly patients
have a very limited knowledge of their medications. In majority, they state that they
do believe that most medication they use is important since otherwise the doctor
would not have prescribed it. On the other hand, studies with the patient’s attitude
toward deprescribing tool show that the vast majority would reduce their medication
use if advised to do so by their physician (Reeve et al. 2013b). Both patients and
physicians may be influenced by cognitive bias. Status quo bias means that a prefer-
ence for continuing with the status quo exists, especially if it has been the default for
many years. Omission bias — being more willing to risk harm arising from inaction
(continuing medication) than from action (stopping medication) — may also be a
problem. For successful cessation of (potential) inappropriate medication, a step-
wise approach is best (Best Practice Journal 2010):

Step 1: Create awareness that option of medication cessation is feasi-
ble Physicians should talk to patients or their caregivers about possibly stopping or
withdrawing medications (“deprescribing”) as soon as possible following admis-
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sion. This does not mean that once a patient is admitted, medication should be
stopped as soon as possible. In the context of shared decision-making, the physician
should explore with the patient or caregivers how they feel about the current treat-
ment. Since patients and caregivers will have many different barriers and enhancers
for deprescribing, it is important to investigate these carefully.

Step 2: Discuss the options and their potential benefits and harms with patient
or caregiver Although numbers needed to treat and numbers needed to harm from
trials cannot easily be extrapolated to the clinical situation of an individual patient,
these numbers can be used as starting point for a discussion. Often, potential bene-
fits will be smaller in frail elderly and harms will be higher.

Step 3: Exploring patient preferences for the different options Preferences
from patient or caregiver may differ from those of the physician. Following their
opinions may increase the chance of successful deprescribing. Discussing treatment
goals as part of advanced care planning is crucial for personalized care.

Step 4: Making a plan A plan for discontinuing medications one at a time should
be drawn up, starting with medications with the highest burden and lowest benefit.
Discontinuing medicines one at a time makes it easier to know what the likely cause
of potential problems is. Although the parties involved (e.g., caregivers, physicians,
pharmacists, and nurses) may initially disagree about the order in which medicines
should be withdrawn, it is important to reach agreement on this. A lack of agree-
ment might lead to overreporting of assumed side effects or withdrawal symptoms.

Step 5: Discontinue medications and monitor for withdrawal or return of
symptoms Stopping medicines may result in withdrawal events/symptoms, includ-
ing rebound symptoms, such as rebound tachycardia after stopping beta-blocker
treatment. Signs or symptoms of the preexisting disease may reappear, such as pain
after stopping analgesics and gastric complaints following the cessation of a proton
pump inhibitor. Physicians should consider whether tapering is required to prevent
rebound effects. They should also check for benefit or harm after each medicine has
been stopped.

Conclusion

Despite the fact that the life expectancy of nursing home residents with dementia
is limited to a few years, many of them use multiple medications. Studies have
shown that most residents use inappropriate medications and that adverse side
effects are common in nursing home residents. Pharmacotherapy in nursing
homes is essentially different from pharmacotherapy in a community setting.
The limited life expectancy, high prevalence of multimorbidity, impaired cogni-
tion resulting in a lesser level of shared decision-making, and loss of indepen-
dence play arole in the decision whether and which medication should be started,
continued, or stopped. All physicians working in nursing homes should be trained
in the principles of good prescribing and medication review as described in this
chapter.
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Quality of Life of People with Dementia
in Nursing Homes

Martin N. Dichter and Gabriele Meyer
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Abstract

This chapter summarizes the theoretical knowledge on quality of life (QoL) and
health-related quality of life (HRQoL) of people with dementia and its develop-
ment. Based on this information, the principles of the measurement of dementia-
specific QoL will be explained. The chapter will describe the following
measurements which can be applied for the assessment of QoL or HRQoL of
people with dementia in nursing homes: Activity and Affect Indicator Quality of
Life (AAIQOL), Cornell-Brown Scale for Quality of Life in Dementia (CBS-
QoL), Dementia Quality of Life questionnaire (DEMQOL & DEMQOL-proxy),
Heidelberg instrument for the assessment of quality of life in dementia
(H.ILL.DE), Quality of Life in Alzheimer’s Disease (QoL-AD), Quality of Life in
Alzheimer’s Disease Nursing Home version (QoL-AD-NH), Quality of Life
Assessment Schedule (QOLAS), Alzheimer Disease-Related Quality of Life
(ADRQL), Dementia Care Mapping (DCM), Observing Quality of Life in
Dementia (OQOLD), Observed Quality of Life in Dementia Advanced
(OQOLDA), Quality of Life for Dementia (QoL-D), Quality of Life in Late-
Stage Dementia Scale (QUALID), QUALIDEM, and Vienna List. Moreover,
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questions for the selection of the appropriate measurement will be recommended
and associated factors with QoL of people with dementia are described. Finally,
we summarize the effectiveness of non-pharmacological interventions targeting
the maintenance or promotion of dementia-specific QoL.

Keywords
Dementia * Nursing homes * Quality of life ¢ Measurements ® Psychometrics ©
Models ¢ Definition

11.1 Introduction

Healthcare and healthcare research that focus on person-centered outcomes (e.g.,
quality of life) are an international priority (Federal Ministry of Education and
Research 2011; Institute P-COR — Patient-Centered Outcomes Research Institute
2015). This applies particularly for care (Gibson et al. 2010; Haberstroh et al. 2010)
and research (Moniz-Cook et al. 2008) for people with dementia because this is a
chronic and currently incurable syndrome. During recent years, science in this field
has been increasingly productive (Fig. 11.1).

There is no general accepted definition about what is meant by quality of life
(QoL). This applies for the most part for QoL and also for dementia-specific QoL. A
recently published article addresses the indiscriminate use of the terms quality of
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Fig.11.1 Number of publications indexed in Medline [PubMed] using quality of life and demen-
tia as search terms, search date: 28.09.2016
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life, health-related quality of life (HRQoL), and health status (Karimi and Brazier
2016). In contrast to the indiscriminate use were the different definitions available
for the concepts QoL and HRQoL.

Aninfluential definition of QoL is the definition by the World Health Organization,
which defines QoL as “individuals’ perceptions of their position in life in the con-
text of the culture and value systems in which they live and in relation to their goals,
expectations, standards and concerns” (WHO 1995). This definition highlights the
individuality, the culture-specific influence, and the breadth of the concept of QoL.

In contrast, HRQoL is defined, for example, as “how well a person functions in
their life and his or her perceived well-being in physical, mental, and social domains
of health” (Hays and Reeve 2010). In this definition, functioning refers to the indi-
vidual ability to realize predefined activities, and well-being refers to individual sub-
jective feelings (Karimi and Brazier 2016; Wilson and Cleary 1995). Based on this
and similar definitions of HRQoL, Karimi and Brazier (2016) conclude that HRQoL
is a particular type of health description, hence the World Health Organization defines
health as “a state of complete physical, mental and social well-being, and not merely
the absence of disease and infirmity” (WHO 2014). This means that HRQoL mea-
surements reflect health in a wider sense (well-being and functioning) than clinical
outcomes. However, this wide description targets health and not QoL. Therefore,
HRQoL assesses a self-perceived health status and not QoL (Karimi and Brazier
2016). Based on this differentiation of both terms, this chapter focuses on the concept
of quality of life for people with dementia. In cases where only research results were
available for HRQoL of people with dementia, these will be highlighted in the text.

11.2 Models of Quality of Life for People with Dementia
in Nursing Homes

Due to the indiscriminate use of the terms QoL and HRQoL and a lack of theoretical
work targeting dementia-specific QoL, no consensus exists for the definition of QoL of
people with dementia. One early and influential theoretical model describes dementia-
specific QoL as consisting of objective (e.g., behavioral competence and environment)
and subjective (e.g., perceived QoL and psychological well-being) components (called
“sectors”) (Lawton 1991, 1994). Based on this theoretical approach, Jonker et al. devel-
oped a hierarchical model called “Lawton’s next step.” This model defines psychologi-
cal well-being as the starting point and central indicator for dementia-specific QoL
(Jonker et al. 2004), and the authors argue for the consideration of non-dementia-related
domains of QoL, such as personal factors (e.g., religion, income, age), next to environ-
mental characteristics and dementia-related domain. The development from Lawton’s
first model to the model by Jonker and colleagues reflects the increasing importance of
subjectivity for the concept of dementia-specific QoL. For both models it must be noted
that they are based on the interpretation of selected evidence and experience of the
authors and not on direct empirical data, a systematic review, or a concept analysis.

In contrast, a current key publication (O’Rourke et al. 2015) about factors which
influence the QoL is based on self-expression of people with dementia in qualitative
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studies. The objective of this meta-synthesis was the identification of factors that
affect QoL and not the concept of QoL in particular. Nevertheless, the results provide
interesting information for the interpretation of QoL of people with dementia. In
summary, the meta-synthesis identified four overlapping factors which affect QoL:
relationships, sense of place, wellness perspective, and agency in life today.
Connectedness is the link between all four factors. The results demonstrate the expe-
rience of connectedness (being purposeful or together) within one factor affecting
QoL in a positive way. In addition, connectedness is associated with happiness. The
feeling of disconnectedness within a factor (e.g., loneliness, worthlessness) nega-
tively influences QoL. Moreover, it is associated with sadness (O’Rourke et al. 2015).
In summary, this model underlines the relevance of the individual experience of
people with dementia with their QoL. With connectedness as the central factor, the
model focuses on how people with dementia and their individual environment (e.g.,
direct care, living arrangement) adapt to the consequences of dementia and general
life changes, and not on their abilities (e.g., functional, cognitive). The results of this
meta-synthesis were confirmed by the preliminary results of an ongoing meta-syn-
thesis on factors influencing QoL of people with dementia (Dichter et al. 2016b).

A literature-based definition specifies dementia-specific QoL as “the multidimen-
sional evaluation of the person-environment system of the individual, in terms of
adaption to the perceived consequences of the dementia” (Ettema et al. 2005b). Based
on this definition, the seven adaptive tasks of the adaption coping model (Droes 1991)
were interpreted as dementia-specific QoL dimensions: “(1) dealing with own dis-
ability, (2) developing an adequate care relationship with the staff, (3) preserving an
emotional balance, (4) preserving a positive self-image, (5) preparing for an uncer-
tain future, (6) developing and maintaining social relationships, and (7) dealing with
the nursing home environment” (Ettema et al. 2007b). In addition, this model high-
lights the importance of psychosocial dimensions, which is supported by a review that
showed ten psychosocial (e.g., attachment, social contact, spirituality) as well as three
physical and practical domains (e.g., physical health, financial situation) of QoL
judged by people with dementia (Scholzel-Dorenbos et al. 2010).

The focus on psychosocial domains and adaptation in contrast to abilities and
functional domains allow the theoretical assumption that a high quality of life is
also possible in the advanced stages of the dementia syndrome. This is an important
perspective for affected persons and caregivers as well as researchers providing
interventions to have the possibility of being effective with regard to QoL and other
psychosocial outcomes. In addition, this perspective does not stigmatize the situa-
tion for people with dementia by an inevitable, continued decrease of quality of life
during the course of their disease.

11.3 Measuring of Dementia-Specific Quality of Life
in Nursing Homes

During the course of the theoretical developments, several dementia-specific QoL
instruments have been developed, using self-ratings, proxy-ratings, or direct obser-
vations as the data sources (Ettema et al. 2005a; Scholzel-Dorenbos et al. 2007).
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Dementia-specific QoL measurements are preferable to generic measures, because
they focus on domains which are important for people with dementia (Griske et al.
2012). Their items are helpful to reflect the special situation of people with demen-
tia and the components of interventions for the care of people with dementia. These
advantages of dementia-specific measurements suggest a higher potential for the
responsiveness to change that these measurements have.

11.3.1 Different Measurement Perspectives

QoL is a subjective, multidimensional, and independent construct (Rabins and
Black 2007). Therefore, self-reports from people with dementia are acknowl-
edged as the gold standard for measuring QoL in this population (Brod et al.
1999; Kane et al. 2003). Although one study indicates the reliable self-rating of
people with dementia in advanced stages (Hoe et al. 2005), people with severe or
very severe dementia are usually not able to rate their QoL when based on stan-
dardized questions (Fuh and Wang 2006; Huang et al. 2009). The cognitive
decline among people with dementia is characterized by memory and concentra-
tion deficits and results in a decrease in decision-making and communicative
abilities. For people with dementia, it will be problematic to understand ques-
tions in the right way and to recall relevant situations as a basis for their ratings
(Streiner et al. 2015). Therefore, the reliability and validity of QoL self-reports
has been questioned in the later stages of the disease (Ettema et al. 2005a), and
the use of proxy measures is preferred in advanced dementia and for longitudinal
QoL evaluation (Ettema et al. 2005b).

The proxy-assessment is typically applied by family members or caregivers in a
close relationship to the person with dementia. However, proxy-rated QoL measure-
ments are associated with numerous methodological difficulties. Scores are system-
atically lower than self-rated QoL values (Griske et al. 2012; Huang et al. 2009). In
the last years, numerous studies investigated the difference between self and proxy-
ratings and possible influencing factors (Griske et al. 2014). Proxy-ratings by fam-
ily caregivers are influenced by the burden, depression, and noncognitive symptoms
(Sands et al. 2004; Fuh and Wang 2006), whereas proxy-ratings by professional
caregivers are influenced by attitudes (Winzelberg et al. 2005), life satisfaction, the
assessment circumstances, and the challenging behavior of people with dementia
living in nursing homes (Griske et al. 2014).

The key problem is that with regard to the proxy perspective, the subjectivity of
the QoL assessment is partly lost (Thorgrimsen et al. 2003). Following Pickard and
Knight (2005), two different perspectives, the proxy-patient and the proxy-proxy
perspective, have to be differentiated. Based on a proxy-proxy perspective, the fam-
ily or professional caregiver assesses the QoL of a person with dementia from the
proxy perspective (e.g., “How do you rate her/his QoL?”). This perspective differs
more from a QoL self-rating than it does from a patient-proxy perspective. In the
latter perspective, a proxy assesses the QoL of a person with dementia just as he/she
thinks that the person with dementia would rate him or herself (e.g., “How do you
think the resident would judge her/his QoL”). Ratings of QoL from a proxy
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Inter-rater gap — difference
between self-rating and proxy-
rating from the perspective of the
person with dementia

Inter-rater gap — difference
between proxy-patient-rating and
the proxy-proxy perspective

Self-assessment of QoL } Proxy-patient perspective
Proxy rating of the Qol of
Proxy-patient perspective people with dementia from
Proxy rating of the Qol of the proxy perspective
people with dementia from
the view of people with
dementia

Fig. 11.2 Differentiation of proxy perspectives in the assessment of QoL based on Pickard and
Knight (2005)

perspective differ more from a self-rating than ratings of a proxy taken from the
patient’s perspective (Pickard and Knight 2005). Figure 11.2 illustrates the different
rating perspectives.

Next to self- and proxy-based measurements, a third category of measurements
is based on direct observations. This means that a rater repeatedly assesses the
behavior of a person with dementia for a defined period of time. Observed behavior
includes, for example, interaction between people with dementia, interaction with
the environment, activities and affect (Bowling et al. 2015). Observer ratings are
preferred for people with late stage dementia. The major challenge is the often weak
inter-rater reliability of observation-based QoL ratings (Dichter et al. 2016d).

11.3.2 Quality of Life Measurements for People with Dementia
in Nursing Homes

Existing dementia-specific QoL measurements can be distinguished on the base of
the mentioned perspectives. In addition, the measurements can be differentiated
according to their feasibility, psychometric properties, stage of dementia, and the
care setting in which the application of the measurement is possible, as well as the
underlying QoL definition and domains (Ettema et al. 2005a; Ready and Ott 2003).

Hereinafter dementia-specific QoL and HRQoL measurements that can be
applied in nursing homes are described. This list of measurements is based on a
systematic review (Dichter et al. 2016d). Depending on the country, these
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measurements are applied often in research or care. We describe these QoL
measurements, because in the literature all of them were reported under the term
QoL measurements. Based on the definitions distinguished between QoL and
HRQoL, we assign the measurements to one of these concepts.

The measurements will be described without a detailed description of their
psychometric properties. For the respective psychometric properties of each measure-
ment, several systematic reviews exist (Dichter et al. 2016d; Bowling et al. 2015).

11.3.2.1 AAIQOL (Activity and Affect Indicator Quality of Life)

The AAIQOL, which is also sometimes called “QoL-D”, consists of two subscales for
the assessment of activity and affect as dimensions of HRQoL. The activity scale is
derived from the Pleasant Events Schedule (Teri and Logsdon 1991) and the compo-
nent scale is derived from the Affect Rating scale (Lawton et al. 1996). The activity
subscale covers 15 activity items inside and outside the home, and the affect subscale
contains six affect items (three reflecting positive affect and three negative affect). The
frequency of activities and affect is rated over 1 or 2 weeks, respectively. The AAIQOL
allows a proxy-rating using both subscales and a self-rating where only the activity
subscale is applied. The application of the measurement is possible for mild to severe
dementia (Albert et al. 1996). Only the original US version exists; there is no linguisti-
cally validated version for other countries available (Dichter et al. 2016d).

11.3.2.2 CBS-QolL (Cornell-Brown Scale for Quality of Life
in Dementia)

The CBS-QoL consists of 19 bipolar items covering four dimensions of HRQoL:
positive affect, negative affect, satisfaction, and physical complaints. All 19 items are
summarized in a total score. The HRQoL rating is applied by a clinician after semi-
structured interviews with the respective person with dementia and a caregiver. The
time frame for the HRQoL rating is the previous month (Ready et al. 2002). The
clinical rating is based on joint interviews between a clinician, the person with
dementia, and a caregiver and results in a questionable feasibility for the application
of the CBS scale in the nursing home practice. The CBS-QoL was developed for
people with mild to moderate dementia. It is available in its original US version
(Ready et al. 2002) and a Spanish version (Lucas-Carrasco et al. 2013).

11.3.2.3 DEMQOL and DEMQOL-Proxy (Dementia Quality of Life
Questionnaire)

The DEMQOL consists of 28 items for the self-rating version and 31 for the proxy
version (Smith et al. 2005). Both measurements can be applied for the measurement
of HRQoL for people with mild to moderate dementia (proxy version: mild to
severe dementia). The self-rating version allows the assessment of the HRQoL
domains daily activities, memory positive emotion, and negative emotion. With the
proxy version, the domains functioning and emotion can be assessed. Both versions
are applied during an interview. The proxy version was developed for the assess-
ment by caregivers. Both DEMQOL versions were originally developed in England
(Smith et al. 2005). Both versions were translated to German (Berwig et al. 2009)
and Spanish (Lucas-Carrasco et al. 2010).
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11.3.2.4 H.LL.DE (Heidelberg Instrument for the Assessment
of Quality of Life in Dementia)

H.I.L.DE. is a QoL measurement for people with mild to severe dementia in nursing
homes. It is mainly based on proxy-rating; however, for some items, self-rating or
observations are required (Becker et al. 2005, 2011). H.LL.DE. contains 48 QoL
indicators which allow the assessment of the following domains: medical care and
perceived pain, living environment, activities, social relations, emotions, and life
satisfaction. An advantage of H.ILL.DE. is the presence of competence groups (mild
dementia, moderate dementia, severe dementia with somatic disabilities, severe
dementia with Behavioral and Psychological Symptoms of Dementia (BPSD)),
which facilitate the interpretation of H.I.L.DE. results. Unfortunately, QoL rating
based on H.ILL.DE. is very time-consuming, thus the application is not recom-
mended in research. For the application in clinical practice, shorter measurement
versions are under development. Apart from the original German version, no further
version exists for any other country.

11.3.2.5 QoL-AD (Quality of Life in Alzheimer’s Disease)

The QoL-AD is a 13-item scale for the assessment of HRQoL in people with
Alzheimer’s disease (Hylla et al. 2016). The QoL-AD has two versions; one is com-
pleted by self-rating and one by the caregiver (proxy-rated). When both self and
proxy versions are used, a weighted composite score is calculated by giving greater
weight (2:1) to the self-rating in relation to the proxy-rating. The QoL-AD results in
a score that ranges from 13 to 52, with higher scores indicating a higher QoL
(Logsdon et al. 1999, 2002). The QoL-AD items cover the following HRQoL
domains: physical health, mental health, social and functional abilities, social con-
tacts, financial situation, and overall QoL. The scale was primarily developed for the
HRQoL ratings of people living in their own home with mild to severe dementia. In
addition, a QoL-AD nursing home version is available (see below). But the original
13-item version is also applied in nursing homes.

The QoL-AD is the most often used dementia-specific HRQoL measurement in
research (Bowling et al. 2015), and the self-rating version demonstrated almost satisfac-
tory psychometric properties (Dichter et al. 2016d; Bowling et al. 2015). In contrast, the
proxy version is also applied in a number of studies, but we have only insufficient infor-
mation on its psychometric properties (Dichter et al. 2016d). In addition, it is unclear
whether the items have to be rated from a proxy-proxy or patient-proxy perspective.

There are translated versions of the QoL-AD available for Great Britain (Selai
et al. 2001b), Brazil (Novelli et al. 2005), Taiwan (Fuh and Wang 2006), Japan
(Matsui et al. 2006), Mandarin (Lin Kiat Yap et al. 2008) and Cantonese China
(Chan et al. 2011), France (Wolak et al. 2009), Spain (Gomez-Gallego et al. 2014),
Turkey (Akpinar and Kiictikgiiclii 2012), and Portugal (Barrios et al. 2013).

11.3.2.6 QoL-AD NH (Quality of Life in Alzheimer’s Disease Nursing
Home Version)

The Qol-AD nursing home version is based on the original 13-item version, which is

also used for people with mild to severe dementia (Logsdon et al. 1999). For the
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adaption to the nursing home setting, two of the original 13 items were deleted, four
items were added, and the wording of three items was changed (Edelman et al. 2005).
As in the case of the original version, there is a self and a proxy version available for
the QoL-AD NH. Based on the 15 items, the scale’ total score ranges between 15 and
60, with higher scores indicating a higher QoL. In addition to the US version, a
German translation of the measurement is obtainable (Dichter et al. 2016¢).

11.3.2.7 QOLAS (Quality of Life Assessment Schedule)

The QOLAS is a dementia-specific measurement for the individualized QoL rating
of people with mild to moderate dementia (Selai et al. 2001a). The QOLAS has five
domains: physical, psychological, social relationships/family, activities, and cogni-
tive-related QoL. The QOLAS is applied during a semi-structured interview where
people with dementia have to rate their current score and their target score on a scale
from O to 5. Apart from the original British version, no other version is available.
Currently, a linguistically validated German version is under development (Dichter
etal. 2013).

11.3.2.8 ADRQL (Alzheimer Disease-Related Quality of Life)

The ADRQL is a proxy-rated HRQoL measurement for people with mild to severe
dementia (Rabins et al. 1999). It is available in several versions with 40 to 48 items.
These items cover the HRQoL dimensions social interaction, awareness of self,
feelings and mood, enjoyment of activities, and response to surroundings. The
proxy-ratings are applied by family caregivers or professional caregivers. These rat-
ings are based on observations during the previous 2 weeks. In addition to the origi-
nal US version, translated and adapted versions are available for Switzerland
(Menzi-Kuhn 2006) and Japan (Yamamoto et al. 2000). The Japanese version is
called AD-HRQL-J or QLDIJ. This Japanese version consists of 20 translated
ADRQL and four new developed items.

11.3.2.9 DCM (Dementia Care Mapping)

DCM is a dementia-specific QoL measurement that is based on structured proxy
observations (Kitwood and Bredin 1992). By means of observing different behav-
iors, the dimensions activity, well-being, and quality of care were assessed. The
observation procedure differs depending on the research questions or the reasoning
in clinical practice. In general, observations take place at 5 min intervals over 4 or
5 h. The domain’s activity and quality of care result in frequency and percentage
scores. For the domain well-being, a six response option scale results in a range
between +5 (well-being) and —5 (ill-being). In addition to the English language ver-
sion, several translations, e.g., to German, Dutch, and Norwegian, exist.

11.3.2.10 OQOLD (Observing Quality of Life in Dementia)
and OQOLDA (Observed Quality of Life in Dementia
Advanced)
The OQOLD version for mild to moderate and the OQOLDA version for severe
dementia are observation-based proxy QoL measurements that were developed in
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the USA (Edelman et al. 2007). With both measurements, six items on verbal cues
and indicators of engagement as well as affect (OQOLD) or subtle signs of positive
and negative affect and engagement (OQOLDA) were observed. To facilitate the
most accurate observation, a professional caregiver with a close relationship to the
person with dementia is most appropriate. The observation ratings were based on a
seven-point scale ranging from —3 (extremely pleasant experience) to +3 (extremely
unpleasant experience). No version in a language other than the US version exists.

11.3.2.11 QolL-D (Quality of Life for Dementia)

The proxy-based QoL-D was developed in Japan (Terada et al. 2002). It consists of
31 items which cover the six QoL domains positive affect, negative affect and
actions, ability of communication, restlessness, attachment with others, and sponta-
neity and activity. All items are to be answered on a four-point scale based on the
present judgment of the proxy-rater. No version in a language other than Japanese
is available (Dichter et al. 2016d).

11.3.2.12 QUALID (Quality of Life in Late-Stage Dementia Scale)

The QUALID allows QoL in particular for the assessments of institutionalized peo-
ple with severe or very severe dementia (Weiner et al. 2000). The measurement is
based on Lawton’s model (Lawton 1991) and covers positive and negative emo-
tions, discomfort and satisfaction. The 11 items were based on proxy observations
during the previous week. The five-point response scale for each item results in a
total score from 11 to 55, lower scores indicate a higher QoL. In addition to the
original US version (Weiner et al. 2000), translated versions are available for
Sweden (Falk et al. 2007), Spain (Garre-Olmo et al. 2010), Norway (Mjorud et al.
2014), and Germany (Brandenburg 2013).

11.3.2.13 QUALIDEM

QUALIDEM is a proxy-based measurement that consists of two consecutive ver-
sions (Ettema et al. 2007a, 2007b). The 37-item version for people with mild to
severe dementia covers nine QoL domains: care relationship, positive affect, nega-
tive affect, restless tense behavior, positive self-image, social relations, social isola-
tion, feeling at home, and having something to do. Thus, the QUALIDEM is the
only dementia-specific instrument that enables assessment of the QoL domains of
“care relationship” and “feeling at home.” Both domains are important for people
with dementia who live in nursing homes. The 18-item version for people with very
severe dementia covers the same QoL domains with the expectations of positive
self-image, feeling at home, and having something to do. All items are rated based
on the observations of the previous 2 weeks by one or more professional caregivers
with a close relationship to the person with dementia. Since 2016, a definition and
complementary items are available for each QUALIDEM item. Based on this, the
QoL rating by one professional caregiver is possible (Dichter et al. 2016a, 2016c¢).
Without the application of the item definitions and examples, the collaborative QoL
rating by two or more caregivers is recommended (Ettema et al. 2007b).
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The developers of the measurement advise the calculation of subscale scores and
not a measurement total score. This will result in a QoL-profile which shows more
information than only one total score. Nevertheless, it can sometimes be necessary
to calculate an overall score for statistical or methodological reasons. In such cases,
the authors recommend calculating an overall QUALIDEM score with additional
computations for each subscale. This approach is demonstrated in several studies
(Dichter et al. 2015; Verbeek et al. 2010).

In addition to the original Dutch version, translations to English and German are
available. In a recent study, the German version was applied with a seven-response
scale demonstrating a sufficient item distribution and inter-rater reliability (Dichter
et al. 2016c¢).

11.3.2.14 Vienna List

The Vienna List allows HRQoL proxy-ratings for people with severe dementia
(Porzsolt et al. 2004). The measurement consists of 40 items which reflect the
dimensions communication, negative affect, bodily contact, aggression, and mobil-
ity. These items were answered with a five-point response scale based on the present
situation. As a result, a score for each HRQoL is calculated. The original version
was developed in Austria, and no other version is available.

11.3.2.15 Selection of the Appropriate Measurement

The illustrated measurements demonstrate the heterogeneity of the available
dementia-specific measurements. Therefore, the question of how to select the most
appropriate measurement for the right purpose is of great interest. Currently, no
general recommendation exists for this question. We recommend a stepwise process
according to the following questions. These questions are based on a recommenda-
tion by Scholzel-Dorenbos and colleagues (2007) and supplemented by our own
experience:

e Which concept should be measured, i.e. overall QoL. or HRQoL?

*  Which measurement perspective is preferred and possible, i.e. self, proxy,
observation?

* At what stage of dementia are the people who are to be assessed?

* In which setting should the instrument be applied?

* Does the measurement assess the QoL domains that the research question
or intervention focus on? Does the measurement assess the QoL domains
that the professional caregiver focuses on in clinical practice?

* How are the psychometric properties of the measurements in question? In
particular, how are the feasibility and the reliability of these
measurements?

* Should the QoL values of people with dementia be comparable to those of
significant others (family caregivers, professional caregivers)?
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After answering these questions, an appropriate measurement selection is
possible. However, it has to be noted that despite the large number of measurements,
the ideal scale is often missing. In such cases we believe that the questions 5 and 6
are the most important ones. This applies in particular in cases where the QoL of
people with dementia and without dementia has to be assessed (e.g., studies evaluat-
ing the effectiveness of a psychosocial intervention on the whole nursing home
population). The usage of a dementia-specific measurement is also appropriate in
such cases, because of the advantages of these measurements regarding the feasibil-
ity and the validity for people with dementia. The validity of these measurements
for people without dementia has to be assessed by the user in advance (question 5).

11.4 Factors Associated with Quality of Life of People
with Dementia in Nursing Homes

QoL is seen as a major outcome in dementia research and practice since it is impor-
tant to know which factors are associated with the QoL of people with dementia.
The knowledge of factors which affect QoL in a positive way will be helpful for the
development of interventions in research and also for the creation of daily care and
the care environment in nursing homes.

Unfortunately, little is known about this issue. Moreover, the indiscriminate use
of the terms QoL and HRQoL has led to the fact that factors associated with QoL or
HRQoL or both are discussed together without distinction. In the literature, both
concepts are discussed under the name QoL, irrespective of which specific measure-
ment was applied. In the following summary, we have omitted such a separation/
distinction. Nevertheless, we recommend a separation and clear definition of QoL
and HRQoL in future studies and reviews.

11.4.1 Personal Characteristics Not Related to Dementia

The first systematic review (Beerens et al. 2013) demonstrated that only two individual
studies identified an association between objective sociodemographic characteristics
(e.g., age, gender, marital status) of people with dementia and their QoL. In one study,
female gender was negatively associated with QoL (Barca et al. 2011), and one other
study showed a negative association between QoL and being widowed (Samus et al.
2005). The majority of studies included in the mentioned review identified no associa-
tion. This seems to be logical based on the theoretical approaches mentioned earlier in
this chapter. The investigation of associations between nonobjective individual charac-
teristics like self-image and QoL would seem to be of interest for future studies.

11.4.2 Personal Factors Related to Dementia

Cognition of people with dementia is only related to QoL if this QoL is proxy-
based. No association was found between self-rated QoL and cognition (Beerens
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et al. 2013). Similar results are obtained for severity of dementia. Only statistically
weak results indicate a negative association between severity of dementia and
proxy-assessed QoL. Knowledge about a possible association between self-rated
QoL and severity of dementia is missing. Only ambiguous evidence exists also for
a relationship between dependencies in activities of daily living and QoL. Thus, a
number of studies demonstrated a negative association and others did not (Beerens
et al. 2013). In summary, these results highlight that QoL does not necessarily
depend on the direct effects of dementia-related personal factors. As mentioned
above, this is an important conclusion as it provides options for action for caregivers
and researcher. Based on theoretical assumptions, it might be possible to maintain
or promote QoL of people with dementia in all stages of the disease.

11.4.3 Challenging Behavior and Mood

Challenging behavior like agitation or apathy was negatively related to proxy-rated
QoL (Beerens et al. 2013). This seems to be logical if we interpret challenging
behavior as an indication of stress, unmet needs, or a low QoL. This view is also in
the line with several studies which apply the frequency or severity of challenging
behavior as an outcome in intervention studies and as an indicator for a good or bad
QoL (Chenoweth et al. 2009; Dichter et al. 2015). However, all available studies
were based on a proxy perspective and not on a self-perspective. It would be helpful
to investigate the relationship on challenging behavior and self-rated QoL in future
studies to confirm this interpretation.

Several studies investigated a possible association between depressive symptoms
and anxiety as indicators of mood (Beerens et al. 2013). These studies demonstrated
a clear negative relationship between depressive symptoms and self-rated QoL. The
identified association between depressive symptoms and proxy-rated QoL was not
linear. Wetzels et al. (2010) and Gonzdlez-Salvador et al. (2000) showed a stronger
association between depressive symptoms and proxy-rated QoL for people with
mild to moderate dementia than for people with advanced dementia. The presence
of anxiety demonstrated in one study a negative association with self-reported QoL
of people with dementia (Hoe et al. 2006). Two other studies showed no association
(Samus et al. 2005; Nakanishi et al. 2011). The results on the two indicators of
mood (depressive symptoms and anxiety) suggest the possibility to improve or
maintain the QoL of people with dementia by interventions which target the reduc-
tion of depressive symptoms or anxiety.

11.4.4 Pain

Only a few studies have investigated the association between pain and QoL of peo-
ple with dementia. Here, observed pain (Beer et al. 2010) and also self-rated pain
(Torvik et al. 2010) were related to a lower self-rated QoL. Based on these results
and the evidence on insufficient pain medication in nursing homes, further research
on interventions dealing with that topic is needed.
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11.5 Effectiveness of Non-pharmacological Interventions
Targeting Quality of Life of People with Dementia
in Nursing Homes

Although QoL is widely applied as outcome, only a few studies demonstrate a posi-
tive effect on the QoL of people with dementia. A meta-analysis demonstrated
ambiguous results on quality of life (Cooper et al. 2012). The authors categorized the
interventions in nursing homes, based on the study availability, in three groups: cog-
nitive simulation therapy in groups, staff training, and individualized care planning
as well as other interventions. In summary, only one study investigating a group-
based cognitive stimulation in comparison to usual care demonstrated in a reanalysis
an effect on self-reported QoL of people with dementia (Spector et al. 2003). All
other studies identified no effect or a tendency toward a negative effect on QoL
(Chenoweth et al. 2009; Dichter et al. 2015).

This unsatisfactory evidence has to be explained with the need for the further
improvement of interventions. However, most importantly, it is necessary to increase
the theoretical knowledge on QoL of people with dementia and to improve the avail-
able dementia-specific QoL measurements. This is an important task which is also
described in the UK MRC framework for the development and evaluation of com-
plex interventions (Craig et al. 2013). All currently available measurements need
further scientific work. Two findings which underline this fact are the lack of studies
on the sensitivity to change of dementia-specific QoL measurements and the lack of
well-designed cross-cultural adaptations and reliability studies (Dichter et al. 2016d).

11.6 Summary

QoL is a person-centered outcome for people with dementia, and it is widely
applied in dementia research and care. However, it is also an outcome which raises
several questions. The currently available theoretical approaches have changed
their interpretation and definition of QoL of people with dementia. The stronger
focus on psychosocial QoL domains in contrast to abilities and functional domains
describes the view of people with dementia more. This shift has only partly influ-
enced the available dementia-specific QoL measurements and their evaluation
(Missotten et al. 2016). This fact makes it difficult to select the most appropriate
measurement, although several measurements are available. Therefore, we recom-
mend further research on the psychometric properties of the available measure-
ments. This means particularly a methodologically strong linguistic validation and
evaluation of reliability, a validity evaluation based on theoretical models and pre-
defined hypotheses, and studies for the determination of the sensitivity to change
and interpretability.

There is also a need for more longitudinal studies investigating associations
between dementia-specific self-rated QoL and possible influencing factors (e.g.,
personal dementia-related factors, pain, mood and depression, care models). More
evidence about factors which influence the QoL of people with dementia and
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methodological stronger measurements will help to improve the quality and possi-
bility to identify effective non-pharmacological interventions which maintain or
promote the QoL of people with dementia.
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Abstract

This chapter will describe the principles of end-of-life care in relation to the care
and management of people with dementia and highlight why end-of-life care is
such an important aspect of care in many nursing homes. It will explain why accu-
rate end-of-life prognostication is difficult in so many cases and look at residents’,
family members’ and healthcare professionals’ perspectives on the delivery of end-
of-life care to those with dementia in nursing homes. The chapter will also address
some of the challenges commonly affecting people with dementia at the end of life,
the importance of timely assessment and symptom management and some of the
tools which can be used to assist carers in the assessment, planning, delivery and
evaluation of the care provided in such circumstances. The contribution of special-
ist palliative and end-of-life care input from the local hospital, hospice or family
physician will also be discussed. Finally, the importance of identifying resident’s
concerns, anxieties and wishes as early as possible will be considered so that care
at the end of life can be delivered as far as possible in line with their wishes, and
their physical, psychological, emotional, social and spiritual needs are addressed in
a timely and appropriate manner as life draws to an end.
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12.1 Introduction

It has been estimated that more than 35 million people are living with dementia
across the world at the present time. This figure is expected to rise to 65 million
people by the year 2030 and more than 115 million by the year 2050 (Ryan et al.
2012). No wonder, then, that dementia has been described as one of the greatest
palliative and public health challenges facing our generation at the present time
(Hospice UK 2015). Unlike many other illnesses or long-term medical conditions,
it is likely that a person diagnosed with dementia will die much sooner than antici-
pated in many cases and often more quickly than people with other life-threatening
or long-term conditions including most cancers. Guhne et al.’s (2006) study of 1692
elderly people over 75 years of age in Leipzig, Germany, showed that people with
dementia were more likely to die sooner than those who did not have dementia with
a mean survival time of 3.1 years compared to 4.0 years (p < 0.001) when other
disease, demographic and lifestyle factors were taken into account.

Even more worryingly, another study of people with Alzheimer’s disease by
Monroe et al. (2012) showed that advanced dementia was negatively associated
with opioid use and other symptom control measures, meaning that those who are
less able to speak for themselves receive less analgesia and have pain and other
disturbing symptoms assessed less frequently or comprehensively during the last
weeks or months of life than those with other conditions. As a consequence of these
and many other scientific studies, the European Association for Palliative Care
(EAPC) has called for greater collaboration between policy makers and health and
social care professionals working in the fields of primary care, gerontology, long-
term residential care, hospice and specialist palliative or end-of-life care services, so
that end-of-life care for people with dementia can be better coordinated and the
quality, safety and person-centredness of care improved both in Europe and else-
where (EAPC 2013; Van-de-Steen 2014). They initially identified the need for
improvements in eight domains of care as a result of the initial rounds of their
Delphi study of 64 international experts from 23 different countries though later
adding three more, namely, prognostication and timely recognition of dying, educa-
tion of the healthcare team; and societal and ethical issues. The last of these is
beyond the scope of this chapter, but we shall discuss the other two in addition to
those directly concerned with care delivery in residential or care home settings as
illustrated in Fig. 12.1. First, however, it is necessary to define what is meant by
end-of-life care and how this term differs from other terms such as palliative or
terminal care.

12.2 What Is End-of-Life Care?

End-of-life care is a separate and distinctive entity from palliative or terminal care
and has its origins in the work of Lorenz et al. (2006, 2008) although use of the term
is somewhat ambiguous (O’Connor 2016; Froggatt and Payne 2006; Frogatt et al.
2009). It has been variously used to describe the care given to patients in the last
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Fig. 12.1 The clinical domains for end-of-life care when caring for people with dementia
(Adapted from the EAPC 20014, van der Steen et al. (2014))

year, months, weeks or days of life, with the UK’s Gold Standards Framework
describing it as care for those ‘nearing’ the end of life, although they go on to sug-
gest that it includes care given in the ‘final year’ of life to people with an end-stage
illness, though acknowledging that it is not always easy to ascertain when this is the
case (http://www.goldstandardsframework.org.uk/ accessed 14th October 2016).
The UK’s National Council for Palliative Care (2006) describes it as a general rather
than a medical term which may be easily understood by the general public to mean
that stage where death can no longer be prevented by treatment and when death is
likely to occur sooner rather than later.

Physical indicators in addition to worsening cognitive function include increas-
ing weight loss, frailty, poor appetite, breathlessness or recurring respiratory prob-
lems, poor performance status, increasing dependence on others for assistance with
activities of daily living, and potentially, increased pain or other terminal symptoms
(Porock and Oliver 2007; Porock et al. 2005). The UK’s National Council for
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Palliative Care (2006) suggests, therefore, that it is ‘the provision of supportive and
palliative care in response to the assessed needs of patient and family during the last
phase of life’, adding that ‘in most cases, end-of-life care does not begin earlier than
1 year before death’ (p3), though no evidence is provided to support this somewhat
arbitrary timescale. Generally speaking, however, this does provide a good indicator
as to when end-of-life care should begin for most people, although the cognitive
problems associated with dementia mean that end-of-life (or advance care) planning
should be started even earlier whilst the individual is still able to make their end-of-
life preferences known and be involved in discussions about what these should
include to ensure that the individual’s wishes are respected and optimal end-of-life
care provided. Hence, knowing when a person is likely to die and recognizing that
this is actually happening are crucial in determining the quality of death experi-
enced by a person with dementia as we shall now discuss.

12.3 Prognostication and Timely Recognition of Dying

One of the reasons why care is often suboptimal for those dying of or with dementia
is related to the lack of a clear terminal trajectory such as those commonly observed
in cancer or other life-limiting conditions including heart failure, chronic obstruc-
tive pulmonary disease and renal failure. It is important to note however, that people
affected by dementia may also have one or more of these conditions in addition to
dementia, so comorbidity is an important ‘confounding variable’ when trying to
ascertain whether a resident is approaching the end of their life and how soon this
may happen. As a consequence, attempts to predict the remaining lifespan for peo-
ple with dementia over periods longer than a few weeks or months have met with
varying degrees of success since it can be extremely difficult to predict a person’s
remaining lifespan with certainty, even though there may be indicators like those
listed above, that the individual has entered the final stage of their life. Mitchell
et al. (2010), for instance, tried to estimate life expectancy in advanced dementia
using the ADEPT score so that nursing home residents could be transferred to hos-
pice to die in a timelier and more appropriate manner; but even when completed at
the bedside on a regular basis, the tool only marginally improved nurses’ ability to
identify which residents with advanced dementia were likely to die within 6 months
and plan their management and care accordingly. This is not surprising for dementia
masks many of the signs and symptoms which might otherwise indicate terminal
malaise, and residents are usually unable to voice their thoughts or feelings at this
time, even though they may have some months left to live.

Conversely, another study by Casarett et al. (2012) of 21074 patients admitted to
hospice over a two-and-a-half-year period found that 5562 or 26.4% of those trans-
ferred to hospice died within 7 days of admission though this means that nurses and
other staff overestimated the individual’s remaining lifespan in three out of every
four cases since the prognostic model used in the study, which included the Palliative
Performance Scale (PPS) score, proved to be less reliable for people with advanced
dementia and those with cancer than conditions such as end-stage pulmonary dis-
ease. This clearly demonstrates that end-of-life prognostication for people with
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dementia is extremely difficult in comparison to other client groups, whether in the
long or short term, and another study by Powers and Watson (2008) highlights this
difficulty, given that long-term residential care in a nursing home needs to balance
the need to help residents live active ‘normal’ lives for as long as possible whilst
recognising that at some point in the future, they will need to prepare the individual,
though more usually his or her family members, for the imminent likelihood of
death. It is a very imprecise science however, and even though dementia is a leading
cause of death in American nursing homes, its terminal nature is often forgotten, in
spite of the fact that 54.8% of the 323 nursing home residents admitted with advanced
dementia in one study died within 18 months of their admission, often within 6
months of that date, though the reasons leading to death may have been multifacto-
rial (Mitchell et al. 2009). This does mean however, that a palliative approach to the
management of nursing home residents may be justified from the point of admission
to the care home, and there is some evidence that this can actually improve outcomes
for such patients no matter how soon they might die once there.

12.4 Optimal Treatment of Symptoms in People
with Dementia

In spite of the EAPC’s recommendations, and indications that dementia is at last
becoming a policy priority in many countries, the palliative and end-of-life needs of
those affected by dementia in all its forms are only now beginning to be fully under-
stood. Studies show that end-of-life care has often been suboptimal, even in those
countries with established policies, guidelines or national frameworks for people with
the condition. Often, this is because policies or guidelines focus on long-term care
needs to the detriment of end-of-life care planning or, as the EAPC suggests, there is
too little emphasis on staff education, training or the competencies needed to deliver
better end-of-life care and more comprehensive services to those dying with dementia
(van der Steen et al. 2014). This is regrettable since everyone affected by dementia is
likely to benefit from palliative approaches to care which emphasize comfort, dignity,
autonomy, meticulous symptom assessment and timely intervention at every stage of
their illness, and not just in their final weeks or months of life. In spite of this, many
still fail to receive adequate support from palliative or end-of-life care specialists
whilst living in long-term care institutions, and still fewer during the crucial, early
stages of the illness when meaningful conversations may still be had about the indi-
vidual’s anxieties, fears and preferences regarding the end of life before they become
unable to express these for themselves more fully (Karikari-Martin et al. 2012).

12.4.1 The Consequences of Poor Prognostication
in Dementia Care

The consequences of poor prognostication are clear. Sampson et al. (2011), for
instance, demonstrated that people with advanced dementia often receive inade-
quate end-of-life care, and although small in scope (n = 32), this longitudinal study



164 S.J. O’'Connor

showed that patients with dementia tended to be frailer than others, with over half
(62%) having decubitus ulcers and almost half dying during the 6-month follow-up
period, indicating that they should have had an advance care plan in place and been
in receipt of intensive end-of-life interventions to promote quality of life in the time
which remained to them (O’Connor 2016). Sampson et al.’s study showed that 95%
(or 30 of the 32 patients) had unalleviated pain on those occasions when it was
assessed by the research team, and only seven had an advance care plan in place at
the time of their death, all of which had been written by a carer or close family
member rather than the individual themselves. This suggests that the individual’s
wishes, needs and preferences with regard to end-of-life care planning had not been
considered whilst they were still capable of playing a central role in those decisions
or leading the discussion themselves.

Mitchell et al.’s (2009) longitudinal study of 323 nursing home residents identi-
fied weight loss and malnutrition as the commonest problems identified in residents
with advanced dementia with 85.8% of their sample being unable to maintain an
adequate dietary intake to preserve their health or functional status effectively. It is
generally understood that parenteral feeding is unlikely to improve on this situation,
yet many in the advanced stages of dementia are subjected to futile interventions
which have little hope of benefit. Infections too are also common, with 52.6% of
residents experiencing a severe febrile event requiring medical intervention during
Mitchell et al.’s study, and 41.1% developing pneumonia at some point during this
time. After adjusting for age, sex and disease duration, the 6-month mortality rate
for residents who developed pneumonia after admission in this study was 46.7%;
44.5% for those developing another form of infection, and 38.6% for those suffering
from malnourishment or weight loss, indicating that the commonest symptoms are
not necessarily the most life threatening, though all of them offer significant chal-
lenges to the care of residents and none should be ignored. Other distressing symp-
toms include dyspnea (46.0%) and pain severe enough to warrant hospitalization
(39.1%), a visit to the emergency room, or other ‘burdensome’ interventions such as
tube feeding or invasive medical tests in 40.7% of residents. Interestingly, the likeli-
hood of these interventions occurring was reduced when family members or other
proxies, such as nursing home staff or attending physicians, had a good understand-
ing of the individual’s likely prognosis and recognized these problems as indicators
that death was imminent, allowing symptomatic management to take place without
subjecting the individual to futile measures which were not warranted.

12.4.2 Polypharmacy and Inappropriate Interventions
at the End of Life

Parsons et al. (2011, 2012) reviewed the medication administration records of 115
care home residents and followed this up with a review of 112 and 105 records on
two subsequent occasions. They found that approximately two-thirds of residents
(66.9%) were regularly given one or more psychotropic medications with more than
10% of these having a high sedative load score at baseline (12.2%) increasing to
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14.3% at time points 2 and 3. Multiple drugs, particularly serotonin reuptake inhibi-
tors, were most often used, but these drugs are not without side effects, including
sedation. The study confirmed the findings of others such as Blass et al. (2008) and
Tjia et al. (2010) which question the overuse of non-beneficial medications in
advanced dementia as death approaches which may be compounded by the lack of
monitoring for adverse effects. Thus, whilst medication undoubtedly does have a
role to play in advanced dementia, it should always be tailored to the primary goals
of care, namely the provision of supportive and palliative care in response to the
assessed needs of both the patient and family members during the last phase of life.
This encompasses continuous assessment, goal setting, the promotion of comfort
and dignity, psychosocial and spiritual care, good symptom management, excellent
communication and family involvement in the delivery of coordinated care which is
person centred and based on shared decision making (EAPC 2013).

Notwithstanding this, Teno et al.’s (2011a) survey of 486 family members asked
to provide information on the circumstances surrounding the death of a loved one
from dementia showed that 10.8% died with a feeding tube in place, 17.6% made a
decision not to use a feeding tube and 71.6% reported playing no part in any deci-
sion about the use of feeding tubes. Of those respondents whose family member
died with a feeding tube in place, 13.7% stated that there was no discussion with
them about its insertion, and 41.6% of those who did reported that the discussion
lasted less than 15 minutes. The risks associated with the use of feeding tubes were
not discussed with them in one-third of cases, and 12.6% felt pressured into agree-
ing to a feeding tube by the attending physician. Residents were physically restrained
in order to insert the feeding tube in 25.9% of cases and pharmacologically restrained
in 29.2%. It is perhaps not surprising therefore, that family members of individuals
who died with a feeding tube in place were less likely to rate the care of their loved
one as being ‘excellent’ at the end of life than those treated more palliatively without
a feeding tube in place.

Pressure to insert a feeding tube in patients with advanced dementia is by no
means unusual, with Sharp and Shega (2009) demonstrating that 56% of the health-
care professionals questioned in their survey (n = 326) had recommended the inser-
tion of a percutaneous endoscopic gastrostomy (PEG) tube to feed patients with
advanced dementia and dysphagia in spite of there being little evidence that they
improve nutritional status or increase the survival of the individual concerned, and
the fact that they did not consider them useful in improving functional status or the
individual’s quality of life! Interestingly, whilst almost 40% believed, in spite of
their own negative experiences, that tube insertion was the recommended standard
of care which should be offered routinely, only 15% believed it should be, and only
11% said that they would want such an intervention themselves if they had advanced
dementia. Another study in Italy by Toscani et al. (2013) looking at the incidence
and intensity of prevailing signs and symptoms, treatment options and the use of
measures such as parenteral hydration and nutrition, cardiopulmonary resuscitation
and life-sustaining drugs in the last 48 hours of life showed that 71.6% were inap-
propriately prescribed antibiotics, i.e. with curative rather than palliative (symptom-
atic) intent, and 29 patients (20.5%) were receiving nasogastric or percutaneous
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endoscopic feeding. Two-thirds (66.6%) were receiving parenteral fluids which may
worsen pulmonary symptoms at the time of death, and 58.2% were immobilized by
bed rails or other immobilizers which in the view of most experts, including many
in the EAPC, should not be used at all. Not surprisingly, therefore, almost half the
residents in the study were suffering from decubitus ulcers at the time of data col-
lection, and many had still not formally been classified as dying during the final 48
hours of their life, meaning that palliative or end-of-life measures which may have
been needed were not being considered, including those of a psychosocial or spiri-
tual nature within hours of death.

Apart from the human cost of such failures, futile interventions on dying resi-
dents are unlikely to be cost effective, though relatively few economic analyses of
the cost of these interventions have been conducted (Goldfeld et al. 2012). In con-
trast, when a palliative approach to end-of-life care is taken, a relatively limited
pharmacopeia of palliative drugs can elicit better patient outcomes when titrated to
individual symptoms and assessment of need which, together with the provision of
information and advice about the dying process, can improve care outcomes for
those who are dying and, equally importantly, those who remain behind after the
death. The range of drugs needed for the effective management of terminal symp-
toms is even more limited, and can usually be managed quite effectively in the care
home with the support of the resident’s GP or community nursing team, especially
when given via the preferred routes, namely, oral, transdermal, sublingual, buccal or
subcutaneous (via a ‘butterfly cannula’ or syringe driver) as follows (see Table 12.1):

12.4.3 The Benefits of Hospice or Specialist Palliative Care
Interventions at the End of Life in Dementia

A study by Miller et al. (2012) of 4344 nursing home residents with advanced
dementia demonstrated that residents referred for hospice or specialist palliative
care support as part of their management plan were prescribed fewer inappropriate
medications, invasive intravenous or intramuscular injections, feeding tubes or
intravenous fluids, and received better management of agitation and restlessness in
the last 90 days of their life in comparison to those not referred to palliative care
services. They also had a lower incidence of dyspnea, meaning that respiratory
symptoms were better controlled; and they were also less likely to die in an unfamil-
iar hospital environment as opposed to the care environment they were most famil-
iar with and felt safest in.

A controlled study of 538 family members of people officially certified as dying
of dementia by Teno et al. (2011b) found that those being treated with palliative
intent by hospice service services (260 or 48.3% of their sample) reported fewer
unmet needs or concerns regarding the quality of the care received, and felt that the
process of dying had been more peaceful for their loved one, accentuating the
importance of recognizing when a resident with dementia is actively dying in order
to determine the most appropriate management plan for the final weeks or months
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Table 12.1 Drugs commonly used at the end of life in dementia

Opioid drugs for pain

Alfentanil

Rapifen®
Buprenorphine for non-malignant pain unresponsive to
non-opioid analgesics, e.g.

BuTrans®

Transtec®
Diamorphine hydrochloride
Fentanyl — as transdermal patches for severe chronic pain,
e.g.

Fencino®

Fentalis®

Matrifen®

Mezolar®

Opiodur®

Osmanil®

Tilofyl®

Victanyl®
Fentanyl — as sublingual tablets for breakthrough pain in
adults where other short-acting opioids are unsuitable, e.g.

Abstral®

Recivit®
Fentanyl — as buccal tablets/lozenges for breakthrough pain
in adults where other short-acting opioids are unsuitable,
e.g.

Effentora®

Actig®
Morphine sulphate

MST®

MXL®

Oramorph®

Sevredol®

Zomorph®
Oxycodone hydrochloride

OxyNorm®

OxyContin®

Anti-emetics (to control nausea
and vomiting)

Metoclopramide
Haloperidol
Cyclizine
Levomepromazine

Anxiolytics (to control anxiety)

Diazepam
Lorazepam
Midazolam

Anti-muscarinic/antispasmodic
drugs (to control terminal
secretions or muscle spasms)

Hyoscine hydrobromide
Hyoscine butylbromide
Glycopyrronium bromide

of their life. Parsons et al. (2012) found that older people in general, and specifically
care home residents, are at greater risk of suboptimal or inappropriate prescribing
behaviors by physicians in comparison to other client groups. The researchers found
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that over two-fifths of older people with dementia residing in six residential care
homes in England were prescribed at least one potentially inappropriate medication
at each point in their data collection which might normally be discontinued as life
draws to a close had a more palliative approach been taken.

12.5 Continuity of Care

End-stage dementia patients commonly have a relatively long terminal trajectory
which invariably makes it difficult for families to sustain adequate levels of care in the
home, even with intensive home care support. They are also often older than those
with other conditions and are more likely to experience problems or symptoms which
remain unalleviated or difficult to manage. As a consequence, about 70% of people
with dementia in the USA die in a nursing home or similar long-term care facility
(Fulton et al. 2011), highlighting the importance of transitions in care for those diag-
nosed with any form of dementia as the therapeutic intent of their management plan
changes. For the most part, admission to a long-term facility should indicate a change
in focus towards palliative or end-of-life priorities including the prevention and man-
agement of infection, appropriate treatment of comorbidities, evidence-based deci-
sions around tube feeding or artificial hydration and excellent pain and symptom
assessment (Ryan et al. 2012). However, this focus group study of healthcare profes-
sionals’ opinions about the end-of-life care needs of patients with dementia only elic-
ited the opinions of staff working in acute hospitals, hospices and primary care, rather
than those nursing homes or long-term care facilities where the majority of people
affected with dementia die. This is by no means unique to the USA however, since
another international study conducted in five European countries (the Netherlands,
Belgium, England, Scotland and Wales) by Houttekier et al. (2010) found that the
commonest place of death for someone with dementia was a nursing home or similar
long-term care facility, although there was considerable variation across different
countries. As in the USA, home deaths were comparatively rare, with the highest
proportion occurring in Belgium (11% of dementia-related deaths), whilst hospital
death was commonest in Wales where 46% of people affected by dementia died.

It is worth noting however, that new approaches to the management of advanced
dementia in the community are being posited, and within the UK, advocated as an
effective and cost efficient way of managing projected increases in the number of
people living with dementia by the middle of the century. Treloar et al. (2009) have
described a novel service predicated around the provision of the necessary equip-
ment, medicines management expertise, nutritional and social care needs, as well as
improved funding support to commission necessary informal care in the home. The
study showed that the needs of people with advanced dementia can be improved and
sustained until the time of death where good palliative care can be provided in the
community, and posit that enabling the individual to die at home may lead to few
bereavement issues and more satisfactory outcomes than transferring the individual
to other settings, though the provision of comprehensive domiciliary care for people
affected by dementia is still quite scarce.
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12.5.1 Hospice Versus Residential Home Deaths

Great efforts are being made in the UK and many other countries to improve access
to hospices for people with dementia, but whilst people with dementia undoubtedly
benefit from hospice or specialist palliative care at the end of their life, it is ques-
tionable whether transferring patients to a hospice in the days or weeks before death
is useful or appropriate. The transfer of individuals who may be confused, distressed
or frightened to an unfamiliar care setting with a new set of carers prior to death may
increase their anxiety and accentuate behavioral or psychological problems in the
individual concerned. There is little evidence to date which indicates that the bene-
fits residents derive from admission to a hospice in the last weeks or days of life
outweigh these drawbacks, partly because hospices have been slow to embrace
those with dementia or study the impact and effectiveness of these admissions.
Many of the studies conducted to date, especially within the USA and countries
with similar health insurance systems, have been developed with a view to minimiz-
ing the cost of sending residents to a hospice who may not actually die within the
very narrow timeframe (usually 5-10 days) for which reimbursement for end-of-life
care is made; whereas in other countries such as the UK, it has been difficult to find
hospices willing to accept people with dementia until relatively recently.

12.5.2 Education and Training for Care Home Staff

Mitchell et al. (2010) concluded from their study that end-of-life care should be
provided on the basis of the individual’s presenting symptoms, known preferences
and identified care goals rather than on the basis of estimated life expectancy alone.
This is also why specific educational programs have been developed to equip nurs-
ing home staff with the confidence and skills to deliver good palliative and end-of-
life care in the place which residents most recognize under the care of staff who
know them best. Such programmes have proven effective in enabling nursing homes
to deliver end-of-life care without transferring residents to hospital or a hospice at
the end of their lives with support instead, from specialist palliative care practitio-
ners from the local hospice, generic community nursing services; or the resident’s
family physician who are all vital in achieving this goal (Hart and O’Connor 2013),
particularly when comorbidities are present (Bartlett and Clarke 2012). Appropriate
training prevents inappropriate admissions to hospital or the need to transfer resi-
dents to a hospice at the end of their life, increases the resident’s visibility to pallia-
tive care services locally, and ensures that pain and other symptoms are successfully
managed by home care staff whilst reducing futile or unnecessarily invasive inter-
ventions. It also increases the confidence, competence and job satisfaction of resi-
dential or care home staff (Hart and O’Connor 2013). These authors delivered a
series of educational workshops based on a national training framework, ‘The Six
Steps Programme’ to staff in 12 residential or long-term care settings. The program
succeeded in reducing the number of inappropriate referrals to emergency rooms or
acute hospitals, reducing the number of hospital deaths and increasing the number
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of residents dying in the place of their choosing, usually their nursing home; increas-
ing the prescription of anticipatory drugs necessary to manage common symptoms
at the end of life, and increasing the number and proportion of care home residents
having an advance care plan and ‘do not attempt cardiopulmonary resuscitation’
(DNACPR) order in place in those care homes completing the program. It also
increased the number of care homes maintaining an end-of-life care register so that
residents could benefit from better integrated health and social care services. The
contents, which were delivered to senior care home staff as well as a 1-day work-
shop for other carers consisted of the following:

* Step 1 — Necessary discussions as the end-of-life approaches

e Step 2 — How to assess, plan and review end-of-life care

e Step 3 — How to coordinate end of-life-care for residents with other service
providers

* Step 4 — How to deliver high-quality end-of-life care

* Step 5 — How to provide care in the last days of life (terminal care)

* Step 6 — Care for the individual, family members and home staff after death

The program also included the services of a facilitator to assist care home man-
agers in implementing policies and procedures to improve end-of-life care in the
care home, carry out a self-assessment of the quality of care provided, and audit the
impact of the program in respect of the outcomes already discussed above.
Interestingly however, an 18-month follow-up telephone interview study of care
home staff carried out in the same homes found that the most beneficial skills
acquired from the program was the ability to conduct those very necessary end-of-
life discussions either on admission to the home, or when it became apparent that
residents were entering the final year of life, and it is to this important domain that
we now turn.

12.6 Communication, Shared Decision Making and Advance
Care Planning

Until relatively recently, patients and families were rarely informed of the terminal
nature of dementia, and advance care planning discussions were therefore compara-
tively rare. However, even in the current day, patients’ and family members’ under-
standing and perceptions about dementia and its likely prognosis are not as well
informed as they should be (Thuné-Boyle et al. 2010). Their in-depth interview
study of the end-of-life care needs of 20 family carers and 21 professional carers of
people with advanced dementia was conducted in an acute hospital in London, but
it outlines the situation which many of those being admitted to a nursing or residen-
tial home face. Hence, admission to the home provides opportunity to discuss at
greater depth, information concerning the likely progress of the condition and the
need to prepare for the eventuality of death, particularly when so many are known
to die within a year of their arrival. Interestingly, their study also showed that those
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told about the long-term impact of their dementia early in its progress were more
likely to discuss or initiate discussions about their wishes and preferences than those
who were not, suggesting that it is sometimes care professionals’ anxieties about
such discussions which hold them back from initiating them, with proxy decision
making by family carers or professional carers being much more common where
residents are not given adequate information about the likely course of their illness.
Poor communication can also limit the quality of care, with negative attitudes and
an unwillingness to share information acting as a barrier to the provision of person-
centered, safe and effective care at the end of life, effective symptom control, ade-
quate need assessments and the mis-attribution of behavior in those unable to
express what they are feeling and experiencing so that signs which might otherwise
indicate pain, distress, discomfort or other symptoms are attributed to a decline in
cognitive function or challenging behaviour if this has been a feature of their condi-
tion hitherto (Chang et al. 2009).

12.6.1 Engaging in Advance Care Planning Discussions

Advance care planning is a process by which people can plan ahead to make decisions
and express preferences about what they would wish to happen with their care and
treatment if they lost the capacity to make decisions for themselves and other people
had to make decisions for them. It usually takes place in the context of an anticipated
deterioration in an individual’s physical or cognitive state, but may be made by any-
one at any time. In some countries, they have the force of law, and professionals are
obliged to adhere to them in so far as it is reasonably possible to do so. The fact that
they are a process is important, as many people may find them too emotionally drain-
ing to complete in one long interview. It is perfectly acceptable for them to be drawn
up over a period of time, as the individual feels more able to talk about the implica-
tions that advance care planning brings to mind, but they also have a right not to be
forced into making a plan or feeling coerced into doing so by healthcare professionals
or family members. The UK Alzheimer’s Society website points out that ‘it should not
be assumed that people with dementia are unable to make their own decisions’ and
argue that ‘individuals should be supported in making their own advance care plans
where possible’. On the same page, they also point out that ‘the rate at which a per-
son’s condition deteriorates varies from individual to individual’ whilst reminding us
that ‘with earlier diagnosis and new treatments, people are retaining capacity for lon-
ger’, a fact often forgotten in the overwhelmingly negative policy and media coverage
given to Alzheimer’s and other forms dementia (https://www.alzheimers.org.uk/site/
scripts/documents_info.php?documentID=1036 accessed 14th October 2016).
Knowing how and when to initiate discussions about the end of life is fraught with
difficulty however, and the skill and preparation of the individual concerned in doing
so is paramount. On the whole, it is better to allow the resident to settle into the home
or come to terms with their worsening condition before broaching the subject, and the
following are also important considerations to be borne in mind when engaging in
such a discussion or ascertaining whether the individual would like to:
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e Choose the right time — be guided by the resident, family member or their chang-
ing condition but start as early as possible whilst the resident has as much capac-
ity to think and respond for themselves as possible.

* Choose the right place — this should be quiet, relaxed and unthreatening without
risk of being disturbed or being overheard, though conversely, some residents
may prefer to talk about such issues more generally within a group setting, per-
haps as a facilitated discussion in the first instance which may be less intense or
threatening.

* Consider whether or not a family member or members should be present — this
depends on the health and legal competence of the resident, but also known
responsibilities and dynamics within the family support system. Include the part-
ner, spouse or those family members who the resident has indicated are most
important to them only.

* Consider whether there is a need for one or more family members to have lasting
power of attorney in the event that the resident’s cognitive state/legal capacity
deteriorates quickly.

e Make sure that the results of the process and your rationale for including others
in the discussion(s) are noted prominently in the resident’s care record where
they can be found easily in the event of the resident’s deterioration.

Having discussed the advance care plan with the resident and/or family mem-
bers, it is also important to review this regularly to ascertain whether the resident’s
wishes have changed, whether other medical conditions have been diagnosed in the
interim period, and whether the advance care plan remains appropriate in that situ-
ation. It should also take account of changes in the resident’s social and physical
environment, such as the loss of a spouse or other significant person and any other
changes that may impact on the relevance of the advance care plan. Any new deci-
sions will be shaped by the resident’s current capacity to make their own decisions
and whether or not, in the absence of family or friends to help, a ‘best interest’ deci-
sion needs to be made on their behalf by the GP, other physicians or care home staff
caring for the resident as they deteriorate.

12.6.2 When Is It Best to Initiate Advance Care Planning
Discussions?

No matter what the resident’s condition when admitted to the home, or the day to
day fluctuations in their physical, emotional or cognitive state, it should be remem-
bered that dementia is progressive and ultimately fatal, so early discussions about
the resident’s wishes and preferences, together with those of family members, can
be useful if the individual wishes to talk about them. Dementia is often associated
with other conditions in its advanced stages, which make effective communication
and discussion of these priorities even harder. Infection, dehydration, physical mal-
aise, hypercalcemia and the required use of opiate analgesics may all cloud the
individual’s legal capacity and decision making ability (Burton et al. 2012).
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Likewise, verbal communication skills including verbal learning, verbal memory
and verbal fluency may vary considerably with these conditions with or without the
effect of the underlying dementia, so it is important that individuals are at least
given an opportunity to have such a discussion if they feel able to and want to.

Many situations and circumstances may avail themselves in a residential or care
home to initiate discussions with a resident or residents about what they would wish
for at the end of their life or lives. These may include admission to the care home as
stated above but may also be relevant on the resident’s return from an inpatient
admission to hospital for treatment of a comorbid condition or ‘routine’ surgery
such as a knee or hip replacement. It may also be pertinent if a resident’s condition
worsens or deteriorates, as their care needs and functional status change, or follow-
ing the death of a family member or other resident. It is also, of course, opportune
to do so when a resident prompts the question themselves; but in the event that they
do not, the following questions may prove helpful depending on the capacity of the
individual to answer them:

e Tell me how you feel about your illness?

e Tell me what the most important things are to you at the moment?

*  Who is/are the most important person/people in your life at the moment?
* Do they know you feel that way about them?

*  Who would you like to care for you as your health gets worse?

* How would you like to be cared for as your health gets worse?

* Are your worried about your future?

e  What worries you about your future?

*  What things give you hope for the future?

*  What things would give you most comfort as your life draws to a close?
*  Where would you like to be cared for as your life draws to a close?

*  Who would you like to care for you as your life draws to a close?

e What worries you most about dying?

*  What might make the process of dying more bearable for you?

*  Who would you like to be with you when you die?

*  Where would you prefer to die?

*  What would you like to happen to you in the immediate aftermath of your death?
* What preferences do you have about your funeral arrangements?

*  What would you like to happen to your property when you die?

*  Who would you like to implement your last wishes after your death?

* Have you discussed these issues with them?

*  Would you like to discuss these issues with them?

*  Would you like help discussing these issues with them?

The individual’s readiness and ability to answer these questions will vary enor-
mously depending on the extent to which their dementia and other comorbidities are
affecting them. If residents are palpably unable or unwilling to discuss anything
beyond the here and now as represented in the first of these questions, then it is
perfectly alright to end the conversation there for days, weeks or months, until such
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a time as their situation changes and it is advisable to start the process again or they
clearly indicate they are ready to do so. The main thing is not to become discour-
aged by residents’ or family members’ seeming reluctance, and not to persist when
this becomes apparent. A semi-structured interview study by Stewart et al. (2011)
showed that both care home staff and family members held positive opinions
towards advance care planning in general, but contemplating the death of a resident
or family member is understandably more difficult. Other barriers include the
dementia itself, and the residents’ ability to communicate their wishes, as well as
fear or reluctance among less senior members of the care home staff. On the whole,
such discussions seemed to go better the earlier and more natural or ‘matter of fact’
they seemed, stressing that the purpose of the discussion(s) is to identify the resi-
dents’ and families’ wishes only, and reassuring both that the care plan could be
reviewed or changed at any time in the light of new circumstances. The involvement
of staff known to residents and family members was also key to their success, as was
the degree of training staff received, and the confidence they felt in undertaking this
important aspect of end-of-life care. It is perfectly okay, however, for staff to opt out
of this task permanently or on a temporary basis if they feel the need to do so, or as
their personal experience of death and dying dictate.

If the resident’s condition is such that the questions are too long or complicated,
these can be broken down into shorter, closed questions as demonstrated in Chap. 9:
‘Communication in Dementia’, and simpler words such as ‘scared’ used instead of
‘worried’. It may also be necessary to phrase questions in the present tense and only
deal with how the individual is feeling in the ‘here and now’ where appropriate,
bearing in mind that only the first of the questions listed above may be relevant to
someone who has lost all sense of time in the advanced stages of the illness. More
details about advance care planning, including an online open learning program
which includes units on legal and ethical issues, advance care planning in dementia
and advance care planning in residential homes developed by the author in collabo-
ration with local GPs, hospice, care home and community nurses, can be found in:
https://www.canterbury.ac.uk/health-and-wellbeing/advance-care-planning/home.
aspx (O’Connor et al. 2016).

Conclusion

This chapter has outlined the principles of end-of-life care in so far as they relate
to the care and management of people with dementia with particular reference to
the dementia-specific ‘domains of care’ developed by an international panel of
experts on behalf of the European Association of Palliative Care. It has considered
why end-of-life care is an important issue for everyone working in residential,
nursing or long-term care homes in relation to the irreversible and progressive
nature of the illness, and the fact that residents with dementia will almost certainly
die with, if not from the condition. Research findings have been used to highlight
the difficulties associated with end-of-life prognostication in dementia and the
propensity for people with dementia to die more suddenly and unexpectedly than
other care home residents. These demonstrate the need to consider end-of-life
care planning as soon as possible where indicated, and the commonest physical
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signs that death is likely to occur soon have been highlighted. The benefits derived
from taking a palliative approach to the care of such residents have been dis-
cussed, and the importance of open awareness contexts, improved communica-
tion, and better education for professional carers has been described with examples
drawn from the author’s own experience. The contribution which specialist pallia-
tive and end-of-life professionals can make to the assessment, delivery and evalu-
ation of high-quality dementia care in long-term care settings has been evaluated
in the light of research findings and the importance of identifying residents’ con-
cerns, anxieties and wishes in the form of an advance care plan explained. Practical
advice about the ways in which these can be discussed has been provided, but the
importance of not forcing individuals — whether residents or family members — to
discuss such issues until they are ready to do so has also been highlighted. The
nature of dementia is such that it may never be possible to elicit the fears, con-
cerns and preferences of all those likely to die of dementia in residential or care
homes; but the importance of aspiring to this as a means of delivering safe, effec-
tive, person-centered dementia care of the very highest quality to residents at the
end of their lives has clearly been demonstrated.
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Abstract

Depression is highly prevalent in nursing home residents with dementia. It is nega-
tively associated with a resident’s well-being and daily functioning and can increase
mortality and use of healthcare services. However, depression is under-recognized
and undertreated in nursing homes. To improve depression management in residents
with dementia, procedures are necessary for detecting and diagnosing depression
and for psychosocial and pharmacological treatment strategies. Furthermore, moni-
toring the effects of any given treatment is highly important for improving depres-
sion management. This chapter describes a care program that encompasses
procedures for a multidisciplinary approach to depression recognition and treatment
in residents with dementia and that has been developed and shown to be effective in
the nursing home setting. Additionally, the chapter goes into requirements for ade-
quate depression management and implementing care programs in daily practice.
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13.1 Introduction

Depression is a major problem in nursing homes (NHs); on average, about 29% of NH
residents have a depression diagnosis (Mitchell and Kakkadasam 2011). Important
risk factors for depression in nursing home residents are pain, functional limitations,
visual impairment, stroke, loneliness, lack of social support, and negative life events
(Jongenelis et al. 2004). It is negatively associated with a resident’s well-being and
daily functioning and can increase mortality and use of healthcare services. Depression
also causes distress for relatives and care personnel (Smalbrugge et al. 2006; Gutzmann
and Qazi 2015). Nevertheless, depressive symptoms often go unnoticed, for instance,
because depressive symptoms can also be attributed to medical illness, functional
impairments, and dementia (AGS/AAGP 2003) (Thakur and Blazer 2008). For NH
residents with dementia, it is even more complicated to detect depression, because
many have language and memory impairments that impede reliable communication
about their feelings. Therefore, involving nursing staff in recognizing depression is
the first step for improvement of depression care in NH residents with dementia.
Thereto, it is important that nursing staff is trained in recognizing depressive symp-
toms and that screening instruments validated in nursing home residents with demen-
tia are available. To improve depression recognition, it is also important to involve
(gero)psychologists and (elderly care) physicians, who are skilled in screening and
diagnosing depression. The use of a validated depression instrument may help a psy-
chologist to further evaluate the observations of the nursing staff, his or her own
observations, and information from the resident. Accordingly, a diagnostic procedure
should also account for possible cognitive problems. Depressive symptoms in persons
with dementia can be considered different from the symptoms of depression in per-
sons without dementia (Barca et al. 2008; Olin et al. 2002). Since the often used crite-
ria of the Diagnostic and Statistical Manual of Mental Disorders (APA 2000) do not
account for that, it may be advisable to use diagnostic criteria that do, such as the
Provisional Diagnostic Criteria for Depression of Alzheimer’s Disease for residents
with dementia (Olin et al. 2002). Given the under-recognition of depression in NHs,
care programs for depression management should certainly include structural depres-
sion screening and diagnosing (assessment) procedures (AGS/AAGP 2003).
Treatment of depression in NH residents with dementia also requires improve-
ment. Up till now, depression has merely been treated with antidepressants despite
scarce evidence and indications that pharmacological treatment of depression in
dementia may not be beneficial compared with placebo (Nelson and Devanand
2011; Banerjee et al. 2011). Alternatively, evidence for psychosocial interventions
is available: many studies have reported significant benefits on depression and vari-
ous psychological well-being outcomes (Bharucha et al. 2006; Konnert et al. 2009;
Hyer et al. 2008; Buettner and Fitzsimmons 2002; Verkaik et al. 2011). Considering
that adverse outcomes of drug treatment of depression can be serious (Coupland
etal.2011), behavioral and psychosocial interventions should be considered as first-
line treatment in NH residents. Recent literature also shows that collaborative care
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of depression is more effective than a monotherapy (Oestergaard and Moldrup
2011; Brodaty et al. 2003). For instance, a study on behavioral management in nurs-
ing and residential homes, training of caregivers by an old-age psychiatric hospital
outreach team, and ongoing support to individual workers has shown positive effects
on depression outcomes (Proctor et al. 1999).

This chapter describes a multidisciplinary approach to depression recognition and
treatment in residents with dementia that has been developed and investigated in the
nursing home setting: Act in case of Depression (AiD) (Leontjevas et al. 2013a, b).
AiD prescribes procedures for detecting depression, psychosocial and pharmaco-
logical treatment strategies, and a procedure for monitoring the effects of the given
treatment. The program was developed by a working group of geropsychologists
within the context of the University Network of Nursing Homes, Nijmegen. It is
based on national (Dutch) and international guidelines (AGS/AAGP 2003: www.
ggzrichtlijnen.nl) and scientific evidence, combined with the clinical expertise of the
developers. AiD was shown to have an effect on the motivational aspects of mood: in
a large randomized controlled trial, it appeared effective in decreasing depression on
units for somatically frail residents and in decreasing apathy on dementia special
care units. On both types of units, residents’ self-reported quality of life scores
improved. Furthermore, the effects of AiD were far stronger in units on which the
implementation process had been successful; especially improved recognition of
depression led to larger effects (Leontjevas et al. 2013a, b).

13.2 How to Actin Case of Depression in Dementia?

AiD aims to reduce depression prevalence and to increase the quality of life of NH
residents by educating NH personnel and providing procedures for multidisci-
plinary collaboration regarding the assessment and treatment of depression, which
are tailored to individual residents regarding their cognitive abilities and personal
needs. Thus, the core aim of AiD is to provide a structure toward depression man-
agement that is broadly applicable. All assessment and treatment procedures are
evidence based and leave room for decisions based on clinical expertise of profes-
sionals. The program suggests assessment instruments and treatments, but these
may be replaced by other valid tools. AiD has three core elements: assessment,
treatment, and monitoring and evaluation (Fig. 13.1).

13.2.1 Element 1: Stepwise Depression Assessment

For depression assessment, a stepped care approach involving three steps is advised.
In the first step, “detection,” a nursing staff member uses a screening instrument to
recognize residents who may have depressive symptoms. An observer-rated instru-
ment focusing on nonverbal symptoms is advised for this step, since this is not
dependent on communication abilities which can be impaired in residents with
dementia. To this end, the five-item Nijmegen Observer-Rated Depression (NORD)
scale (see gray box) was developed and validated, which can be used for screening
for depression on a regular basis in NH residents with and without dementia. It
appeared sensitive, short, and easy to score (Leontjevas et al. 2012b).
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The Nijmegen Observer-Rated Depression (NORD) Scale

Instruction: Answer “yes” when the behavior was present in the last 2 weeks
and “no” when the behavior was not present or not applicable to your client.
“Often” means that the behavior was present for several hours during at least
8 days of the last 2 weeks.

1. Does the client often look sad, gloomy, or cheerless?

2. Does the client often cry or is he/she often emotionally distressed?

3. Does the client often lack a positive response to social contacts or pleasant
events?

4. Does the client often need to be encouraged to do something or participate
in joint activities?

5. Does the client often have problems with sleep (falling asleep, maintaining
sleep, waking up) or appetite (no appetite, unusually hungry)?

If more than one question is answered with “yes,” further screening is
indicated.

Updated from Leontjevas et al. (2012b). Permission conveyed through Copyright Clearance
Center, Inc.

Detection by nursing staff, repeat every 6 months (a short depression scale)

Screening indicated Screening not indicated

Screening by psychologist (depression scales,interviews)

Depressive symptoms in
dementia

Depressive symptoms in
non-dementia

No depressive symptoms

Evaluation with
screeining instruments

Diagnosing in non-dementia by
physician & psychologist

Diagnosing in dementia by
physician & psychologist

Depression in Depression symptoms but Minor
dementia no depression depression

Major
depression

Module 1, Basic interventions by
nursing staff & recreational therapist

Day structure & Pleasant activities plan

Module 2, Psychotherapy by psychologist

Mediative therapy in severe
cognitive problems

Life review therapy or
other psychotherapy

Module 3, Medication considered by physician

[ Stepped-care: 1) citalopram; 2) nortriptiline; 3) consulting psychiatrist ]

Fig. 13.1 The care program act in case of depression (Updated from Leontjevas et al. (2013a).
Permission conveyed through Copyright Clearance Center, Inc.)
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In the Netherlands, where psychologists are staff members in most care organi-
zations, the second assessment step, “‘extensive screening,” is to be conducted by a
psychologist when this is indicated by the detection instrument used in the first step.
For residents who cannot be interviewed because of the severity or type of their
(cognitive) impairments, the use of a proxy-based depression screening instrument
is advised. For residents who can self-report, the Geriatric Depression Scale 8-item
version is suggested ((Jongenelis et al. 2007) GDSS8, cutoff score > 2). When obser-
vation is more appropriate, the Cornell Scale for Depression in Dementia
((Alexopoulos et al. 1988) CSDD, cutoff score > 7) has acceptable accuracy when
professional caregivers are the only source of information, both in residents with
and without dementia (Leontjevas et al. 2012a).

When indicated by the second step, in the third step of depression assessment, a
psychologist and/or a physician undertake a diagnostic procedure. AiD advises the
use of the Provisional Diagnostic Criteria for Depression of Alzheimer’s Disease
for residents with dementia (Olin et al. 2002), instead of the Diagnostic and
Statistical Manual of Mental Disorders (APA 2000).

Usually, the second and third assessment steps are combined in one session with
the residents and/or nursing staff member. In countries where psychologists and/or
physicians are not affiliated to the NH, this is even more advisable.

13.2.2 Element 2: Treatment Strategies

As described, there is limited evidence for the effects of antidepressants in NHs,
especially in residents with dementia. Therefore, the focus should be on psychoso-
cial treatment of depression. AiD emphasizes psychosocial treatment, and the
revealed effects of the care program underpin that a multidisciplinary approach is
advisable (Leontjevas et al. 2013a, b). AiD has three treatment modules that also
reflect a stepped care approach.

Module 1 is to be performed for NH residents with depressive symptoms or
depression and comprises environmental and behavioral strategies by nursing or
care staff and/or an activity therapist. They develop and execute a day structure
program (DSP) and a pleasant activities plan (PAP) (Teri et al. 1997; Verkaik et al.
2011). A DSP structures the way days are spent, thereby preventing disruptions of
the circadian rhythm and realizing meaningful ways of spending residents’ days.
PAP provides the content of the DSP and focuses on involving residents in activities
that they find pleasant and also avoiding activities they find unpleasant. A PAP
describes goals and ways to realize them.

Module 2 regards treatment by a psychologist and is complementary to Module
1 for NH residents who meet criteria for a depression diagnosis. If the communica-
tive and cognitive abilities allow for talk therapy, this is initiated by the psycholo-
gist. The AiD program does not prescribe a specific therapy, but the manual contains
precious memories therapy (Bohlmeijer et al. 2010) which is a form of life review
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therapy adapted for NH residents. If talk therapy is not possible, mediative ther-
apy — in which the psychologist intervenes in the resident’s social environment
through educating and coaching the care team — is advised (Hamer 2003).

Module 3 regards pharmacological treatment. If treatment according to Modules 1
and 2 is not effective or if depression is very severe, the physician may consider pre-
scribing antidepressants. For this, the NICE guideline dementia, which summarizes
the most recent evidence and recommendations for treatment of depression in demen-
tia, can be applied (https://www.nice.org.uk/guidance/cg42/evidence/full-guideline-
including-appendices-17-195023341). It is important to consider that, in patients with
dementia, there is no evidence in favor of pharmacological treatment of depressive
symptoms and minor depression: the known trials are all negative, while research into
effectiveness of antidepressants for major depression in dementia stays inconclusive.
Therefore, pharmacological treatment should be prescribed with caution and, prefer-
ably, when other treatments have appeared to be ineffective. For residents with demen-
tia, when the observed burden of depression is high, AiD suggests the prescription of
antidepressants (selective serotonin reuptake inhibitors: sertraline, fluoxetine, citalo-
pram) in combination with non-pharmacological strategies described above.
Antidepressants with anticholinergic side effects should preferably be avoided. Effect
and side effects (gastrointestinal and central nervous system related, dry mouth, dizzi-
ness/falls) should be monitored carefully. For severe major depression (with psychotic
symptoms, suicidal thoughts, or refusal to eat), referral to a psychiatric hospital should
be discussed with representatives of the resident. In these cases, electroconvulsive
therapy may also be considered (Pellegrino et al. 2013).

The AiD trial showed that on dementia special care units, Module 1 was most
effective and that on units for somatically frail residents Module 2 was. No evidence
was observed for effects of Module 3, pharmacological treatment. In contrast, indi-
cations were found that it might have increased apathy (Leontjevas et al. 2013b).

13.2.3 Element 3: Monitoring and Evaluation

Element 3 has two goals: (1) timely detection of depressive complaints and (2)
monitoring and evaluation of treatment in order to adapt it if necessary. If the ele-
ment “assessment” shows no depressive complaints, AiD proposes to administer the
observational scale of step 1 6 months later. Thus, through element 3, AiD is cyclic.
This way, the care team remains alert regarding depressive symptoms. If there
appear to be depressive complaints, further steps are necessary. If treatment is pre-
scribed, a psychologist and/or physician make a treatment plan in accordance with
element 2 and determine how and when to evaluate it. Ideally, this multidisciplinary
evaluation takes place within 3 months after having set a diagnosis. As input for the
evaluation, administering the assessment instrument of step 2 “screening” is advised
as well as checking the diagnostic criteria of step 3 “diagnosing.” During treatment,
it is important to monitor both effects and feasibility of the proposed treatment
options. All involved professionals have to be attentive to procedural hurdles and
side effects when implementing treatment strategies and are responsible for inform-
ing each other and for trying to solve the encountered problems.


https://www.nice.org.uk/guidance/cg42/evidence/full-guideline-including-appendices-17-195023341
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13.2.4 Apathy and Depression

It is also advisable to monitor apathy when managing depression. Apathy is charac-
terized by diminished motivation in combination with a lack of goal-directed behav-
ior, goal-directed cognition, and emotional affect, which leads to reduced interest
and participation in the main activities of daily living, diminished initiative, early
withdrawal from initiated activities, indifference, and flattening of affect (Marin
et al. 1991; Starkstein et al. 2001; Robert et al. 2009). In NH residents with demen-
tia, apathy is very common (Zuidema et al. 2009; Wetzels et al. 2010; Selbaek et al.
2013; van Reekum et al. 2005; Cipriani et al. 2014; Zwijsen et al. 2014). However,
it is rarely considered a problem in that setting (Leone et al. 2013; Zwijsen et al.
2014), even though it has been found to be associated with a number of adverse
outcomes, such as high caregiver burden, poor treatment response, reliance on care-
givers to initiate activities of daily living, low quality of life, and more rapid cogni-
tive and functional decline (van Reekum et al. 2005; Tagariello et al. 2009; Starkstein
et al. 2006; Bakker et al. 2013; Mulders et al. 2016). The overlap of apathy with
depression is evident, as loss of interest or pleasure is a principal symptom to diag-
nose depression, even when depressed mood is not present (APA 2000; Olin et al.
2002). However, various studies support the concept of apathy as a behavioral syn-
drome that can be discriminated from depression (Levy et al. 1998; Starkstein et al.
2008; Ishii et al. 2009). Recent studies show a combination of overlapping and dif-
ferent risk factors for apathy and depression after stroke (Withall et al. 2011; Yang
et al. 2013). To be able to differ between depression and apathy, the diagnostic cri-
teria for apathy in Alzheimer’s disease and other neuropsychiatric disorders (DCA)
(Barca et al. 2010) can be added to a diagnostic procedure for depression.
Furthermore, the abbreviated Apathy Evaluation Scale (AES-10) was validated in
the AiD trial (Leontjevas et al. 2012c) and can be administered next to screening
instruments for depression.

Regarding treatment, as described above, the behavioral strategies applied in
AiD activate not only residents with depressive features but can also be beneficial
for apathy (Brodaty and Burns 2011), whereas pharmacological treatment of depres-
sion using antidepressants may induce apathy (Barnhart et al. 2004; Settle 1998).
Thus, for monitoring and evaluation of treatment, measuring apathy — for instance,
by using the AES-10 — is advised.

13.3 Requirements for Appropriate Treatment of Depression
in NH Residents with Dementia

AiD was shown to have effects on depression, quality of life, and apathy. Moreover,
it was considered relevant and feasible by the involved stakeholders (unit managers,
physicians, and psychologists) (Leontjevas et al. 2012d). However, implementation
of AiD during the AiD trial was not highly successful. For instance, treatment was
not started in more than half of the indicated cases, and, while a DSP and PAP
(Module 1) were applied more often in dementia units than in somatic units, treat-
ment by a psychologist (Module 2) was executed almost three times less often in
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dementia units (Leontjevas et al. 2012d). Furthermore, element 3 (evaluation) was
the least often implemented part of AiD in both unit types.

The reasons for suboptimal implementation reported by stakeholders shed light
on requirements for adequate depression management. The stakeholders of the AiD
trial mentioned several causes of suboptimal implementation in daily care, such as
high workload, lack of time, difficulties in multidisciplinary collaboration or within
the care team, staff changes and unfulfilled positions, low involvement of manage-
ment, and reorganizations (Leontjevas 2012). High turnover of staff in the units not
only resulted to additional expenditures but also compromised performing the pro-
gram as planned. In 33 units that participated in the AiD trial, 22 physicians, 19
psychologists, and 11 unit managers changed their job during the intervention
period (12 months on average). In 12 out of 33 units, more than 20% of the nursing
staff that were educated by the researchers left the unit. It is not surprising, then, that
the NH professionals mentioned frequent staff changes and shortage of (qualified)
staff as an important barrier to carrying out the program. Supporting stable multidis-
ciplinary staff and empowering personnel appear crucial for introducing care inno-
vations. According to the professionals, implementation would have been facilitated
if there were, in addition to less staff turnover, more investment in educational strat-
egies and in activities for residents.

Furthermore, the suboptimal implementation of the evaluation element during
the AiD trial calls for additional attention. When treatment strategies are not evalu-
ated, depression may persist due to ineffective strategies that are not fine-tuned.
Furthermore, when implementation is not evaluated, barriers to implementation
may persist and prohibit the necessary changes. Both require a solid working rou-
tine with structurally planned evaluation meetings and room for discussion and
treatment optimization.

Also, as mentioned by the stakeholders of the AiD trial when discussing the
reasons of suboptimal implementation, adequate collaboration and allocation of
stakeholders’ roles is crucial. Implementing an innovation in NHs requires a proj-
ect leader, preferably a local opinion leader, who coordinates the implementation
process. NH managers have to be involved as well by approving and, more impor-
tantly, facilitating the implementation. NH managers who are able to empower
their staff and who invest in their staff through acquiring a positive attitude toward
change highly facilitate the implementation of care improvement programs. The
unit manager is undoubtedly one of the key stakeholders who has to encourage
implementation and create opportunities for nursing staff to be trained and to be
involved in the intervention. Furthermore, psychologists and physicians have to
initiate the intervention and specific treatment strategies and make sure treatment
is being evaluated. Also, nursing staff needs to be involved in order to improve
depression recognition but needs to be equipped to do so by education, feasible
assessment instruments, and practical procedures. The final crucial stakeholders
are the residents and their relatives. The involvement of relatives, friends, and other
informal caregivers is also necessary for successful and tailored application of
environmental treatment strategies, e.g., in facilitating and executing the pleasant
activities plan (Verkaik et al. 2011). Therefore, the strategies that are used to
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implement the intervention should also be provided and tailored to the residents
and their relatives. In order to improve effectiveness of activating strategies (AiD
treatment Module 1), NH staff should be able to tailor the strategies to the needs
and abilities of the resident.

Conclusion

Depression is a major problem in nursing homes and its recognition and treat-
ment need improvement. This chapter describes a multidisciplinary approach to
depression management in residents with dementia that was specifically devel-
oped for the nursing home setting. To date, not many evidence-based complex
care interventions have been put into practice in a NH setting — a setting that
shows high rates of reorganization, high staff turnover, low nursing staff educa-
tion level, and a shortage of staff. Taking on the challenge of implementing care
innovations is important for improving the quality of care and, through this, the
quality of life of residents with dementia. Depression is treatable and AiD ele-
ments have been shown to help in detecting and treating this condition. This
implies that it is possible to reduce the prevalence of depression in nursing home
residents with dementia, that is, if we Act in case of Depression.
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Abstract

Caring for the patient with dementia can be a difficult task requiring a heightened
degree of empathy and understanding; however this difficulty can be further
exacerbated when the patient experiences episodes of delirium. Care strategies
for these two disorders of consciousness and cognition are often very different,
and it is extremely important that they are not confounded; indeed when consid-
ering them individually, this is quite obvious. However when caring for the per-
son who is experiencing delirium superimposed on dementia, we need an ever
delicate approach to provide optimum care. It is vitally important that we do not
excuse delirious episodes as part of the dementia process as it important not to
diagnose delirium in the place of a deterioration in cognitive status because of
dementia. This chapter presents some of the defining characteristics of delirium
and differentiates it from dementia as well as identifying some of the precipitat-
ing and predisposing factors leading to delirium. It considers the impact and
outcomes of delirium and delirium superimposed on dementia (DSD) and also
considers some of the pharmacologic and non-pharmacologic management strat-
egies for DSD, as well as interventions for the prevention of delirium.
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14.1 Introduction

Delirium and dementia are amongst the most common causes of cognitive dysfunc-
tion and impairment in clinical and care settings, yet are very often unrecognised,
undiagnosed or mistaken for each other (Fong et al. 2015). While dementia is char-
acterised by chronic and progressive cognitive decline, delirium is a neuropsychiat-
ric disorder classified by the Diagnostic and Statistical Manual of Mental Disorders
(DSM-5) as a disturbance in attention, awareness and cognition that develops over
a short period of time and fluctuates over the course of the day (American Psychiatric
Association 2013). It may develop in many different settings, a person may already
have delirium when they present to hospital or long-term care, or it may develop
during their stay, and older people and people with dementia are at particular risk of
developing delirium (NICE 2010). The limited literature on delirium, especially on
experiences of delirium, is generally focussed on broad patient populations such as
ICU, cardiac surgery, burns and palliative care (Partridge et al. 2013); very often in
these studies, patients with pre-existing cognitive impairment, such as dementia, are
excluded. Their relationship is further conflated in that experience of delirium is an
independent risk factor for the subsequent development of delirium (Fong et al.
2015). Delirium and dementia commonly coincide, and indeed as mentioned pre-
existing dementia is a significant risk factor for the development of delirium.
Delirium which occurs in patients with dementia is referred to delirium superim-
posed on dementia (DSD), and it is a complex and common problem which can
have serious complications and poor prognostic implications (Fick et al. 2002).
Evidence suggests that DSD has a significant impact on rehabilitation and func-
tional outcomes for those who experience it (Morandi et al. 2014). The experience
of DSD can also be extremely traumatic for those affected, many of whom recall
their delirious episodes and in turn experience distress (Morandi et al. 2015a), but
this distress can also significantly impact family and caregivers (Morandi et al.
2015b). With the substantial increase of those older than 75 years in most developed
countries, the phenomenon of DSD and its effect on cognitive function and well-
being requires a considered and expert approach in order to effectively detect, man-
age and prevent it.

This chapter will discuss the distinguishing characteristics of delirium as well as
the incidence, risks and outcomes delirium superimposed on dementia. We will fur-
ther present strategies to detect, manage and prevent DSD.

14.2 Categorisation of Delirium

Originally delirium was considered solely to be manifested through a change in
mental status, therefore a disorder of arousal (Inouye et al. 2014) someone could be
in a hyperactive or aroused state or a more sedate or hypoactive state. However as
delirium became more of a focus of clinicians and through more advanced observa-
tion and interaction, it became apparent that delirium was also characterised by a
change in clarity of thought and attention. It is now accepted widely that delirium is
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primarily as a disorder of cognition, with attentive and global cognitive impairment
as the key features (Inouye et al. 1990).

Delirium is still however manifested in two broad psychomotor forms, hyperac-
tive delirium and hypoactive delirium. Hyperactive delirium is usually identified
quite quickly, as patients who present with hyperactive delirium can be outwardly
confused and disruptive; we often see this form in patients who are concurrently
withdrawing from alcohol or other drugs. Hypoactive delirium is especially preva-
lent in older patients, this form is less obviously noted and very often the patient is
more sedate and withdrawn, and generally hypoactive delirium is associated with
worse outcomes (Marcantonio 2012). It should also be noted that very often patients
will present with a mixed delirium, where they fluctuate from hyperactive to hypo-
active delirium throughout the day or the duration of the disorder. While the out-
ward presentations of the different types of delirium are quite distinct, EEG tracings
do not differ significantly (Koponen et al. 1989).

14.3 Distinguishing Delirium from Dementia

Delirium and dementia are very often considered to be mutually exclusive and dis-
tinct conditions; however it is important to acknowledge and understand the link-
ages between them. A good grasp of the interface between delirium and dementia
could in fact deepen our understanding and advance both our conceptualisation and
treatment approach to each (Fong et al. 2015). It is important not to confound them,
they are indeed distinct and while this chapter shows the strong linkages, the DSM-5
asserts caution stating that dementia should not be diagnosed in the face of delirium
and delirium should not be diagnosed when symptoms are better accounted for by
pre-existing, established or evolving dementia (American Psychiatric Association
2013). In practice however it can be difficult to distinguish. When you ask health-
care practitioners to identify the symptoms of either condition, you are likely to get
a very similar list, confusion, agitation, hallucinations and inappropriate mood.
Indeed there is a blurred division when you consider the phenomena of persistent
delirium, which can last for months or even years (Cole et al. 2003) along with
reversible dementia. Even the most experienced clinicians can find it difficult to dif-
ferentiate between the two diagnoses, and the differentiation may ultimately depend
on an acute change from the patient’s baseline, which sometimes may not be known.
This supports the central role family and carers can play in the recognition and
diagnosis of DSD (Morandi et al. 2015b). Despite these complexities and anoma-
lies, typically there are certain features which differentiate the conditions. Firstly, in
the phasing of onset, as declared in the NICE guidelines (2010), delirium has an
acute onset, usually over a matter of hours or days; in contrast to this, we know that
dementia is more progressive and develops over months or years. Another key ele-
ment of delirium is that the altered cognition and consciousness fluctuate over the
course of the day, with periods of lucidity and delirium occurring in close proxim-
ity; in dementia these cognitive behaviours typically remain intact until the later,
advanced stages (Fong et al. 2015). A useful way to conceptualise delirium is as an
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acute brain organ dysfunction, a multifactorial syndrome comparable in that way to
acute heart or kidney failure. Very often the diagnosis is only made retrospectively
after there is a resolution of symptoms and a return to normal functioning, and this
obviously makes it more difficult to establish the precipitating factors. It is sug-
gested that where there is an acute change in mental status, it should be treated as
delirium until proven otherwise (Fong et al. 2015).

14.4 Incidence

Reporting of delirium is poor and so it can be difficult to accurately estimate its
prevalence (NICE 2010); however all studies examining delirium rates in hospital
and community care settings show a significant proportion of patients experiencing
delirium. Inouye et al. (2014) suggest that as much as 50% of those over the age of
65 admitted to hospital will suffer from delirium. Morandi et al. (2015a) highlight
that the prevalence rates of DSD range between 22% and 89% in both community
and hospital settings.

14.5 Causes

While delirium can indeed be caused by a single factor or event, most often in
elderly people, the causation is multifactorial (Inouye and Charpentier 1996). It is
likely that each individual episode of delirium has a unique set of component con-
tributors and it may be more helpful to broadly consider the predisposing factors
and the precipitating factors (see Table 14.1).

Indeed the development of delirium is very often contingent on a complex inter-
relationship between these predisposing risks and precipitating factors, where
those already vulnerable, perhaps because of having a number of predisposing
factors, are exposed to a single (or multiple) precipitating factor(s). For example, a
patient with dementia or other cognitive impairment may only develop delirium if

Table 14.1 Predisposing and precipitating factors for the development of delirium

Predisposing factors Precipitating factors
Dementia Drugs

Other cognitive impairment Physical restraints
History of delirium Urinary catheter
Functional impairment Infection

Visual impairment Electrolyte imbalance
Hearing impairment Metabolic acidosis
Comorbidity or severity of illness ITatrogenic event
Depression Surgery

History of transients ischemia or stroke Trauma

Alcohol Coma

Older age

Reproduced from Inouye et al. (2014)
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they or when they are physically restrained to stop them wandering, are given a
sedative agent at night-time or develop a urinary infection. It is extremely impor-
tant to distinguish the predisposing elements here, often which we cannot control,
from the much more controllable precipitating factors in order to provide adequate
care and treatment.

14.6 Pathophysiology

Given the complex multifactorial causation and the probability that each individ-
ual episode of delirium has, a unique set of contributors, to isolate a single mecha-
nism of delirium, is practically impossible. There is evidence amassing however
highlighting how different sets of biological factors interacting can lead to acute
cognitive dysfunction by interfering with large-scale neuronal networks. These
include inflammation, metabolic imbalance, neurotransmitter derangement, phys-
iological stressors, electrolyte imbalance and genetic abnormalities (Watt et al.
2013). We know that although delirium can occur at any age, children and older
people are particularly vulnerable (Inouye et al. 2014); children obviously have
less developed neuronal networks, and in older people they are more likely to
have age-related damage to these networks, and so this further points favourably
to the hypotheses that neuronal networks play a key role in the pathophysiology
of delirium.

14.7 Diagnosis

The high prevalence and complex presentation of delirium means it is important
that appropriate tools are used to aid in its diagnosis. Delirium is often unrecog-
nised and easy to overlook (Inouye et al. 2014), and as mentioned above it is
important not to class all confused or inappropriate behaviour as delirium, as
much as it is important not to excuse delirious behaviour because the patient has
an underlying cognitive impairment, psychiatric history or dementia. While some
potential has been explored for the use of EEG of CT/MRI neuroimaging for the
diagnosis of delirium, it shows low yield in unselected patients (Agency for
Healthcare research and Quality 2013). There are a number of validated tools
which can be applied to diagnose delirium. The NICE guidelines (2010) recom-
mend using the DSM criteria as a basis for clinical assessment or alternatively
using the Confusion Assessment Method (CAM) (Inouye et al. 1990). CAM is a
5-min questionnaire by which the present severity and fluctuation of nine delirium
features are identified (Wong et al. 2010). The features tested are acute onset, inat-
tention, disorganised thinking, altered level of consciousness, disorientation,
memory impairment, perception disturbances, psychomotor agitation or retarda-
tion and altered sleep wake cycle. Based on the DSM criteria for delirium, the
questionnaire is in the form of the algorithm and is quick and easy to administer.
The step-by-step process first establishes the essential features which are sudden
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onset and fluctuating course as well as inattention. The latter part features a test to
establish either disorganised thinking or altered level of consciousness. So essen-
tially if you have the first two features and either (or both) of the latter, you are
diagnosed as CAM positive and delirious. CAM is by far the most widely used
assessment tool for delirium (Inouye et al. 2014) and has been adapted for use in
several specialist settings such as ICU and emergency departments. CAM has also
been adapted for use in nursing home patients (Dosa et al. 2007). The NH-CAM
rearranges the minimum data set items which were previously used to identify
delirium in nursing homes into a similar structure as the original CAM (Fig. 14.1).
Other tools used include the Clinical Assessment of Confusion (Vermeersch
1990), the Global Attentiveness Rating (O’keefe and Gosney 1997) and the
Delirium Observation Screening Scale (Schuurmans et al. 2003); however given
its simplicity, efficiency, adaptability and efficacy, the best evidence supports the
use of CAM (Wong et al. 2010). As with any tool, the quality of outcome is depen-
dent on the ability of the user, and so it is important that adequate training is
engaged to use such tools. Another important factor, especially in those with pre-
existing cognitive impairment or dementia, is establishing their baseline cognitive
ability. Families and carers can play a vital role in the diagnosis of delirium, and
in fact the CAM has further been adapted to allow for families and carers to assess
for signs of delirium CAM-ICU (Steis et al. 2012).

CAM NH-CAM

Acute onset and Flucuating Mental Function Caries over the

Course course of the day OR Mood decline
over the last 90 days

AND AND
AND EITHER AND EITHER

Periods of altered perception or
Disorganized Thought awareness or surroundings OR
or Speech Episodes of disorganized speech
OR Cognitive decline over
the last 90 days

Periods of restlessness OR

Periods of lethargy OR Behaviour
Altered level ofconsciousness decline over the

last 90 days

Fig.14.1 Comparison of CAM and NH-CAM
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14.8 Outcomes

Independently both dementia and delirium have a large impact effecting length of
stay in hospital, healthcare costs, morbidity, mortality and loss of functional inde-
pendence. These effects are amplified when DSD is considered; however, unfortu-
nately the consequences of DSD remain a relatively neglected research area (Fick
et al. 2005). While there is conflicting evidence in the data around DSD and mortal-
ity, there are strong suggestions that it can significantly add to risk of death (Bellelli
et al. 2007). It has however been well established that delirium, as a stand-alone
factor, has a significant impact on mortality (McCusker et al. 2002). DSD also has
been found to have a significant impact on rehabilitation, mobility and functional
independence. Morandi et al. (2014) have signified that DSD needs to be recognised
by clinicians as a prognostic factor in rehab, reporting a significant negative effect
on functional outcomes, as well as leading to institutionalisation of patients. A fur-
ther study by Morandi et al. (2015a) considered the psychological and emotional
impact of DSD on patients. The study reported increased anxiety, depression and
low mood amongst people who had experienced DSD. O’Malley et al. (2008) found
that the experiences of patients who had delirium could be grouped into three main
themes, incomprehension and feelings of discomfort, the need to keep distance and
to protect oneself, and interventions which diminish suffering. Delirium and DSD
can also have a profound effect on family, caregivers and healthcare staff; an impor-
tant note to take from Morandi et al. (2015b) is that while there were elements of
distress in both the informal caregivers and healthcare staff, it was substantially
higher in the informal carers.

14.9 Management of DSD

Determining and correcting the underlying cause of delirium is the primary inter-
vention in managing DSD, but the symptoms of delirium must be managed until the
delirium is resolved. In general, the management of DSD can be classified into the
two categories of non-pharmacologic and pharmacologic interventions. Non-
pharmacologic interventions are preferred as first-line approaches because the med-
ications used to treat the symptoms of delirium may actually exacerbate or prolong
its course.

14.9.1 Non-pharmacological Interventions

Non-pharmacologic interventions are aimed at eliminating and/or decreasing the
extrinsic risk factors associated with the development of delirium as well as decreas-
ing the intensity and length of delirium symptoms and focus on modifications of the
environment and interactions with the patient. Adequate night-time sleep needs to
be assured and can be optimised through minimal frequency of vital sign assess-
ment overnight in stable patients, early morning phlebotomy scheduled for later



198 J.P. Gilmore and K.A. Weigel

morning and reduction of noise, light and staff activities during the night. Sensory
deficits must be accommodated, and associated modifications include the use of
large clocks and posting of orientation boards with current date and names of
assigned staff, adjusting approaches to the patient to accommodate type of visual
and/or hearing impairment (e.g. approach from unaffected side if unilateral deficit)
and communicating with a slow, calming voice at appropriate loudness level and
facing the patient at eye level. Although there is little documented research examin-
ing these interventions, their use has become standard practice due to experience,
common sense and lack of adverse effects (American Psychiatric Association 2010).
As noted in the NICE guidelines (2010) regarding the prevention of delirium, the
issues of hydration, nutrition, oxygenation, pain, mobility and/or immobility, infec-
tion, and the effects of medications must also be addressed in the management of
delirium.

The interactions of all staff and family members with the patient are of para-
mount importance, and it is vital that all are educated regarding the risks, signs,
symptoms and management of delirium. It is equally important that family mem-
bers be supported and involved in the interdisciplinary plan of care from the outset
(NICE 2010). Reassurance of safety, validation, redirection of attention to non-
threatening topics, engaging in pleasant conversations or activities and maintaining
interactions with the resident throughout the day to minimise under-stimulation or
overstimulation are necessary. If the presence of family members is calming, it may
minimise symptoms and improve sleep quality and should be encouraged; but, if the
presence of family members causes or increases agitation, it will only exacerbate
symptoms and should be discouraged and/or minimised.

The use of physical restraints is contraindicated due to association with increased
agitation, increased risk of injury, increased risk of death and prolongation of delir-
ium (Evans et al., 2003). If absolutely necessary, physical restraints should be used
only for a very short term in only the most severe cases of psychomotor agitation
where there is significant risk of injury to the resident or staff and only after all other
alternatives have been exhausted (Salzman et al. 2008).

14.9.2 Pharmacological Interventions

Pharmacologic interventions may sometimes be required in addition to non-
pharmacologic interventions in cases where the patient’s agitation is very severe
and/or when the patient or staff is at risk for harm. If pharmacological intervention
is absolutely indicated, evidence and published guidelines recommend the use of
first-generation antipsychotics, such as haloperidol or chlorpromazine (American
Psychiatric Association 2010). Second-generation antipsychotics, such as risperi-
done, quetiapine and olanzapine, and anxiolytics, such as benzodiazepine, may be
suggested, but these medications are not recommended as first-line pharmacologi-
cal interventions. The US Food and Drug Administration has, in fact, administered
black box warnings for the use of atypical antipsychotics, benzodiazepines have
been shown to increase the risk of delirium, and current research has shown an
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association with as much as a two-fold increase in mortality for individuals with
Alzheimer’s dementia receiving atypical antipsychotics (Clegg and Young 2011,
Musicco et al. 2011). Any of these medications should be used only when abso-
lutely necessary, after careful and thorough review of the patient’s record and in the
lowest dose for the shortest duration possible. Assessment for development of extra-
pyramidal symptoms (EPS), increased risk of falls, sedation and development or
exacerbation of cardiac abnormalities must be ongoing, and all staff and family
members must be updated regarding the patient’s status. Consideration of the type
of dementia and comorbidities is imperative. The use of antipsychotics is inappro-
priate for individuals with Lewy body dementia or Parkinson’s disease with demen-
tia, and the use of these and other psychotropic medications can be inappropriate in
the presence of other conditions or diseases (NICE 2010).

14.9.2.1 Prevention of Delirium

While there is an onus on healthcare providers to be diligent in the screening and
treatment of delirium, it is, by in large, preventable. By being more aware of the
predisposing and precipitating factors as mentioned above (Inouye 2014), caregiv-
ers and healthcare providers are equipped to act promptly in the prevention and
early treatment of delirium. NICE (2010) identify 13 recommendations for the pre-
vention of delirium in at-risk patients (see Table 14.2).

Table 14.2 Recommendations

—

. Ensure that persons at risk for delirium are cared for by a team of healthcare professionals
who are familiar with the person at risk. Avoid moving persons within and between wards or
rooms unless absolutely necessary

2. Give a tailored, multicomponent intervention package. Within 24 h of hospitalisation, assess
persons at risk for clinical factors contributing to delirium. On the basis of the results of this
assessment, provide a multicomponent intervention tailored to the person’s individual needs
and care setting

3. The tailored, multicomponent intervention package should be delivered by a
multidisciplinary team trained and competent in delirium prevention

4. Address cognitive impairment or disorientation by providing appropriate lighting and clear
signage; ensuring that a clock (consider providing a 24-h clock in the critical care unit) and
a calendar are easily visible to the person at risk; talking to the person to reorient them by
explaining where they are, who they are and what your role is; introducing cognitively
stimulating activities (e.g. reminiscence); and facilitating regular visits from family and
friends

b

Address dehydration and constipation by ensuring adequate fluid intake to prevent
dehydration by encouraging the person to drink — consider offering subcutaneous or
intravenous fluids, if necessary, and taking advice when managing fluid balance in persons
with comorbid conditions (e.g. heart failure or chronic kidney disease)

>

Assess for hypoxia and optimise oxygen saturation, if necessary, as clinically appropriate

~

Address infection by looking for and treating infection, avoiding unnecessary catheterisation
and implementing infection-control procedures in line with the NICE clinical guideline on
infection control

(continued)
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Table 14.2 (continued)

8. Address immobility or limited mobility through the following actions: encourage persons
to mobilise soon after surgery and walk (provide appropriate walking aids that are
accessible at all times) and encourage all persons, including persons who are unable to
walk, to carry out active, range-of-motion exercises

9. Address pain by assessing for pain; looking for nonverbal signs of pain, particularly in
persons with communication difficulties (e.g. persons with learning difficulties or dementia
or persons on a ventilator or who have a tracheostomy); and initiating and reviewing
appropriate pain management in any person in whom pain is identified or suspected

10. Carry out a medication review for persons receiving several drugs, taking into account both
the type and the number of medications

11. Address poor nutrition by following the advice given in the nutrition support in adults
section in the NICE clinical guideline 32 and ensuring that dentures fit properly in persons
who have them

12. Address sensory impairment by resolving any reversible cause of the impairment, such as
impacted ear wax, and ensuring hearing and visual aids are available to and used by
persons who need them, and check that such aids are in good working order

13. Promote good sleep patterns and sleep hygiene by avoiding nursing or medical procedures
during sleeping hours, if possible; scheduling medication rounds to avoid disturbing sleep;
and reducing noise to a minimum during sleep periods

Reproduced from O’Mahony et al. (2011)

Conclusion

With our global ageing populations and the increased demands for enhanced and
supported care, it is likely that the issue of delirium will continue to intensify in
nursing home settings. There is a great need for more research, information and
communication about delirium, to embed good care practice and preventative
measures, as well as to ensure prompt recognition and appropriate treatment.
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Dementia Care in Nursing Homes 1 5
Requires a Multidisciplinary Approach

Jos Schols and Tinie Kardol

Abstract

Dementia care in nursing homes involves care for very frail and disabled older
residents, suffering from complex problems in various domains of life. These
problems require an integrated approach, focusing on the resident as a human
being with a disease who needs high-quality professional care which contributes
to his or her quality of life and also supports the family and other informal care-
givers. To enable an integrated approach, multidisciplinary teamwork is neces-
sary. Offering care from a multidisciplinary approach puts challenges on the
organization of care, more specifically on the share each healthcare professional
gets in the care process, on the related mutual agreements between different
healthcare professionals and on their mutual communication. In the near future,
more attention must be paid as well to the equal role that residents and family
caregivers themselves may play in this process of multidisciplinary care.
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15.1 Introduction

Dementia care in nursing homes represents care for very frail and disabled resi-
dents, suffering from complex problems in various domains, including the physical,
psychological and social domain. These problems require an integrated approach,
not primarily targeting the disease but focusing on the resident as a human being
with a disease and also supporting the family and other informal caregivers (Boyd
et al. 2005, Schols et al. 2004). Ideally, this approach gets stature through a coherent
and coordinated care supply, which is provided by multiple disciplines within a
healthcare facility and/or in alignment with disciplines of other healthcare organiza-
tions. To enable an integrated approach, multidisciplinary teamwork is necessary.
Offering care from a multidisciplinary approach puts challenges on the organization
of care, more specifically on the share each healthcare professional gets in the care
process, on the related mutual agreements between different healthcare profession-
als and on their mutual communication. In the eyes of the residents and their family
caregivers, integrated care actually is taken for granted (Institute of Medicine 2001).
They do find it most normal that healthcare professionals, who are involved in the
care of a particular resident, know each other’s activities, so as to ensure that the
care will be offered coherently. In short, in their eyes, this should simply be standard
care (Huyse et al. 2010). Nevertheless, daily care practice is often still unbendable,
and in many cases care provision occurs rather fragmented, both in and outside
healthcare institutions.
In this chapter the following issues will be addressed:

* The necessity of integrated multidisciplinary care for nursing home residents
with dementia.

* Theoretical aspects of multidisciplinary care.

e The Dutch nursing home as interesting example.

A multidisciplinary approach in fact is relevant for many issues and problems
that occur in the nursing home setting and that are discussed in this book. Therefore,
this chapter has a more general and descriptive character.

15.2 The Necessity of Integrated Multidisciplinary Care
for Residents with Dementia

Nursing home residents with dementia are mostly old to very old persons, who sel-
dom suffer from dementia alone. Often they show a complex geriatric profile con-
sisting of considerable comorbidities, disabilities, handicaps and polypharmacy and
also challenging care problems such as malnutrition, falls, pressure ulcers, inconti-
nence, use of restraints and not to forget behavioural problems ranging from apathy
towards agitation and/or aggression.

Such a profile is challenging to cope with in the traditional healthcare model
which is mainly single disease oriented and based on disease-specific guidelines,
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coming forward from the strongly promoted evidence-based approach that is based
upon the paradigm of the randomized controlled trial. In fact, this approach causes
fragmentation of care because it asks for homogeneous patient groups and not for
multimorbid heterogeneous ones (Boyd et al. 2005).

Nursing home residents suffering from dementia are already far beyond this
single disease status. Their complex polyvalent problems require multifaceted
activities of multiple care providers and professionals (Hertogh et al. 1996, von
Korff et al. 2009). These activities do start already before their admission to the
nursing home and have to be aligned directly with the preferences of the person
with dementia and his or her family caregivers who also are involved from the
beginning of the dementia process. This complex care process puts demands on the
collaboration, communication, coordination and continuity of care inside and out-
side the nursing home and of course in the transitional phase as well; not to forget
the difficult cure — care decisions that often have to be made during their total care
trajectory (Goodman et al. 2016).

Residents with dementia therefore represent complex patients. Offering tailored
care to them in both the home situation and the nursing home, during their total
‘patient journey’, has become increasingly difficult during the years, as healthcare
systems of many countries have become rather fragmented and highly differenti-
ated. These difficulties are also experienced by the family caregivers and profes-
sional caregivers.

In the Nursing Home

Nursing home residents with dementia are quite old and very care dependent, and
they often show complex behavioural problems as well. The challenge is to offer
these residents adequately integrated nursing, treatment and welfare services in the
nursing home environment, in such a way that these services contribute to their
well-being and quality of life, by also taking into account their former lifestyle and
supporting family connections.

In most countries, nursing home care is basically offered by employed nurses
and welfare workers and additionally by regularly or on demand visiting physi-
cians (mostly general practitioners) and paramedical professionals, including
physiotherapists, occupational therapists, speech therapists and dieticians. In some
countries, including the Netherlands, physicians and paramedical professionals are
employed by the nursing home organization itself (Schols et al. 2004). In nursing
homes of most Western countries, it is nowadays rather standard to make an inte-
grated care plan for (= together with) every resident and his or her primary family
caregivers. This care plan is made after assessing the relevant biopsychosocial fac-
tors of the resident and consists of tailored nursing, treatment and welfare activities
that have to be executed in a collaborative, multidisciplinary model by different
disciplines, of which the outcome and follow-up are monitored regularly (Smith
and Clarke 2006). The quality of care related to this institutional care model is not
only dependent on the quality of the individual professionals but also on both the
effectiveness and embedding of the ‘multidisciplinary care model’ itself.
Effectiveness refers to adequate planning of the care and welfare processes and the
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way these processes are supported by adequate communication and shared deci-
sion-making within the team and with the resident and his or her family.
Effectiveness also refers to the overall governance of the care processes. Embedding
means that the care model must be embedded in an appropriate living environment.
Nowadays, most nursing homes want to offer their residents with dementia a rather
homelike environment to live in, to enable the residents to live their lives as much
as they were used to (Huyse et al. 2010).

15.3 Theoretical Aspects of Multidisciplinary Care

This section describes some relevant theoretical aspects of multidisciplinary care
provision without aiming to be complete.

Multidisciplinary collaboration is not a new phenomenon in healthcare. In vari-
ous settings, including nursing homes, collaboration between, for instance, physi-
cians and nurses exists already for a very long time. However, in the past this
collaboration was mainly based on hierarchy and differences in power (Fewster-
Thuent and Velsor-Friedrich 2008). Throughout the years, one has been looking for
new, more egalitarian forms of multidisciplinary collaboration. In these efforts, the
main problems of multidisciplinary collaboration involve problems in the relation
between disciplines (and persons!), the preservation of professional autonomy and
the relation with the own professional background, the different discipline-related
languages and jargons and also the issue of team leadership. Moreover, in larger
healthcare organizations, different multidisciplinary teams within an organization
may sometimes develop towards too autonomous functioning and getting ‘lost’
from the total organization. What remains, however, is the consensus that a multi-
disciplinary approach is to prefer above a monodisciplinary one for residents with
complex problems, meaning problems that show a component complexity, a coordi-
native complexity and an ambiguity (Stoffels 2008, Jonge et al. 2006, Huyse et al.
2006). Component complexity means that more than one medical or nursing or psy-
chosocial domain is involved. Coordinative complexity involves that there is also a
dynamic interaction between these domains and that intervention on one domain
can interfere with problems in other domains. Ambiguity (for instance, in ethical
dilemmas) means that insufficient or inconsistent evidence-based information is
available and that consensus and therefore adequate and rather intense communica-
tion are needed to achieve the best possible solution for daily practice. Offering
tailored care to residents with such complex problems ultimately is the main goal
and common interest of a collaborative approach, which has to lead to a win-win
situation for the residents and the professionals (Firth-Gozens 1998).

15.3.1 The Process of Collaboration

Teamwork in healthcare is more difficult to manage than in commercial environ-
ments because every team member has its own professional background with
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historically included ideas about professional autonomy and responsibility (Firth-
Gozens 2001). Despite this, some central norms have been described in literature
for the allocation of responsibilities in hospitals, which also may apply for nursing
homes (Mitchell et al. 2008, Xyrichis and Lowton 2008, Opie 1997):

» For a resident and his or her family, it must be clear who is the contact point for
questions about the care and treatment.

* It must be clear who is responsible for monitoring the total care trajectory of the
resident.

* All care professionals involved must make appointments about their separate but
complementary tasks and responsibilities in the care for the resident.

* All necessary resident data must be available in a paper or digital record that can
be accessed by the professionals involved.

e If the complexity of the resident’s problems increases, additional appointments
have to be made, based on relevant risk analyses.

In addition, the process of collaboration itself indeed has consequences for pro-
fessional autonomy. Professional responsibility is closely linked to expression and
feelings of professional autonomy (Opie 1997). Whether a change in professional
autonomy will be experienced as a problem depends also on the personality traits of
the professional involved. Moreover, personality traits as such may influence the
process of teamwork. For instance, introvert persons may feel barriers to collaborate
in a team with many extrovert persons. Diversity within a team can be threatening;
many people like to work in a team with people that match more to their own char-
acter and style. Gender and culture differences may also play a role in the way
multidisciplinary care can be executed successfully.

Anyhow, good multidisciplinary teamwork requires a transparent decision pro-
cess, and the ability of all team members to self-reflect on their professional behav-
iour and to undergo mutual feedback forms a positive attitude.

From the perspective of nurses, data are available about collaboration in health-
care as well. The traditional, hierarchically oriented, relationship between physicians
and nurses always has offered less space for an equal work relationship. Next to this
already mentioned phenomenon, nurses often express both lack of time and lack of
clarity about the role of doctors versus nurses in the care for the residents. In addi-
tion, this lack of clarity is also difficult for the residents and their family themselves.
Despite this, more recently a trend has become visible in which higher educated
nurses and nurse practitioners more often get a coordinating role in multidisciplinary
collaborative care models (Fewster-Thuent and Velsor-Friedrich 2008).

15.3.2 Collaborative Competences in Daily Practice
and Education

Success of multidisciplinary teamwork does not only depend on the main goal
related to optimizing integrated care for the residents and on the common interests
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of the team members themselves; it also will benefit from goals that have been set
for the collaboration process itself.

It is important to realize that ‘collaboration’ can be learned and therefore educa-
tional institutes, schools and universities in fact have a role in this. Multidisciplinary
care provision should get more attention in the regular medical and nursing studies
and might be facilitated also by using innovative educational activities taking place
across the borders of different disciplines.

Collaboration is one of the competence domains of the CanMEDS model which
mentions the following characteristics of a well-functioning collaborative model
(The Royal College of Physicians and Surgeons of Canada 2005):

e Building up an efficient and effective multidisciplinary team.

e Working together effectively with patients, family caregivers and other profes-
sionals in society and healthcare.

e Providing tailored information, leadership, consultative activities and participat-
ing in multidisciplinary team meetings.

If motivated and open for self-reflection, professionals can learn how to work in
a multidisciplinary way. This starts with the overall awareness of the importance of
adequate multidisciplinary collaboration. Next to this, knowledge of the roles of
different team members and of various models of multidisciplinary collaboration is
important.

The following skills can be learned and practised (Boenink et al. 2010):

e Negotiating, expression of professional leadership and being accountable for
one’s own activities.

e (Shared) decision-making and conflict management.

e Allocating of tasks and responsibilities and testing the subsequent effects.

o Effective consultation with respect to collaboration dynamics.

 Joint education.

15.3.3 Quality of Multidisciplinary Care

Above all, multidisciplinary care is a matter of cooperation and teamwork. While in
various sectors of the society it has been shown that effective teams improve results
of products and services, this is not so obvious for healthcare settings, including
nursing homes. There is hardly any good research available and it is not yet clear
what is meant by effective teams. There is some evidence that factors including a
common vision and concrete targets, an accepted division of responsibilities and
roles, clear communication, mutual trust and a sense of acceptance and security and
also adequately connecting leadership may determine the success of a team (Bosch
2009, Ouwens et al. 2008). However, to get a complete picture of the quality of
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multidisciplinary care, all relevant dimensions of quality should be measured at
both the level of the care provision itself and the level of the residents themselves.
These dimensions involve amongst others: the accessibility of care, team coopera-
tion, coordination of care, communication and approach of residents. There are still
hardly any validated instruments available that can measure all these quality dimen-
sions in connection to each other for multidisciplinary care (Ouwens et al. 2005,
Minkman et al. 2009).

Implementation of evidence-based guidelines is an important way to strengthen
quality of care (Boyd et al. 2005, Miller and Petrie 2000). Nevertheless, there are
large disadvantages in application of the current guidelines for residents with mul-
timorbidity and problems in multiple domains, including nursing home residents.
Patients with complex problems and older persons are often excluded from the clin-
ical trials on which these guidelines are based, and therefore extrapolation of the
trial results to these patients is not possible. The application of multiple guidelines
at the same time in residents with multimorbidity may lead to a situation in which
the recommendations of one guideline can be contrary to the recommendations of
another guideline and as such hamper the provision of safe integrated care.
Especially, the interaction between somatic and psychosocial diseases within both
the social and care context of a complex patient, such as a nursing home resident,
requires a holistic approach. In such a situation, the multidisciplinary team should
focus primarily on the individual residents instead of focusing on evidence-based
guidelines for disease-specific patient groups. It must be stressed that to improve the
quality of multidisciplinary care in healthcare, including the nursing home setting,
itis very important that in the near future adequate multidisciplinary guidelines will
be developed that can be tailored more to the heterogenic profile of people with
these complex problems.

Another current barrier for the quality of multidisciplinary care in long-term care
settings that needs more attention is the often present fragmentation of care within
the care institute, especially the curtains between physicians and nurses and also the
curtains between the professional and managerial perspectives. Moreover, residents
and their family caregivers or legal representatives are seldom involved as partners
in the actual care process. It will be clear that adequate quality of integrative col-
laborative care will not be achieved in such a situation.

Nursing home residents, being representatives of complex patients, require a
multidisciplinary approach by using the concept of case and care complexity. This
means that the integral care process starts with an overall comprehensive assess-
ment of the problems and care needs in all domains to subsequently target the mul-
ticomponent, multidisciplinary and adequately monitored intervention strategy. The
distinction between case complexity and care complexity enables to determine
which knowledge, competences and disciplines are needed to tackle the problems
adequately together and also determines both the relevance of adequate medical and
nursing governance of the multidisciplinary care process (Schols et al. 2004,
Hertogh et al. 1996, Jonge et al. 2006).
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15.4 The Dutch Nursing Home as Interesting Example

There are differences between the Western countries with regard to the organization
of care for the elderly in general and in nursing home care in particular. In this chap-
ter the focus is on Dutch nursing homes because in principle they have an organiza-
tional structure that may facilitate optimal multidisciplinary care for their residents
(Schols et al. 2004).

In 2016, there were approximately 345 nursing homes in the Netherlands with
about 63,000 beds (27,000 in somatic wards, primarily for residents with somatic
diseases, i.e. physical problems, and 36,000 in psychogeriatric wards for residents
with dementia). Because older persons with chronic physical diseases nowadays
have increasing possibilities to age in their own place for a longer time, it is expected
that in the near future most beds will be designated for psychogeriatric residents (=
residents with dementia). Psychogeriatric wards of Dutch nursing homes are build-
ings that, with their corridors, colours and closed-door systems, are adapted for resi-
dents with loss of orientation because of dementia. In the last two decades, these
wards have gradually lost their hospital-like expression, and considerable efforts
have been done to make the nursing home for these residents more homelike. In the
meantime, also the phenomenon of small-scale living for this target group has been
introduced nationwide (Verbeek et al. 2012).

Approximately 60,000 new residents are admitted to Dutch nursing homes every
year (40,000 somatic and 20,000 psychogeriatric residents). These residents are
characterized by advanced age (>80 years), although also younger people can be
admitted to a nursing home, for example, residents with young-onset dementia. The
man to woman ratio is 1:2. The most common causes of morbidity in somatic resi-
dents are cerebrovascular accidents (26%), other neurologic disorders (e.g.
Parkinson’s disease, 7%), problems affecting mobility (30%; fractures constitute
25% of this amount, with more than half being hip fractures; the remaining 5% are
locomotor disorders) and malignancies (8%). The most frequent diagnosis in psy-
chogeriatric residents involves the dementia syndrome (85%), with Alzheimer’s
disease being the most frequently occurring type.

Most somatic residents are admitted from the hospital (65%) or by their family
physician (26%); psychogeriatric residents primarily come from their own homes
(53%), from residential homes (23%) or from hospitals (20%) (Schols et al. 2004,
with updated figures).

The nursing home today is far from the ultimate living environment for the resi-
dent. For a substantial part of the somatic residents (51%), nursing homes today
have a specific geriatric rehabilitation function. After their rehab programme, these
residents can return home again or to an assisted living facility. The rest of the
somatic residents and most psychogeriatric residents (>90%) remain in the nursing
home until their death.

The types of care offered by nursing homes include institutional long-term care,
geriatric rehabilitation, respite care, palliative (or hospice) care and crisis interven-
tion. Psychogeriatric residents are usually admitted for institutional long-term care.
Most nursing homes additionally offer day care services as a way of respite care for
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family caregivers or other informal caregivers of older people with long-lasting
physical diseases and/or dementia, thereby enabling these people to stay longer at
home (Schols et al. 2004, Hertogh et al. 1996).

15.4.1 The Multidisciplinary Care Concept of Dutch Nursing
Homes

Nursing home care in the Netherlands is executed by multidisciplinary care teams
employed by the nursing homes themselves. The nursing home team consists, next
to physicians and nurses, of physiotherapists, occupational therapists, speech thera-
pists, dieticians, psychologists, social workers, pastoral workers and recreational
therapists. This allows for the multidisciplinary setting to provide adequate continu-
ous long-term care. Nursing and treatment are based on each resident’s personal
needs and wishes and on an integration of relevant cure and care. In agreement with
the resident and his or her relatives, an integrated care plan is defined after admis-
sion and of course after a thorough multidisciplinary assessment of the resident’s
problems. The role and tasks of each team member follow from this. In addition to
medical care, the nursing home physician is responsible for providing substantial
directions for the total care, while the first responsible nurse on the ward is respon-
sible for the daily coordination of the execution of the multidisciplinary care plan.
On the basis of this plan, the effectiveness of the care is evaluated regularly within
the team and with the resident and/or the family relatives; and, if necessary, the care
plan is revised. This multidisciplinary, cyclically evaluated systematic approach
characterizes the delivery of care in Dutch nursing homes (Schols et al. 2004,
Hertogh et al. 1996).
Two short cases will illustrate the multidisciplinary approach more clearly.

Case 15.1

A female resident, age 89, is staying in the nursing home for 12 months since
she got a stroke at home, making her completely care dependent. She also
suffers from diabetes mellitus and depression. Adequate communication is
possible because she does not suffer from aphasia. During the last few months,
she shows unintentional weight loss, and if this would be neglected, gradually
a risk of malnutrition would occur. Of course the nursing home team will be
alerted by this. In most cases, the daily caring nurses are the first who observe
a reduced food intake or problems with eating and drinking. Subsequently
they alert the nursing home physician (NHP), who first will look for possible
medical reasons for the unintentional weight loss, including the status of her
diabetes. At the same time, the NHP will consult the dietician, speech thera-
pist, occupational therapist and physiotherapist, to, respectively check the
actual food and fluid intake and problems with meal preferences (dietician)
and also problems related to dysphagia (speech therapist), self-ability to eat
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and drink (occupational therapist) and mobility problems (physiotherapist).
The dentist who regularly visits the nursing home checks her oral status, and
finally the psychologist undertakes actions to explore additional problems
related to her mood and cognition. Of course, during this trajectory a close
communication takes place with the resident herself and her close family rela-
tives. This approach enables the team to get a complete picture of the prob-
lem, and a multifactorial intervention plan can be developed, tailored to the
preferences and prognosis of the resident.

In this case it appeared that the resident was very unhappy and sad with her
care-dependent status; she felt that the meaning of her life had gone. In addi-
tion, she did not like to eat and drink while sitting in front of two other resi-
dents who were even more care dependent and who ate in a very indecent
way. Finally, her dentures were not fitting well any more. The nutrition prob-
lem was solved after she got personal support by the psychologist for a certain
period. Moreover she got a daily activity programme that fitted better in her
former lifestyle, she was given another place in the living room during meal-
times and her dentures were adapted to improve the chewing function. Of
course, she was followed up thereafter and regularly discussed in the multidis-
ciplinary team meetings, to see whether the execution of the care plan was
according to the appointments and agreements made before.

Case 15.2

A male resident, age 84, suffering from Alzheimer’s dementia, slight
Parkinsonism, arthrosis and hearing difficulties is staying in the nursing home
for 3 months. In the nursing home, every day he is wandering all the time until
exhaustion; he is continuously seeking around and also shows long periods of
prolonged shouting at everyone. If the nurses try to calm him down, he reacts
verbally agitated and sometimes also aggressive to them. Finally, the nurses
do not know anymore what to do, and they ask the nursing home physician
(NHP) whether she can prescribe him a neuroleptic (haloperidol) to calm him
down and to relieve them from this problem. They also want the NHP to
approve that they tie him up during parts of the day with a belt in his chair,
because they are afraid he would fall very soon because of his constant
wandering.

Of course, these are possible and maybe also feasible solutions for the
nurses, but the NHP doubts whether this strategy would really benefit the resi-
dent. Maybe it would do him more harm by making him dull and groggy,
aggravating his Parkinsonism and additionally increasing his fall risk even
more.

So, after she has looked for possible intervening medical problems and
having asked the speech therapist to check the well functioning of the



15 Dementia Care in Nursing Homes Requires a Multidisciplinary Approach 213

resident’s hearing aid, she decides to consult the psychologist of the nursing
home team to explore more in depth, together with the rest of the nursing
team, the background and possible reasons of the resident’s behaviour. This
process requires a thorough and integral exploration of his challenging
behaviour, including questions like how does the concrete wandering and
shouting behaviour look like, how long is this behaviour present, was it
already present in the past before nursing home admission, when does it
occur during day or night, what are the triggers, what can we learn from the
family, etc.

In addition, it is also important to know whether there are factors that work
alleviating. Are there any physical or social activities that calm him down dur-
ing the day, which make him more calm and create a situation in which his
wandering and resting behaviours are more in balance? In this process, many
contacts take place with close family relatives, to actually learn from them
and their perceptions of the problem. Attention is also paid to the sorrows of
the nurses regarding possible fall incidents.

In this case, the nurses, psychologist and NHP are the team members who,
together with the family relatives, are mostly involved in finding a solution for
the resident’s behavioural problem and to make both mutual appointments on
the strategy that will be followed as well as to get agreement on the risks that
will be taken to prevent that the resident will be restricted in his daily activi-
ties unnecessarily. Mostly, the ultimately chosen strategy is a multifactorial
one, including a variety of non-pharmacological interventions and prevention
of avoidable use of psychotropic drugs.

This multidisciplinary care approach is really helpful to tackle the complex
problems of nursing home residents, to ultimately offer them the right and tailored
living, welfare and care services. Although there is still little evidence, some litera-
ture supports that this care approach may lead to a lower prevalence and incidence
of relevant care problems such as pressure ulcers, malnutrition, falls and unneces-
sary use of physical and/or chemical restraints and that it also prevents unnecessary
hospital admissions (Halfens et al. 2013, Gulpers et al. 2011). It will be clear that
these outcomes may contribute to a better quality of care and reduction of health-
care costs.

15.4.2 Employing the Multidisciplinary Team in a Setting
in which Learning Is Leading

Why has the Dutch nursing home sector chosen for a model in which all profession-
als of the multidisciplinary team are employed by the nursing home itself and not
for a situation in which the nursing home is visited by many different consulting
professionals?
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The following reasons can be mentioned (Schols et al. 2004):

* Nursing home residents need more and longer medical and paramedical
consultations.

* The complex problems of these residents require more continuity of care and
also more proactive and preventive interventions.

» Family physicians, other consulting medical specialists and paramedical profes-
sionals from community healthcare services often have inadequate time, affinity
or experience to give these residents the continuous attention they need.

* Medical, paramedical and psychological care in nursing homes is not a job that
can be done fast and simply on the side of main general practice medicine, hos-
pital medicine or community care.

* By using their own physicians, psychologists and paramedical personnel, nurs-
ing homes can achieve logistic and organizational advantages contrary to the
situation in which a nursing home is visited by many different consulting
professionals.

* Professionals employed by the nursing home itself or working within a closed
staff model seem to be more committed and knowledgeable about long-term care
practice and are more continuously available.

* The nursing staff will get more uniform and testable instructions, and the imple-
mentation of a well-considered quality system of care will be facilitated.

Finally, it is expected that such an employment model may facilitate the concrete
multidisciplinary care approach in a much easier and controllable way.

In this respect it is also understandable that nursing home medicine (nowadays
called elderly care medicine) in the Netherlands has been recognized as a distin-
guished specialty. Actually, this means acknowledgement of the fact that nursing
home residents need specific and continuous medical care and that the competency
in nursing home medicine requires specific training and experience in handling com-
plex medical care in a highly regulated, multidisciplinary care context, that accom-
modates both post-acute and long-term care. The acknowledgement of nursing home
medicine as a specific discipline has provided the nursing home physician an identity
and a position between the family physician and the hospital (clinical) geriatrician.

In the last two decades, Dutch nursing homes pay more and more attention to
quality of care with regard to staffing, resident participation and services provided.
This attention is encouraged by various policy measures that start from the vision
that institutions must take responsibility for quality themselves, meaning that legis-
lation defines responsibilities rather than outcome requirements. Subsequently, the
execution of these responsibilities is supervised by an autonomous department of
the Ministry of Health, Welfare and Sport, the Health Care Inspectorate, which vis-
its the nursing homes regularly to monitor this. Since 1990, an increasing number of
multidisciplinary guidelines have become available to additionally support the mul-
tidisciplinary approach to nursing home care, and most nursing home organizations
have implemented a well-considered quality system of integral care with incorpora-
tion of these more feasible guidelines (Schols et al. 2014).
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An increasing number of nursing homes is currently also participating in one of
the academic collaborative centres on elderly care that are present around six uni-
versities in the country. Participation in these centres bridges the gap between nurs-
ing home research and daily practice of nursing home care and eventually contributes
to a better care, benefitting the residents (Verbeek et al. 2013).

15.4.3 Future Developments in Dutch Multidisciplinary Nursing
Home Care

In the near future, more attention will be paid to the equal role that residents and fam-
ily caregivers themselves may play in the daily care process. Striving for more per-
sonalized care and shared decision-making are the main goals in this respect, and this
will require even more attention for the dialogue with the resident and the family.

This is extra important because, in the near future, nursing home residents will
enter the nursing home in more advanced stages of their diseases, after having tried
first to stay home as long as possible. At that moment, their condition at admission
will be more complex and their length of stay in the nursing home automatically
shorter as well. This will make that important end-of-life questions will raise already
shortly after admission, asking for a close contact and cooperation between the resi-
dent, the family and the care professionals in the nursing home.

Regarding the functioning of the professional team members, more attention will
be paid to additionally improving and strengthening of the multidisciplinary care
performance by paying specific attention to working in a more interdisciplinary
way. From a team point of view, this may lead to a situation in which professionals
not primarily act in a cumulative way, but actually look and act beyond the borders
of their own discipline. Then multidisciplinary care will ultimately lead to a win-
win situation in which ‘1 + 1 # 2’ but ‘1 + 1 = 3’, representing both the ‘added
value’ of multidisciplinary and interdisciplinary collaboration and the fact that the
care indeed will become real integrated care.

Nowadays, also a new trend has become visible in which Dutch nursing homes
increasingly perform care activities for old, sick and functionally impaired patients
in the community. This phenomenon has been originated by the following factors:

* The demographic increase of (frail) elderly in the community.

* The growing costs of chronic care and the shortage of nursing home beds.

* The phenomenon of hospitals that focus more and more on acute, short-term care.

* The wish of many frail elderly and patients with chronic diseases and disabilities
to receive care as long as possible where they live, in the community.

The trend towards ageing in place involves challenges for community care ser-
vices which have to deal with increasingly complex care problems of older people
at home, including people suffering from dementia. As a consequence, Dutch nurs-
ing homes today also stress their contribution to the community-based care for older
people, making the relationship of nursing home professionals to family physicians,
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community nurses and others extra important. In this way, in the community, a
model of ‘shared care’ can be realized and tailored to the frail older person’s indi-
vidual needs and wishes. It will be clear that, by bringing in this complementary
outreaching nursing home care, also relevant aspects and benefits of the intramural
multidisciplinary approach can be extended towards the community healthcare
services.

In other Western countries, demographic developments and changing care trends
will also lead to comparable changes in the concepts of care and the healthcare
system. This will require further elaboration of the concept of shared care between
community care and institutional care.

For this purpose, the Dutch experience might be helpful as well.
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The Prevention and Reduction of Physical 1 6
Restraint Use in Long-Term Care

Jan Hamers

Abstract

In the year 1999, the appeal to reduce the use of physical restraints in persons with
dementia living in institutionalized long-term care settings was sharply criticized
by nursing home staff in the Netherlands. At that time, it was argued that the use of
physical restraints such as waist belts and two-sided full-enclosed bedrails was
needed to provide safe care in residents suffering from cognitive impairment, such
as dementia. Physicians and nurses demonstrated, showing individual cases of resi-
dents with severe injuries after falls, that the use of restrictive physical restraints in
nursing homes was legitimate. How different is this in 2017? Nowadays, the large
majority of nursing home staff does not assess the use of belts and other restrictive
physical restraints as adequate anymore. Like in many countries, in the Netherlands,
the use of physical restraints is an indicator of poor quality of care in institutional-
ized long-term care settings now. This is the result of more than 15 years of scien-
tific research and dissemination and implementation of research results in clinical
practice and healthcare policy. In this chapter, an overview of this research process
conducted in the Living Lab in Ageing and Long-Term Care (Verbeek et al. 2013)
will be presented. The Living Lab is a structural collaboration between Maastricht
University, Zuyd University of applied sciences and long-term care organizations
providing care for persons with dementia.

Knowing that many older persons suffering from cognitive impairment do not
have a formal diagnosis of dementia, this chapter focuses on persons with cogni-
tive impairment in general and dementia in particular. After a description of
physical restraints in institutionalized long-term care, its prevalence, determi-
nants, and consequences, we will describe the effects of an approach named
EXBELT, aiming at the prevention and reduction of physical restraints in persons
with dementia living in institutionalized long-term care settings. This chapter
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will be concluded with the use of physical restraints in persons with cognitive
impairment living in the community, as aging in place is highly on the agenda in
many countries.

Keywords
Physical restraints ¢ Involuntary treatment ¢ Nursing home ¢ Home care °
Dementia

16.1 Physical Restraints

In a recent study (Beerens et al. 2014), physical restraint use (belt restraints, locked
chair/table, deep/overturned chair, bedrails) in persons with dementia was assessed
in eight European countries and resulted in an average prevalence number of 31%.
However, the variety between countries was very wide, ranging from 6% to 83%.
These results are in line with earlier studies, showing a wide variety in prevalence
numbers of physical restraints in institutionalized long-term care facilities such as
nursing homes, ranging from about 6% to 70% (e.g., Hamers and Huizing 2005;
Heinze et al. 2012; Schiissler et al. 2014). This variety in prevalence numbers is
partly attributed to the use of different methods and definitions of physical restraint.
To illustrate, some studies have excluded bedrails as a measure of physical restraint.
Others have included sensor alarms that by some authors are not viewed as a
restraint measure. As a result, prevalence rates of different studies are difficult to
compare, and consensus on a consistent definition of physical restraints is needed.

Therefore, an international group of 48 experts consisting of researchers and
clinicians from 13 countries (Australia, Belgium, Canada, Finland, Germany, Hong
Kong, the Netherlands, Norway, Spain, Sweden, Switzerland, the United Kingdom,
the United States) who have made sustained contribution to research and clinical
application in the field of physical restraint in clinical care has agreed upon a new
definition of physical restraint recently (Bleijlevens et al. 2016). They define physi-
cal restraint as “any action or procedure that prevents a person’s free body move-
ment to a position of choice and/or normal access to his/her body by the use of any
method, attached or adjacent to a person’s body that he/she cannot control or
remove easily” (Bleijlevens et al. 2016). Examples of physical restraints are the use
of two-sided full-enclosed bedrails, waist belts, overturned geriatric chairs, and
chairs with a locked tray table.

16.2 Determinants and Consequences of Restraint Use

The opinion of many people is that the use of physical restraints is a result of
shortages in nursing home staff, or other organizational characteristics are debat-
able. Although Wagner et al. (2012), conducting secondary analyses using
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OSCAR data, found an association between decreased likelihood of deficiency
citations for physical restraints (indicating better quality of care) and higher RN
staffing levels, this was not supported by observational studies (e.g., Engberg
et al. 2008; Heinze et al. 2012) investigating associations of organizational char-
acteristics and restraint use. For instance, Huizing et al. (2007) examined objec-
tive and subjective measures of workload, social support, sickness absence, and
FTE ratio and found no associations with restraint use (as assessed by blinded
independent raters) in persons with cognitive impairment, including dementia.
They even reported more restraint use, when more staff was available (Huizing
et al. 2007).

Residents’ characteristics are the most important determinants of physical
restraint use in persons with cognitive impairment. Poor cognitive status, poor
mobility, and dependence in activities of daily living seem to be important predic-
tors of restraint use (e.g., Capezuti 2004; Hofmann and Hahn 2013; Kirkevold
et al. 2004; Meyer et al. 2008; Pellfolk et al. 2012). The most important reason to
use physical restraint is to increase the residents’ safety. The assumption is that the
use of physical restraints will prevent falls and severe injuries (e.g., fractures) as a
result from falls (Hamers et al. 2004; Pellfolk et al. 2012). However, it is known
that the use of physical restraints has many negative consequences. Some residents
will become incontinent as a result of being restrained; they cannot go to the toilet
independently. Other residents will develop apathetic or aggressive behavior, as
they are willing to free themselves from a belt restraint. In a study by Castle (2006),
it was concluded that belt restraints led to a decrease in cognitive performance, an
increase of depression, and a decrease of social engagement. Furthermore, restrain-
ing a person will negatively affect the person’s muscle strength and balance,
increasing the risk of falls and creating a vicious circle (Hamers et al. 2009).
Finally, it has been reported that the use of physical restraints can result in injuries
and even fatal accidents, just because people want to free themselves. It is evident
that physical restraint use in older people does not contribute to better health or
quality of life. Therefore, restraint use should be prevented and reduced in institu-
tional long-term care settings.

16.3 Approaches Aiming at the Reduction of Physical
Restraints

During decennia, in most countries, nursing home staff has been educated that
the use of physical restraints is an adequate care in order to prevent harm in nurs-
ing home residents with cognitive impairment. This may explain why the devel-
opment of training programs has been the main approach in order to reduce the
use of physical restraints (e.g., Kuske et al. 2009; Lai et al. 2006; Huizing et al.
2009a, b; Testad et al. 2005). Some approaches are elaborated by introducing a
nurse specialist who acts as a consultant aiming at the further reduction of
restraints in complex individual cases (Capezuti et al. 2007; Evans et al. 1997,
Huizing et al. 2009a, b).
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Different research designs (ranging from chart reviews to randomized clinical
trials) have been employed to evaluate the effectiveness of the different approaches.
Controlled studies report negative results (“‘the approach is not effective”) more often
than uncontrolled studies. In general, training programs aiming at the reduction of
physical restraints seem to improve the knowledge of nursing staff regarding restraint
use, its determinants and consequences, and the need to prevent restraint use (Kuske
et al. 2009; Mac Dermaid and Byrne 2006). However, educational programs are insuf-
ficiently effective in reducing the use of physical restraints (Kuske et al. 2009; Testad
et al. 2005; Mohler et al. 2012). This was also found in a study by our research group
in the Netherlands; a randomized controlled study by Huizing et al. (2009a) using an
intensive educational training program in combination with a nurse specialist showed
no effect in preventing or reducing the use of physical restraints in nursing home resi-
dents with cognitive impairment (most suffering from dementia). Different explana-
tions were brought up for this negative outcome. First, nursing staff said that they
experienced no or insufficient support from the nursing home management by empha-
sizing the need to reduce physical restraints. Furthermore, nursing staff said that direct
staff members who did not attend the training program were hindering initiatives to
reduce restraints. Finally, alternative measures (e.g., infrared warning alarm, physical
exercises by physiotherapist) were insufficiently available. These results have led to
the further development of an approach in the Living Lab in Ageing and Long-Term
Care (Verbeek et al. 2013) aiming at the reduction of physical restraints in persons
with cognitive impairment living in long-term care facilities: “EXBELT.”

16.4 EXBELT
The EXBELT approach comprises four key components (Gulpers et al. 2011):

1. Implementation of an institutional policy change, including:

(a) Prohibition of the use of belt restraint for newly admitted residents and ini-
tiating belt restraint use for already admitted residents and overall reduction
of current use of belt restraint.

(b) Written and oral communication regarding the forthcoming policy change
provided by the nursing home management to all members of nursing home
staff and to residents’ relatives. The policy change is announced to nursing
home staff and legal representatives of the residents in a formal letter and
announcements in internal newspapers and in group meetings aimed at the
legal representatives of the residents.

(c) Oral communication regarding the policy change provided by the nurse spe-
cialists during the educational program to the nursing home staff.

2. Education: An intensive educational intervention program providing informa-
tion about physical restraints and fall prevention, the negative aspects of physi-
cal restraint use, staff attitudes toward physical restraint use, how to make
decisions regarding alternative interventions, and the use of resident-centered
interventions. The educational program is offered to nursing home staff
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(physicians, nurses, paramedical staff, psychologists, and ward managers).
Each meeting lasts approximately 3 h during nursing home staff’s working
hours. A 90-min educational session, summarizing the content of the 9 h of
education, is provided separately to members of the nursing staff who cannot
attend the program sessions.

3. Consultation: A nurse specialist who delivers the educational program also pro-
vides on-site consultation from the start of the educational program to individual
nurses regarding challenges in reducing restraints. The nurse specialists are
available on demand, with each ward receiving at least two consultations.

4. Availability of alternative interventions: Nursing home managers provide
resident-centered alternative interventions, such as hip protectors, infrared alarm
systems, balance training, exercise, special pillows, and adjustable low-height
beds. The nurse specialist who provides on-site consultation facilitates decision-
making regarding alternative interventions and encourages the use of alternative
interventions (Gulpers et al. 2011).

16.4.1 Effectiveness of EXBELT

The effectiveness of EXBELT has been evaluated using a quasi-experimental study
design (Gulpers et al. 2011, 2012), including 26 wards from 13 psychogeriatric
nursing homes. These psychogeriatric nursing homes provide care for older persons
with cognitive impairment; the majority of the residents are suffering from demen-
tia. EXBELT was introduced on 15 wards (EXBELT group, 317 residents); 11
wards (control group, 201 residents) received care as usual. Assessments of the
main outcome (belt restraints) and secondary outcomes (other types of physical
restraints) were conducted by blinded independent raters who visited each of the 26
wards unannounced four times in a 24-h period (morning, afternoon, evening, and
night). The assessments were done at baseline and 4 and 8 months later. In a sepa-
rate study, the long-term effects of EXBELT have been examined (Gulpers et al.
2013). Therefore, similar assessments of primary and secondary outcomes have
been conducted 24 months after baseline. Alongside the effect evaluation, a process
evaluation has been conducted (Bleijlevens et al. 2013).

16.4.1.1 Restraint Reduction

At baseline, belt restraints were used in 19% of the residents on the control wards and
in 17% of the residents on the wards where EXBELT was introduced. Eight months
after baseline, the use of belt restraints was reduced with 50% in the EXBELT group,
while there was no reduction in the control group (p = 0.005) (Gulpers et al. 2011).
Furthermore, there were also differences in the use of other type of restraints. For
example, in the EXBELT group, less bedrails (p = 0.001) were used than in the con-
trol group. The two groups did not differ with regard to the use of psychotropic medi-
cation and the number of falls (Gulpers et al. 2011). Remarkably, no alternative
measures were used in half of the residents where belt restraints were stopped. The
alternatives mostly used were the use of low beds and sensor pads.
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16.4.1.2 Restraint Prevention

Even more important results were reported regarding the prevention of belt
restraints. Eight months after follow-up, in the EXBELT group, no belt restraints
(0%) were used in new residents, while restraints were used in 20% of newly admit-
ted residents in the control group (p = 0.03) (Gulpers et al. 2012). Although the
number of other restraints was lower in the EXBELT group, this was not statisti-
cally significant. The two groups did not differ with regard to the use of psychotro-
pic medication and the number of falls (Gulpers et al. 2012).

The process evaluation showed that the EXBELT intervention was imple-
mented according to the protocol. However, the nursing staff said that the
instructions regarding the announcement of the policy change could be improved
and that the nurse specialist could act even more proactively (Bleijlevens
et al. 2013).

16.4.1.3 Long-Term Effects

Two years after baseline, the prevalence of belt restraints had been further reduced
in the EXBELT group, while the use in the control group remained almost unchanged
(p = 0.036). If we include all residents living on the EXBELT and control wards
2 years after baseline, the prevalence numbers of belt restraints in both groups are
3% and 13% (p < 0.001), respectively (Gulpers et al. 2013). However, the study on
long-term effects also learned that physical restraints are not reduced or prevented
automatically. The positive outcomes of the EXBELT approach did not inspire the
control wards to change their policy regarding the use of physical restraints. Two
years after the EXBELT study was started, clinical restraint practice on these wards
did not change!

16.4.2 Conclusions: Restraint Reduction and Prevention

The EXBELT approach has shown to be effective in the prevention and safe reduc-
tion of belt and other restraints in institutionalized long-term care facilities provid-
ing care for persons with dementia or other cognitive impairment, and the
implementation of EXBELT has proven to be feasible. However, it should be
emphasized that in many countries, researchers have been working on approaches
aiming at the reduction of physical restraints in this vulnerable group (e.g., Evans
et al. 1997; Koczy et al. 2011; Kopke et al. 2012; Kwok et al. 2012; Milke et al.
2008;Mohler et al. 2012; Pellfolk et al. 2010; Testad et al. 2010). All roads lead to
Rome is a saying that can be applied here: there is no single approach for reducing
restraints, but we can all learn from different approaches and tailor them to specific
settings and countries.

However, the EXBELT studies have learned that the implementation of effective
approaches is badly needed to change clinical practice and that the reduction of
restrictive physical restraints must remain on the agenda!
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16.5 New Challenges: Physical Restraint Use
in the Community

With the graying of the society, “the aging in place” policy in many countries, and
the increase of older persons with cognitive impairment, mainly dementia, there is
a new challenge: prevention of physical restraint use in the community. Although
information on restraint use in older persons receiving home care is scarce, there are
strong indications that physical restraints are used in the community. Four out of
five nurses in Dutch home care reported having applied physical restraints such as
bedrails or chairs with a locked table (De Veer et al. 2009). A Japanese study
reported that 41% of the home care providers had observed restraint use at home
(Kurate and Ojima 2014), and in a qualitative study in Belgium, nurses providing
home care also stated that physical restraints were frequently used (Scheepmans
et al. 2014). It is worth noting that all these studies reported that family caregivers
initiated the use of restraints, which is in contrast to institutional long-term care
where professional staff mostly decide upon the use of restraints (Kurate and Ojima
2014; Scheepmans et al. 2014). The first prevalence figures concerning the use of
physical restraints (belt restraints, locked chair/table, deep/overturned chair, bed-
rails) in the community reported in eight European countries show an overall use of
physical restraints in 10% of about 1200 persons with dementia. However, the vari-
ety was large, ranging from 3% in the Netherlands to 20% in Germany (Beerens
et al. 2014).

Recently, Hamers et al. (2016) conducted a prevalence study on the use of
involuntary treatment in a sample of 837 older persons with cognitive impairment,
including dementia, living in their own homes and receiving professional home
care. Involuntary treatment is defined as a treatment that professional and family
caregivers provide without the consent of the person receiving the treatment
(Hamers et al. 2016). Involuntary treatment includes the use of physical restraints
(e.g., waist belts), psychotropic medication (e.g., antipsychotics), and nonconsen-
sual care (e.g., forced hygiene) (Hamers et al. 2016). Involuntary treatment was
used in 39% of the total sample. The most common were nonconsensual care
(79%; e.g., concealing medication in food, forcing hygiene) and psychotropic
medication (41%). In 7% of the sample, physical restraints (e.g., deep or over-
turned chair, bilateral full-enclosure bedrails) were used. The family of the person
with cognitive impairment most often requested the use of involuntary treatment
(Hamers et al. 2016).

Family caregivers who want to minimize the risk of harm or injury may perceive
physical restraints as the only way to prevent falls or injuries or to control behav-
ioral symptoms in persons with cognitive impairment. However, family and profes-
sional caregivers do not always realize that restraints have negative effects on
persons with cognitive impairment and, for example, may increase the risk of falling
with injury (Hamers et al. 2016). To prevent inappropriate use of involuntary treat-
ment at home, (development of) services and programs aiming to support family
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and professional caregivers should be invested in (Hamers et al. 2016). As we can
learn from research in long-term care facilities, education and consultation are nec-
essary to increase knowledge of the consequences of involuntary treatment but are
in themselves not sufficient to change caregiver behavior. Looking at the EXBELT
approach, policy changes and a strong focus on helping families and professional
caregivers understand behavioral communication of the person with cognitive
impairment and responding more appropriately to the needs being thus expressed
are essential components of an approach to reduce and prevent involuntary treat-
ment in general and physical restraints in particular.

Conclusion

Despite the fact that the use of physical restraints is an indicator of poor quality
of care, restraint use is still prevalent in persons with dementia and other cogni-
tive impairment living in institutionalized long-term care. Effective approaches
are available to safely reduce and prevent restraint use, such as waist belts and
bedrails. However, these approaches are not automatically implemented in clini-
cal practice. Furthermore, we are facing a new challenge in long-term care. With
the increase of older persons with dementia and other cognitive impairment in
the community, there is an increasing risk on involuntary treatment, including the
use of physical restraints at home. Therefore, the reduction and prevention of
restraint use in persons with dementia should stay on the agenda.
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Ate Dijkstra

Abstract

During the later stages of dementia, most people will become increasingly frail,
which is one of the most common reasons for admission in a nursing home. Life
in nursing homes can be characterized by a high degree of patients’ dependency.
Especially, many physical, cognitive, and social disabilities of demented in-
patients result in dependency on nursing care. Care dependency and similar
terms are frequently used in literature to understand and to give form and content
to the care for elderly people with dementia. This chapter describes three aspects
regarding the concept of care dependency: its conceptualization, operationaliza-
tion, and utilization. The first paragraph gives the reason about “why” this chap-
ter is written. In the next three paragraphs, an answer will be given on “what” is
care dependency. The second paragraph gives a review about the literature on
care dependency in an attempt to conceptualize what care dependency means
and how it can be defined. The third paragraph focuses on how the definition can
be operationalized to measure care dependency in patients admitted in a nursing
home. The fourth paragraph explores “how” the measurement instrument can be
utilized in daily practice of a nursing home. This chapter ends with a conclusion
paragraph.
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17.1 Introduction

Dementia is one of the most common conditions treated in nursing homes (WHO
2012). Dementia can be described as a set of symptoms including memory loss and
difficulties with thinking, problem-solving, or language (Alzheimer’s Society
2013a). As one of the consequences of dementia, a decline in self-care abilities is a
major component of the dementia syndrome and therefore closely related to the
development and progression of care dependency (Schliisser et al. 2014). These
symptoms affect more and more daily life activities. McLaughlin et al. (2010) state
that these functional impairments primarily result from cognitive impairment, with
notable losses in the ability to perform self-care activities.

Patients with dementia will also gradually become dependent on others for all of
their care, e.g., informal and/or professional carers (Alzheimer’s Society 2013b). In
nursing homes, several professional carers work together in an interdisciplinary
context, each one with a focus on specific aspects of dementia. Clinicians, including
physician, psychologist, physiotherapist, and speech therapist, tend to focus on
physical illnesses, cognition, behavior, and/or function. Nurses mainly focus on the
impact of dementia on the self-care abilities regarding activities of daily living.

Life in nursing homes can be characterized by the high degree of patients’
dependency. Care dependency is a much used term in dementia care and closely
related to the development of dementia. Care dependency means that the self-care
abilities of a person in terms of their basic physical and psychosocial human needs
(e.g., eating and drinking, hygiene, social contacts) have decreased to such an
extent that the person is, to some degree, dependent on professional support
(Dijkstra et al. 1998a, b).

It is imaginable that specifically patients who are admitted in a nursing home and
their direct family members are more concerned with the daily consequences of
dementia than with the disease itself, as described above in a set of symptoms.
Because most of these daily consequences have to do with fulfilling basic human
needs, the primary focus of this chapter will be on the concept of care dependency
as it relates to the ability to perform self-care activities.

17.2 Care Dependency: Conceptualization
17.2.1 Introduction

The aim of this paragraph is to analyze and clarify the concept of care dependency.
An essential step is to review relevant literature. From the concept under review, two
elements can be derived for further literature review: care and dependency. Care is
a key term related to the nurse as well as attributable to the patient; dependency is a
patient-related key term (Stevens Barnum 1990). Two sources were consulted: dic-
tionaries and related (nursing) literature. This paragraph ends with a recommenda-
tion to understand both concepts, care and dependency, as a social relationship.
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17.2.2 Data Sources

Dictionaries Walker and Avant (1995) identify dictionaries as potential source for
identifying uses of concepts. Three dictionaries were used to examine the uses of the
two key terms mentioned above: care and dependency. They are Cambridge
International Dictionary of English (Procter 1995), Collins Cobuild English Language
Dictionary (Sinclair 1988), and Compact Oxford English Dictionary (2006).

According to Cambridge Dictionary (Procter 1995), the word care in the sense
of “protection” means “the process of or responsibility for protecting and giving
special attention to someone or something,” and care in the sense of “attention”
means ‘“‘serious attention, especially to the details of a situation or something.”
Furthermore, this dictionary states that “dependence is a state of needing something
or someone, especially in order to continue existing or operating.” Collins Dictionary
( Sinclair1988) describes care as “the act of constantly providing what a person (...)
needs to keep them in good condition or to make them well, and to make sure that
they do not come to any harm” and dependency as “a constant and regular need that
someone has for something (in order to be able to survive or operate properly) or the
need that someone has for another person, (...).” The Compact Oxford English
Dictionary (2006) describes dependency as a state of being dependent, which is
defined in its broadest sense as being “seeking support from.”

As can be seen, the term dependency is “a state of”” and the core of this state is a
“need,” which makes the person dependent on another person. The word (nursing)
care contains the answer to a person’s state of dependency by “protecting,” “giving
attention,” and “providing what a person needs.” Care is not passive, but it actively
changes a person’s current state.

Nursing Literature Concerning the two key terms, the following is found in the
nursing literature by Abdellah, Henderson, and Orem. Abdellah and Levine (1986)
describe healthy persons as having the ability to provide for the satisfaction of their
own physical, emotional, and sociological needs. An impairment that limits the abil-
ity to satisfy these needs can cause a need for nursing care. Nursing care is directed
toward making the patient better able to help himself. This implies that nursing care
should aim at having the patient help himself to a state of independency.
Henderson (1966) notices the following about care and dependence. It was
Henderson’s belief that health is basic to all human functioning and equates with
independence on a continuum that has illness equated with dependence. In this
view, the desired outcome of nursing care is the patient’s independence. Dependence
on nursing care refers to nursing activities which patients will perform unaided if
they have the necessary strength, knowledge, or will. Therefore, during a certain
period of dependence, the nurses will do their utmost to meet the patients’ needs, but
they will only do this with a view to making their patients independent of nursing
assistance as rapidly as possible. Before carrying out nursing interventions, nurses
ask themselves what the patient can do on his own, independent of the nurse.
Successful outcomes of nursing care are based on the speed with which the patient
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independently performs the activities that make, for the patient, a normal day. The
nurse serves as a substitute for whatever the patient lacks in order to make him or
her “complete,” “whole,” or “independent” (George 1990).

Orem’s (1985) theory of self-care provides another contribution to clarifying the
key terms care and dependency. According to Boggatz et al. (2007), the notion of
care dependency is implied in the theoretical work of Orem (2001). Orem distin-
guishes between self-care as the “activities that individuals initiate and perform on
their own behalf in maintaining life, health and wellbeing” (Orem 2001, p. 43) and
dependent care as the “activities that responsible... persons initiate and perform on
behalf of socially dependent persons” (Orem 2001, p. 515) who have limited,
health-associated abilities to meet their self-care demands. Orem speaks of depen-
dency when nursing assistance is needed. Dependency exists when the patient’s
self-care ability decreases and care demands make the patient wholly or partly
dependent on nursing care.

The essence of Orem’s ideas about care is formed by the constructs of self-care,
self-care deficits, and nursing system. These are the main points where nursing con-
verges on the health state of an individual. Orem (1985) defines self-care as actions
which persons perform on their own behalf in maintaining life, health, and well-
being. Self-care deficits exist when an individual’s abilities to perform self-care are
less than those required to meet specific health-care demands. The basic design of a
nursing system is that of a helping system (Orem 1985). The term nursing system
stands for all the actions and interactions of nurses and patients in nursing practice
providing the necessary help for patients. Persons with a legitimate need for nursing
are characterized by a demand for discernible kinds and amounts of self-care. There
are three possible relationships between care abilities and care demands: greater
than, equal to, or less than/not adequate (Hartweg 1991). Nursing is a legitimate
service when self-care abilities are less than required, and also when these abilities
exceed or are equal to those required for meeting the current self-care demands, but
a future deficit can be foreseen.

Additional Literature When it concerns older people, or when diseases like
dementia appear, “dependency always includes a negative evaluation of a situation
or a set of characteristics of an individual, defined as such by the individual and/or
people in the person’s environment” (van den Heuvel 1976, p. 162). Van den Heuvel
(1976) found the following meanings and descriptions of dependency. Dependency
may refer to (1) a practical, almost physical, helplessness which necessitates atten-
tion or care by others; (2) helplessness or powerlessness in a social/personal rela-
tionship; and (3) a psychological (physical) need to be looked after, controlled, or
nurtured. Boggatz et al. (2007) concluded that care dependency should then be char-
acterized by the fact that someone feels a need for care but does not receive it, and
self-reports would express unmet or under-met needs. There is some empirical sup-
port for this study. According to Boggatz et al. (2007), some authors (Nordgren and
Fridlund 2001, Ellefsen 2002, Strandberg et al. 2003) have come to the conclusion
that the meaning of dependency from the care recipient’s perspective is associated
with constraints, loss of freedom, and powerlessness. Pool (1995) distinguishes
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dependency from care dependency. Dependency is placed within the frame of com-
mon human relationships and care dependency is placed within the frame of profes-
sional and formal care assistance.

17.2.3 Sociological Perspective

Following Kittay (1999, cited in Fine and Glendinning 2005, p. 612), dependency
is a fundamental and commonplace aspect of human life course, an aspect of the
human condition encountered in early childhood, illness, disability, and frail old
age. Contrary to the idea that individual dependency arises primarily from a per-
son’s health condition, the main element is that dependency implies a social rela-
tionship (Johnson 1993). “Deficit stands for the relationship between action that
individuals should take and the action capabilities of individuals for self-care. Here
deficit should be interpreted as a relationship, not as a human disorder” (Orem 1985,
p- 39). And as George (1991, p. 178) states, “one cannot simply be dependent; one
must be dependent upon someone for something else.”

17.3 Care Dependency: Operationalization
17.3.1 Introduction

George (1991) notices a tendency to conceptualize dependency as a single quantity
which can be measured across all populations, regardless of situation, or as a per-
sonal attribute rooted in illness, impairment, or old age. The aim of this paragraph
is to clarify of the concept of care dependency. The first focus will be on the devel-
opment of a general frame of reference for the concept of care dependency. Further,
the selection of a measurement framework will be considered.

17.3.2 Frame of Reference

A frame of reference needs to be developed to enable understanding of what it
means to say that a person is dependent or care dependent and to differentiate
between these terms. According to Van den Heuvel (1976), dependency arises for
two reasons. Either the individual defines his or her situation as dependent, or peo-
ple in the person’s environment define the person as dependent. Therefore, the first
element for a frame of reference is the definition of the situation by the individual,
and the second is the reaction to that definition by people in the person’s environ-
ment. Van den Heuvel (1976) adds the following two elements. Objectivity versus
subjectivity as a result of a discrepancy in perception of the definition of the situa-
tion between the individual on the one hand and the environment on the other is the
third element. The fourth element is that either the individual or the environment or
both evaluate the characteristics or situation of the individual as negative.
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17.3.3 Operationalizing Nursing Concepts

Carper (1978) reminds nursing researchers of their responsibility to describe the
concepts concerning nursing practice carefully and thoughtfully. Nursing concepts
are thoughts, notions, or ideas about nursing or nursing practice and define the con-
tent of interest in measuring nursing phenomena (Waltz et al. 1991). McCormack
(1992) views concept analysis as a process used to determine similarities and differ-
ences between concepts and to create a tentative operational definition. According
to Waltz et al. (1991), concept operationalization is delineating what a concept
means and how it can be measured. Kim (1983) distinguishes conceptualization and
concept analysis. The former is an active generational process of theoretical think-
ing, whereas concept analysis is more reflective in nature and involves critical eval-
uation of conceptualization that has already occurred.

The process of operationalizing a concept has been influenced by the approach
of Waltz et al. (1991). They suggest a multistep procedure, representing progression
from the abstract to the concrete. The procedure in this paper involves the following
interrelated steps:

1. Developing the theoretical definition

2. Specifying variable dimensions derived from the theoretical definition
3. Identifying observable indicators

4. Developing a means for measuring these indicators

17.3.4 Developing the Theoretical Definition

The preliminary definition will mainly be based on the work by Abdellah, Henderson,
and Orem. Such “needs theorists” focus on problems and needs of patients as seen
by health-care providers and on the role of nurses in assessing these needs and
meeting need requisites (Meleis 1991).

Literature on Abdellah’s, Henderson’s, and Orem’s nursing theories reveals the
following definitions and descriptions of synonyms which fit within the boundaries
of the concept of nursing care dependency. For Abdellah, nursing care is doing
something to or for the person or providing information to the person with the goal
of meeting needs, increasing or restoring self-help ability, or alleviating an impair-
ment (Marriner-Tomey 1988). Henderson (cited in: Halloran 1995, p. 89-90) views
nursing need as whatever the person requires in knowledge, will, or strength to
perform his or her daily activities and to carry out treatments prescribed for him or
her. And Henderson describes need for care as a self-help deficit (Halloran 1995,
p- 30). For Orem (1985) a care demand exists when care abilities are less than those
required for meeting a known self-care demand. In Orem’s view (1985), nursing
assistance is a form of help given by nurses to persons with a legitimate need for it,
by promoting self-care and motivating attempts toward independence. Basing her
description in Orem (1985), Meleis (1991) defines the term self-care deficit as the
balance between self-care demands and self-care capabilities and an indication of a
state of social independence.
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In view of these findings, care dependency is preliminary defined as: a nurse-
patient relationship resulting from a person’s decrease in self-care and a simultane-
ous increase in dependency on nursing care whenever needs must be satisfied.

The starting point for defining care dependency is the frame of reference of
dependency described by Van den Heuvel (1976). This frame consists of four
elements:

. Definition of the situation

. Reaction to that definition
. Discrepancy in perceptions
. Negative evaluation

O R S

These four elements fit a frame of reference regarding the concept of care depen-
dency. Instead of the general term for the first element — “definition of the situa-
tion” — the more specific terms “patient system” and “professional system” will be
used. The patient system communicates its disabilities, needs, or deficits in regard
to self-care to the professional system in terms of care demands. And because of
cognitive and communicative limitations in the way in which psychogeriatric
patients express their care demands, a distinction will be made between explicit and
implicit care demands. Regarding the second element, Goffman (1961) and Lasch
(1979) have cautioned against patients’ dependency on the professional system and
against the helping professions reducing the patient to incompetence and relieving
him of responsibility. According to Jirovec and Kasno (1993), unnecessary depen-
dency is also fostered because institutionalized persons are not encouraged to main-
tain any remaining independent, self-care behavior. Miller (1985a, b) notices that,
while nursing is normally a direct result of patient dependency, prolonged exposure
to nursing activities can result in increased patient dependency. Especially in the
long-term care facilities, professional workers such as nurses have a key role in
assessing the patient’s care demands. By “affirming” or “denying” these care
demands, the professional worker decides what will be done and what not: in other
words, the carer determines the beginning of a caring process. Regarding the third
and fourth element, professional workers like nurses have a critical role in maintain-
ing the patient’s dependency status or turning his/her dependency into indepen-
dence. Therefore, agreement about the care demand and a joint goal for action are
needed. As Paterson and Zderad (1988, p.24) state: “Both patient and nurse have a
goal or an expectation in mind. Therefore, the intersubjective transaction has mean-
ing for them; the event is experienced in the light of their goals.” The patient’s
expectation has been translated into the perspective of working on his indepen-
dence. Theoretically, three outcomes can be expected: dependency increases,
remains unchanged, or decreases.

So the following frame of reference can be developed. Table 17.1 reveals the
train of thought which led to defining the theoretical concept of nursing care depen-
dency. This framework concerns persons who are not able to manage their mental
health problems and, consequently, need care assistance in a long-term care facility.
For nurses, this is the starting point of a caring relationship with the patient. From
the viewpoint of the patient, there is a care demand resulting from an absence or
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Table 17.1 Frame of reference of care dependency

Patient system Professional system
Assessment Agreement Perspective
The patient communicates his The nurse Joint goal for | Decreased patient’s
care demand explicitly (real or | affirms the care | action dependency
unreal) demand
The nurse Separate goal | Unchanged or increased
denies the care | for action patient’s dependency
demand
The patient communicates his The nurse Separate goal | Unchanged or increased
care demand implicitly (real or | denies the care | for action patient’s dependency
unreal) demand
The nurse Joint goal for | Decreased patient’s
affirms the care | action dependency
demand

inadequacy of required self-care, which makes him/her wholly or partly dependent
on nursing care. For a nurse, the patient’s care demand is the starting point of a
process in which he/she takes care of that particular patient. This means taking
responsibility for providing the patient with what he/she needs. The purpose of
nursing care is changing the patient’s state of dependence into a state of indepen-
dence. It is a movement of the patient away from nursing care toward self-care
without direct assistance. In summary, the following theoretical definition can be
posed: care dependency is a process in which the professional offers support to a
patient whose self-care abilities have decreased and whose care demands make
him/her to a certain degree dependent, with the aim of restoring this patient’s inde-
pendence in performing self-care.

17.3.5 Specifying Variable Dimensions

The second step in the present study will be to determine which framework is useful
in specifying the variable properties of the concept of care dependency as established
in the theoretical definition. The following aspects of care dependency were mea-
sured in the literature reviewed. Benoniel et al. (1980) developed a social depen-
dency scale, which measures three capacities of patients with chronic illnesses:
everyday self-care competence, mobility competence, and social competence. Hardy
etal. (1982) examined the effect of care programs on the dependency status of elderly
residents in an extended care setting. Among other things, a tool to measure the
patient’s nursing dependency status was used. This tool measures requirements for
nursing staff time in terms of workload generated by patients’ needs. Miller (1985a, b)
studied the dependency of elderly patients in wards using different methods of nurs-
ing care. The incidence of dependency in elderly people and patient dependency in
relation to nursing care was discussed. Patient dependency was measured by using a
scale which rated the patients’ level of physical dependency, apathy, social distur-
bance, communication difficulties, and incontinence. For policy purposes as well as
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for the provision of individual care, Maaskant (1993) investigated the care depen-
dency of elderly, mentally handicapped people. Jirovec and Kasno (1993) studied
predictors of self-care abilities among the institutionalized elderly. Self-care abilities
were measured using the Appraisal of self-Care Agency (ASA-A) scale (Evers 1989).
Dijkstra et al. (1995) compared the need for care in three types of Dutch institutions:
nursing homes, old people’s homes, and home care. For that purpose, the authors
measured the degree of dependence for self-care activities, incontinence, and mobil-
ity. In all these studies, the care dependency concept was used to search for a method
by which the dependency of a population can be measured. Similarly, George (1991,
p. 178) concluded that “researchers and planners have attempted to define the quality
of dependency in ways which will help them to assess the need for, and calculate the
workload entailed in providing, continuing or long-stay accommodation for the
elderly population.”

In contrast to a medical orientation, the ideas of the “needs theorists” may be
characterized as based on Maslow’s hierarchy of needs and influenced by Erikson’s
stages of development (Fitzpatrick and Whall 1989; Riehl 1989; George 1990;
Meleis 1991). Maslow (1970) identified basic human needs as physiological needs,
safety needs, belongingness and love needs, esteem needs, and the need for self-
actualization. The influence of Maslow is evident in the work of Abdellah,
Henderson, and Orem. Although their formulations are different, each of the three
“needs theorists” identifies need requisites which correspond to Maslow’s basic
human needs.

In Abdellah’s model (1960), the concept of nursing is expressed in a typology of
21 nursing problems which encompass the physical, sociological, and emotional
needs of the patient. The nursing activity typology of 21 nursing problems repre-
sents the categories or classifications of nursing action that can influence responses
in the patient condition (Fitzpatrick and Whall 1989).

Henderson (1966, 1985) specified 14 components of basic nursing care. They
remain comprehensive, complete, and consistent with various hierarchies and levels
of human need (Yura and Walsh 1983). The components start with physiological
functioning and move to the psychosocial aspects, which may convey that bodily
operation takes priority over emotional or cognitive status (George 1990). These
basic needs address not health problems of the patient, but areas in which actual or
potential problems might occur (Gordon 1994). According to Fitzpatrick and Whall
(1989), assessment of Henderson’s 14 components of care helps the nurse move the
patient from a state of dependence to a state of independence.

Orem (1985, 1995) identified three types of self-care requisites: universal, devel-
opmental, and health deviation. Each type of requisites represents a category of
deliberate actions to be taken by or for the patient because of his or her needs as a
human being. Universal self-care requisites are common to all human beings.
Developmental self-care requisites are associated with human developmental pro-
cesses, or they are new requisites derived from a condition or associated with an
event. Health-deviation self-care requisites are associated with genetic and constitu-
tional defects. Orem’s eight universal self-care requisites, common to all human
beings, more or less coincide with Henderson’s 14 human basic needs (Meleis 1991).
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Characteristics of basic human needs cover a broad range of physical and psy-
chosocial needs. In the frameworks presented, physical needs dominate. “Needs
theorists” associate these needs with air, food, elimination, sleep, exercise, and tem-
perature. As long as these physical needs are unsatisfied, all other needs get low
priority in need fulfillment. “Needs theorists” identify psychosocial needs such as
self-concept, role function, interdependence, education, and family.

For the following reasons, Henderson’s framework provides a good starting
point to specifying the variable aspects of the concept of care dependency.

1. As stated, it was Henderson’s belief that health is basic to all human functioning
and equates with independence on a continuum that has illness equated with
dependence. In this view, the desired outcome of nursing care is the patient’s
independence. The 14 human needs help the nurse move the patient from a state
of dependence (...) to a state of independence (Fitzpatrick and Whall 1989).

2. Henderson speaks about fundamental human needs which appear in every
patient-nurse relationship, independent of the patient’s age and/or the type of
care setting.

3. Henderson’s ideas are frequently applied in practice and in the curriculum for
educating nursing students working in long-term care facilities.

So Henderson’s components of nursing care are used to specify the 14 variable
aspects of the concept of care dependency. To allow them to be useful in the context
of the research project, Henderson’s 14 human needs have been translated into 15
care dependency items (see Table 17.2).

Table 17.2 Translation of Henderson’s 14 human needs into 15 care dependency items of
nursing care

Fifteen care dependency items

Henderson’s 14 human needs of nursing care
1. Breathing normally 1. Eating and drinking
2. Eat and drink adequately 2. Incontinence
3. Eliminate body wastes 3. Mobility
4. Move and maintain desirable postures 4. Body posture
5. Sleep and rest 5. Rest and sleep
6. Suitable clothes — dress and undress 6. Getting dressed and
undressed
7. Maintain body temperature within normal range by 7. Body temperature
adjusting clothing and modifying the environment
8. Keep body clean and well groomed and protect the 8. Hygiene

integument

9. Avoid dangers in the environment and avoid injuring other | 9. Avoidance of danger

10. Communicate with others in expressing emotions, needs, 10. Communication
fears, or opinions
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Table 17.2 (continued)

Fifteen care dependency items

Henderson’s 14 human needs of nursing care

11. Worship according to one’s faith 11. Contact with others

12. Work in such a way that there is a sense of accomplishment 12. Sense of standards and values
13. Play or participate in various forms of recreation 13. Daily activities

14. Learn, discover, or satisfy the curiosity that leads to 14. Recreation

normal development and health and use the available
health facilities

15. Learning ability
From Henderson (1966) The Nature of Nursing. New York, Macmillan

17.3.6 Identifying Observable Indicators

According to Challis et al. (1996), it is widely agreed that the best way to
address the patient’s care needs is by thorough and systematic assessment. The
importance of regular assessments is evidenced by the frequency of acute and
subacute changes in health status which may occur in patients in long-term care
settings (Bernadini et al. 1993). Iyer et al. (1986) identified four types of assess-
ment data: subjective, objective, historical, and current data. Here, where
patients with cognitive and communicative dysfunctions are unable to share
reliable information about their care dependency with their nurse, the focus is
on objective data. Cox et al. (1993) define objective data as those facts that are
observable and measurable by the nurse.

When selecting observable and measurable indicators, Waltz et al. (1991)
suggest that it is important to determine whether the concept represents an
either-or phenomenon or one that varies. Care dependency can be defined as
variable in intensity. The described theoretical definition represents one end of
a continuum, ranging from total patient dependency to total independence, in
activities related to the specified 15 variable properties of the concept of care
dependency.

In order to measure the patient’s degree of care dependency, the number of
indicators must be determined. Nursing literature refers to a number of indica-
tors, varying from three to five. For example, Cox et al. (1993) mention five
dimensions for rating areas of self-care: completely independent; requires use
of equipment or device; requires help from another person, for assistance,
supervision, or teaching; requires help from another person and equipment
device; and dependent (does not participate in activity) (Code adapted by
NANDA from E. Jones et al., Patient Classification for Long-Term Care: User’s
Manual. HEW Publication No. HRA-74-3107, November 1974). For each of the
15 dimensions of care dependency, it was decided to conceptualize five written
indicators, ranging from totally dependent to totally independent. With these
indicators the patient’s care dependency can be evaluated.
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17.3.7 Developing Means for Measuring the Indicators

Structured assessment instruments can assist in screening for problems that often
remain undetected in older patients, and they can be adopted as part of everyday prac-
tice (Applegate et al. 1990). Assessment instruments may be helpful to complete the
measurements of patients’ indicators. Two instruments have been designed as means
for measuring the 15 dimensions of nursing care dependency. Each version consists of
the following components: (1) a label, (2) a description of the given label, and (3) five
indicators to determine the degree to which patients depend on nursing care. The dif-
ference between the two versions is the way in which care dependency is assessed.

Responses on the clinical scale are rated on the basis of five written criteria (e.g.,
see Table 17.3), whereas all ratings of the research version are on a five-point Likert-
scale, ranging from 1 (completely care dependent) to 5 (almost independent) (e.g.,
see Table 17.4).

The present paragraph can be ended by stating an operational definition of care
dependency for use in nursing practice: the degree of dependency on nursing care with
regard to the 15 dimensions of human need, experienced by a long-term care patient.
And the mean to measure care dependency can be done by the care dependency scale.

Table 17.3 Example of a CDS item of the English-USA proxy version

Eating and drinking

The extent to which the patient is able to satisfy his/her need for food and drink

1 Patient is unable to take food and drink unaided

2 Patient is unable to prepare food and drink unaided; patient is able to put and drink into
his/her
mouth unaided

3 Patient is able to prepare food and drink and put food and drink into his/her mouth

unaided with
supervision; has difficulty determining quantity

4 Patient is able to eat and to drink unaided with some supervision

5 Patient is able to prepare meals and to satisfy his/her need for food unaided

Table 17.4 Example of a CDS item of the English-USA research version

Eating and drinking

The extent to which the patient is able to satisfy his/her need for food and drink

1 Completely care dependent (missing all initiative to act; therefore care and assistance is
always necessary)

2 To a great extent care dependent (many restrictions to act independently, therefore to a
great extent dependent on care and assistance)

3 Partially care dependent (there are restrictions to act independently, therefore partially
dependent on care and assistance)

4 To a limited extent care dependent (few restrictions to act independently, therefore only
to a limited extent dependent on care and assistance)

5 Almost independent (almost everything can be done without assistance)
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17.4 Care Dependency Scale: Utilization
17.4.1 Introduction

The question to be answered in this paragraph is the additional value of the care
dependency scale (CDS) for use in nursing home practice. First, general instruc-
tions will be given for use of the CDS in clinical practice. Subsequently, the use of
the CDS will be discussed in clinical reasoning.

17.4.2 Instruction for Use in Clinical Practice

Instruction For completion of the CDS, the following guidelines must be observed:
(1) in case of use by professional health carers, the CDS should be filled in by the
nurse or another health carer who is most familiar with the daily care of the patient;
(2) the scale consists of 15 items, each of which has five item-criteria relating to the
aspect of dependency being rated; and (3) for each item an assessment should be
made of the patient’s level of dependency, and the item-criterion that best describes
the patient’s should be circled. Only one of the five item-criteria should be selected
(Dijkstra et al. 2000b).

Scoring of Items In quality of life questionnaires, the experience of impairments,
dysfunction, or social handicaps can be formulated either in the actual mode (e.g.,
is the patient incontinent?) or from the experienced burden perspective (e.g., to what
extent is the patient able to control the discharge of urine and feces voluntarily?). In
the CDS the level of care dependency is formulated from the experienced burden
perspective. The person who fills in the CDS is asked to what extent the patient is
able to perform activities.

The CDS sum score can be computed by adding the outcome of each of the 15
items of care dependency. Low sum scores on the CDS indicate that the patient is
dependent on care from others. On the other hand, a high sum score means that
the patient is almost independent of care. Repeated assessments with the CDS
provide data for monitoring change in patient status and, potentially, assessing the
success of interventions in decreasing patient dependency. By using the CDS
scoring chart (see Fig. 17.1), the CDS score on each separate item can be seen
(Dijkstra et al. 2006).

Time Frame In general, the time frame for assessment by proxy covers “the last
week.” Regarding assessment by proxy, the time frame depends on the period that
the respondent is able to determine the patient’s care dependency. The decision to
opt for a longer period or repeated assessment can be based on the wish to assess
more fully the abilities of the patient (Dijkstra et al. 2000).

Time Needed The CDS is easy to use and quick to complete, normally taking less than
5 min. Patients take, on average, 15 min to complete the CDS (Dijkstra et al. 2006).



242 A. Dijkstra

A = Eating and drinking
B = Continence

C = Body posture

D = Mobility

E = Day/night pattern

F = Getting (un) dressed
G = Body temperature
H = Hygiene

| = Avoidance of danger

J = Communications

K = Contact with others

L = Sense of rules and values
M = Daily activities

N = Recreational activities

O = Learning ability

1 = Completely care dependent
2 =To a great extent care dependent

3 = Partially care dependent
4 =To a limited extent care dependent
5 = Almost independent

Fig.17.1 CDS scoring chart

17.4.3 Clinical Reasoning

Clinical reasoning, which has become synonymous with the nursing process or prac-
tice, refers to the processes by which nurses (and other clinicians) make their judg-
ments to determine how to prevent, reduce, or resolve the identified patient needs
and care demands (Tanner 2006). To support the process of clinical reasoning,
assessment is valuable and necessary in order to gain essential information for indi-
vidual care planning (Bartholomeyczik 2009). Following the steps of clinical reason-
ing, beginning with collecting cues, nurses identify identifiable changes experienced
by the patient, perceived through history or assessing patients’ self-care needs (with
use of the CDS) and the degree of professional assistance required meeting these
self-care needs. This knowledge may enable nurses, in processing this information,
to develop a draft care plan, which they may discuss in the interdisciplinary consulta-
tion with the involved clinicians. Levett-Jones et al. (2010) refer to “clinical reason-
ing” as the process by which nurses (and other clinicians) collect cues, process the
information, come to an understanding of a patient problem or situation, plan and
implement interventions, evaluate outcomes, and then reflect on and learn from the
process. Clinical reasoning helps nurses to choose the right care in a methodical
manner by “knowing what to do” and “knowing how to do.”

In practice, the CDS is intended to be used in clinical reasoning process as a self-
care assessment and/or a case finding tool to help nurses in “knowing what to do.”
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The scale gives no direct answers, but indicates directions so that nurses and other
health carers can focus on care needs amenable to nursing or caring diagnoses. The
CDS is a scale derived from observed behavior, so the accuracy of the assessment
depends on the degree to which the health carer is familiar with the daily function-
ing, care demands, and needs of the patient. Therefore, practicing nurses or health
carers are in the best position to assess patients, especially in situations where the
latter are unable to communicate or have limited communication capabilities.

The CDS is an aid to assessing patient’s needs and the degree of professional
assistance required to meet these needs. This knowledge may enable health carers
to develop a draft care plan, which they may discuss in a multidisciplinary consulta-
tion. The aim of this consultation would be to determine joint diagnoses, objectives,
and interventions that specify the input of different professionals to patient care.
Repeated assessments with the CDS provide data for monitoring change in patient
status and, potentially, assessing the success of interventions in decreasing patient’s
dependency.

Besides need assessment, the CDS can also be used in case finding patients with
or without care dependency. The CDS has been validated in establishing care depen-
dency and a cutoff score for care dependency must be chosen to indicate the pres-
ence or absence of “needs.” Dijkstra et al. (2005) found that nursing home patients
with various care needs with a CDS sum score < 68 (rule-out cutoff point) were
classified as care dependent and all others as independent. The prevalence in their
sample study was very high (84%). The area under the receiver operating character-
istics curve for the care dependency scale was 0.81, which indicates moderate diag-
nostic accuracy. The determination of the appropriate cutoff point was based on
sensitivity (0.85) and positive predictive value (0.90).

17.4.4 Care Dependency and Nursing Care Problems

In the course of dementia, nursing home patients can develop, in addition to care
dependency, various nursing care problems like pressure ulcer, incontinence, fall,
malnutrition, and restraints (Schliisser et al. (2014). Berger et al. (2012) define nurs-
ing care problems as impairments or risks related to health or interventions that the
person cannot manage or resolve themselves and that restricts their independence.
As Schliisser et al. (2014) state, care dependency and nursing care problems can
influence each other negatively. Detailed and valid information about the degree of
care dependency and the risk on having a nursing care problem is essential input to
tailor care plans in preventing, improving, or stabilizing both care dependency and
nursing care problems. Regarding pressure ulcer, the CDS can be used as risk
assessment instrument in nursing homes. A cutoff point of <58 was chosen for a
first risk assessment of pressure ulcer in nursing homes (Dijkstra et al. 2015). These
values were almost the same as found in a study by Mertens et al. (2008). Balzer
et al. (2007) emphasize that in practice, the use of (risk) assessment instruments
must always be combined with the individualized assessment based on nurses’ clini-
cal experience and judgment, especially because the usefulness of the CDS for pres-
sure ulcer detection is limited.
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17.4.5 Practical Application of the CDS

Following the steps of clinical reasoning, nurses start to collect information
about the patient’s health condition and the extent to which the patient can pro-
vide for its own self-care activities. The aim will be to come to an understanding
of the patients self-care needs with the aid of the results of the CDS assessment.
This knowledge may enable nurses to develop a draft care plan and to discuss this
plan in an interdisciplinary consultation. The aim of the interdisciplinary consul-
tation is to determine nursing diagnoses and to select goals as a desired outcome
and a guidepost of interventions, which concretize the care tasks of nurses. The
selected nursing interventions should be recorded in the individual care plan.
Regularly evaluating the effects of the interventions is important to answer the
question: do the interventions contribute to the measures as recorded in the care
plan? The CDS can also play a role in evaluating the effects of the interventions
in comparing historical with present outcomes. Repeated assessments with the
CDS provide data for monitoring change in patient status and, potentially, assess-
ing the success of interventions in decreasing patient dependency. In many cases,
there will be stabilization or deterioration in care dependency (e.g., see Fig. 17.2).
In addition, the CDS sum score is useful to generate management information on
a population level.

@)

(LZSRS

’ A% N L
7~ >l \< ~ A week after admission

1 VASINSH )
Y

| H

E After 4 months

Fig.17.2 Repeated assessment for monitoring changes in self-care abilities
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Conclusion

Summarizing, the care dependency scale (CDS) provides a reliable and valid
tool for assessing the care dependency status of nursing home patients. It mea-
sures 15 human needs: eating and drinking, continence, body posture, mobility,
day/night pattern, getting dressed and undressed, body temperature, hygiene,
avoidance of danger, communication, contact with others, sense of rules and
values, daily activities, recreational activities, and learning ability. The instru-
ment consists of these 15 care dependency items, each one of which has an item
description and five care dependency criteria. Nurses rate all items by selecting
one criterion out of the five. Low scores on the items indicate that patients are
completely dependent on care. On the other hand, high scores mean that patients
are almost independent of care. Development and psychometric testing of the
CDS have been described in several studies (Dijkstra et al. 1996, 1998a, b,
1999, 2000b). Besides these studies, the international psychometric properties
of the CDS were determined using data sets from Canada, Italy, Norway and the
Netherlands (Dijkstra et al. 2000a), Finland, Spain and the United Kingdom
(Dijkstra et al. 2003), Germany (Lohrmann et al. 2003), Japan (Suzuki et al.
2010), Poland (Dijkstra et al. 2010), and Turkey (Hakverdioglu-Yont et al.
2010, Dijkstra et al. 2012). The outcomes confirm that the CDS proved to be a
reliable and valid scale in terms of internal consistency, inter-item correlation,
and principal component analysis.
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