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1. Aim of this thesis

What comes to mind when thinking of spending an average day on a nursing home
unit for people with dementia? Many people would picture a place where a group
of ailing residents sit in their chair, asleep or watching the time go by. The nursing
home is described as a place of boredom, leaving residents unoccupied for the best
part of the day'23.

In recent years however, a transition towards a more stimulating environment is
taking place. Care homes increasingly try to create a homelike atmosphere, thereby
hoping to make their residents feel more at home and expose them to the stimuli
of normal life*. Small-scale group living homes have been built, resembling a home
from home as much as possible. In addition, large dementia care wards have been
reorganized into smaller, more home-like living rooms. Providing care to smaller
resident groups has enabled staff to become better acquainted with the people
they care for. Furthermore, the role that family plays in the care for their relative
has been given more room in this care concept. And bringing a pet when moving
to a care home, has become common practice. With these developments, care
organizations aim to focus on maintaining, or even improving, quality of life for
their residents>®.

But is it realistic to think that the quality of life of residents with dementia can be
preserved by a more stimulating physical environment, when the disease causes
residents to steadily decline? Literature consistently finds disease-related factors
(namely behavioural symptoms, depression and comorbidity) to be the strongest
predictors of a resident’s quality of life”#°. Despite the efforts to make residents
with dementia feel more at home in care homes, the influence of the physical
environment on quality of life seems limited1%12,

The Healthy Aging model of the World Health Organization, states that the (care)
environment has a vital role in compensating for losses that are experienced during
life. Wellbeing is not the outcome of a person’s losses, but that of the functional
ability that someone experiences as a result of the compensation of these losses
by the environment. In other words, even with substantial physical or cognitive
limitations, someone’s functional ability — and thus the level of wellbeing he or she
experiences — can be maintained with the right environmental support. Naturally,
the quality of the physical environment is important for someone’s functional
ability. But the social care environment, aimed at fulfilling psychological needs like
meaning, autonomy, identity, enjoyment, security and relationships, is just as vital®.
There is increasing awareness that daily occupation and involvement in activities
might be an important way to address these psychological needs of people with
dementia via the care environment!*!51¢ Studies on activity programs have found
positive effects on wellbeing and quality of life among people with dementia, such
as positive mood, and elevated attention’181920.21 However, most results are based
on small study samples or explorative research.

Based on the knowledge that researchers consistently find a lack of stimulation in
care homes for people with dementia**?*%, while activity involvement and daily
occupation can be of great value to increase their wellbeing, the aim of this thesis is
twofold. First, we aim to obtain more insight into the relationship between activity
involvement and occupation on the one hand, and the quality of life and wellbeing
of people with dementia living in care homes on the other. Second, the impact of
socio-demographic and disease-related characteristics, as well as that of various
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aspects of the dementia care home environment on the residents’ activity involvement and
occupation are studied.

In the following paragraphs, further background information is provided on the dementia
syndrome, the nursing home environment, the concepts of quality of life and wellbeing, the
Healthy Aging model, and the need for occupation and activity involvement amongst care home
residents with dementia. The relevance of this study is further explained and the research
guestions are presented. Finally, the outline of the thesis is described.

1.1 Dementia: a global health priority

Dementia is a progressive syndrome that causes severe cognitive deterioration, including
memory loss, loss of comprehension, and loss of the ability to perform everyday activities.
The dementia syndrome is caused by a variety of brain diseases of which Alzheimer’s disease,
vascular dementia and dementia with Lewy bodies are the most prevalent?*. The occurrence rate
of dementia is strongly related to higher age. It is estimated that 40% of people aged 90 or over
have a type of dementia®.

With the rising life expectancy especially in low and middle, but also in high income countries, the
number of people with dementia is increasing rapidly. It was estimated that in 2015, there were
46.8 million people worldwide living with dementia. This number is expected to almost double
every 20 years, leading to 74.7 million people with dementia in 2030, and 131.5 million in 2050%.
Combined with the development that older people also constitute an increasing proportion of
the total population, this places an enormous burden on society in terms of health care costs,
and informal and formal care provision.

Despite the extensive investigation of various therapies, and although the development of
treatments is an intergovernmentally agreed global health priority, no treatments are available
yet to cure or alter the course of dementia?’. Researchers are hopeful that in the coming years,
a cure will be found, at least for some types of dementia®.

The course of dementia is different for the various underlying brain diseases, and also varies
between individuals. For Alzheimer’s disease, accounting for 50 to 70 percent of the dementia
syndrome, the average course is 4 to 8 years after receiving the diagnosis. Yet some Alzheimer
patients can live up to 20 years following diagnosis?®. Most people with dementia live at home.
After receiving a diagnosis, people with dementia are often well able to live a good life for several
years, often with increasing support from their environment. This support generally consists of
help from family caregivers, supplemented with formal home care, or by attending a day centre
in a later stage of the disease. Technological aids can also provide assistance. When people with
dementia need almost 24-hour surveillance and help in all activities of daily living, a care home
can be a better alternative to staying at home. An example is when living at home becomes
unsafe because someone starts to wander outside, while not being able to find the way home;
or when there is no family network to support the person with dementia, or the primary family
caregiver becomes burned out by the care for his or her relative. It is estimated that in high
income countries, one third to one half of people with dementia reside in care homes®. This
number is much lower in low income countries, at an estimated 6%.

1.2 Transformation of the care home environment
Nursing home care' for people with dementia has been transformed enormously in recent

Traditionally the term ‘nursing home care’ is used to address the care that is provided to people who reside in care
homes because they need 24-hour care. However, we try to avoid this term in this thesis because today, this type of
care is provided in various care facilities, varying from small-scale group living homes and special care units in homes
for the aged, to the traditional large-scale nursing home.



decades. Until the 1970’s, care professionals spoke of ‘demented patients’, from
a medical perspective. From the 1980’s on, it was increasingly recognized that as
long as there was no cure for dementia, a stronger emphasis should be placed on
the psychological needs of people with dementia. Instead of demented patients,
professionals spoke of ‘people with dementia’..

Thereafter, care professionals started to speak of ‘people living with dementia’,
recognising the fact that people with dementia can still live a good life, when
they are appropriately supported by their environment. There was increasing
awareness that the physical care environment could influence residents’ wellbeing
and even their functioning, by creating a home-like, recognizable environment®.
These insights resulted in the rise of various types of small-scale group living home
facilities in several high income countries. Common features include small groups of
5-9 residents that live together, the home-like interior decoration of the care homes
(preferably with the residents’ own furniture), and avoidance of clinic-like features
like long corridors®. In The Netherlands, this concept has been widely embraced.
Whereas the first small-scale group living home facility was built in 1989, in 2017, it
is estimated that 20 to 30 percent of the care homes for people with dementia have
a group living home character in the Netherlands®3.

There were high expectations of the effect of Dutch group living home care on the
wellbeing of residents. However, research conducted by separate research groups,
did not generate convincing results pointing at a higher quality of life of group
living home care residents as compared to residents of traditional nursing home
facilities 1>412, This led to the insight that altering the physical environment does
not necessarily generate high quality care as provided by care staff**.

Quality of life might best be maintained with a wellbeing-oriented and individualized
care approach.

1.3 Quality of life and wellbeing as central goals in dementia care

In high income countries, improving or maximizing the quality of life and wellbeing of
residents is currently perceived as the central goal of nursing home care. lllustrated
by the continuous attempts to specify quality of life and wellbeing, there is still no
consensus on how these outcomes should be defined and operationalized®-.

The most influential description of quality of life and wellbeing for people with
dementia, however, originates from the work of Lawton dating from 1983%7, 19913
and 1994, Lawton defined quality of life as ‘the evaluation - both by subjective
and social-normative criteria - of the behavioral and environmental situation of
the person. According to Lawton, quality of life constitutes of four domains: the
objectively determined domains of 1) a person’s behavioral competence (or health
status) and 2) the environment, and the subjective domains of 3) perceived quality
of life (the evaluation of health and environmental aspects), and 4) the subjective
psychological wellbeing. Particularly in people with diseases like dementia,
psychological wellbeing should be perceived as the most important component of
quality of life!*35, Lawton wrote that ‘the focus on psychological wellbeing helps us
to keep viewing people with dementia as human beings with continuing likes and
dislikes. It makes the efforts made in long term care provision worthwhile, despite
their ongoing deterioration of cognitive and functional capacities’®*.

Following this theory, the concept of psychological wellbeing for people with
dementia has been studied extensively, resulting in various — both overlapping
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and different — descriptions®®3°. Examples are: positive and negative affect, mood, happiness,
enjoyment, satisfaction, self-acceptance, self-esteem, dignity, individuality and spiritual
wellbeing?#404142,

1.4 The World Health Organization’s model of Healthy Aging

In 2015, the World Health Organization (WHO) published the World Report on Ageing and
Health describing a new model of ‘Healthy Aging’3. Healthy Aging is defined as ‘the process of
developing and maintaining functional ability that enables wellbeing in old age’, so that people
can continue to be and to do what they have reason to value in life. In the WHQO's Healthy Aging
model, wellbeing is considered in the broadest sense and includes domains such as happiness,
satisfaction and fulfilment, comparable to the concept of psychological wellbeing as described
above. Diseases like depression, geriatric syndromes like dementia, comorbidity and other
health related factors do not determine the wellbeing of older people, but the extent to which
the reduction in capacities as a result of these diseases are, or are not, compensated by the
environment.

With the concept of Healthy Aging, the World Health Organization has called upon the care
environment to take responsibility for the wellbeing of care home residents with dementia.
People with dementia are entitled to have access to a supportive physical environment, but
to achieve psychological wellbeing, their basic human rights and needs have to be addressed.
It is rudimentary to acknowledge that the person living in a care home still has a life. The care
environment must actively seek to identify the resident’s individual needs, and do everything
within its power to fulfil these needs.

Studies on the subjective needs of individuals with dementia in long term care revealed various
aspects of life that were viewed as necessities, such as the need for security, autonomy, privacy,
identity, meaningful activities or daily occupation, meaningful relationships, and love>*344,

1.5 The impact of occupation and activity involvement on functional ability and wellbeing
Many of the psychological needs of people with dementia can be addressed by engagement in
daily occupation and activities®141>41:454647.4849 '|n this thesis, both the involvement in activities,
and daily occupation are studied.

We have defined Involvement in activities as the engagement in recreational and leisure activities.
Examples are fitness classes, painting, group conversations, singing, and board games.

Daily occupation for people with dementia entails more than activity involvement. It has been
described as ‘involvement in life in a way that is personally significant’*>. Occupation refers to the
recreational activities mentioned above, but it can also involve having a meal, receiving physical
care, taking interest in a stuffed animal, watering flowers, helping others, social conversation,
and so on*°.

The literature that is available on the relationship between activities and daily occupation on
the one hand, and quality of life or wellbeing on the other, primarily consists of small study
samples, phenomenological research, or descriptions of specific activity programs. The findings
report several positive outcomes of activities and occupation, such as more positive affect,
less depressive symptoms, elevated interest and alertness, less boredom, higher nutrition
intake and decreased use of psychotropic medications & 1721552 |n particular, activities and
types of occupation that are tailored to the individual needs and preferences are expected
to contribute to quality of life and wellbeing®. The lack of activity involvement or occupation
on the other hand, is related to several adverse outcomes: a loss of physical function, social
isolation, neuropsychiatric symptoms and poor quality of life®*. It is even suggested that the lack
of occupation results in what is called excess disability: disability that is not the pure result of



the dementia process, but is caused by additional atrophy of skills and functional
capacities due to an environment that does not support the needs of people with
dementia (the malignant environment)®.

Yet, despite the assumed potential of activity involvement and occupation, dementia
care homes seem to struggle to reach an appropriate activity level amongst their
residents. Literature consistently states that the level of engagement is extremely
low in this resident group®*°%°’. As recently as 2014, residents of 19 dementia units
were found to be inactive (defined as sleeping, doing nothing, or watching TV) for
48 to 78 percent of the observed timeframes?.

1.6 Potential explanations for the lack of occupation and activity involvement
Why do care homes fail to address the need for occupation and activity involvement
of their residents with dementia — notwithstanding the WHO’s model of Healthy
Aging and the focus on wellbeing in dementia care?

A first explanation may be that care professionals are still not aware of the potential
impact of activity involvement and daily occupation on a resident’s quality of life
and wellbeing. Engaging residents in activities might seem of secondary value for
the wellbeing of residents. Care staff — mainly registered nurses or certified nursing
assistants — are primarily focused on the provision of basic physical care, a clean
environment and comfort*>* especially for people with severe dementia. These are
also the things they have been taught, and what staff are often judged upon by family
caregivers, colleagues and care managers. While physical care, a clean environment
and comfort are essential to compensate for one’s physical losses, other (emotional
and psychological) needs are overlooked that also have to be fulfilled to experience
optimal wellbeing — as addressed by the Healthy Aging model®.

Besides not recognizing the potential of activity involvement , staff may not know
how to involve residents in activities. Care staff are not educated in how to keep
residents involved in daily occupation that they value, especially those with more
severe dementia®®. Activity provision or engaging residents in daily occupation, is
often perceived as the task of specialists like recreational or activity workers, both
by care staff and care managers.

Furthermore, the interventions and activity programs that are studied in
literature!’-?°, seem to be too complex to be implemented by the direct care staff.
Care managers must invest in their care staff to put activity involvement on the
agenda, but in times of a growing societal burden of disease caused by an aging
population, leading to staff shortages and financial cutbacks, this receives low
priority.

Moreover, it is unclear whether ‘regular activity involvement’ or daily occupation
affects wellbeing or quality of life too, also in the long run. Evidence of this
relationship will further encourage care home managers to facilitate activity
provision on their care sites.

Finally, policy makers in the field of long term dementia care might not be convinced
by the literature that is available on activities and wellbeing, that often comes from
small study samples or entails more phenomenological research on the concept of
meaningful activities than generating concrete implications for care practice.
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1.7 The problem placed in context: Relevance of this study

In summary, the recognition of the need for a home-like and familiar environment to improve
the wellbeing of care home residents with dementia, has led to a rapid transition towards group
living home care in a relatively short time period in the Netherlands. However, the need for
activity involvement and daily occupation that has also been expressed for some time, seemed
to be ignored until recently.

In its most recent care policy, the Dutch government has placed considerable emphasis on the
need for daily occupation and activity involvement for residents with dementia. Just as with the
transition towards group living care, a stimulating policy has been initiated to enlarge the activity
provision in long term care homes®. Care homes receive substantial fees when they stimulate
activity provision by their care staff from 2016-2020°*. On the other hand, in 2017, their regular
annual incomes were substantially lowered in relation to the rising spending (predominately
caused by increased salaries in keeping with the altered collective labour agreement of 2016-
2018°%2). From 2018 on, substantially more financial means will be made available by the Dutch
government for the nursing home care sector®® as a response to the large discontent with
the quality of nursing home care that is currently experienced by the general public in the
Netherlands.

The Dutch dementia care homes approach the challenge of increasing activity provision for
their residents in different ways. Some attract extra recreational workers to provide activities in
addition to the regular care. Others start programs with neighbours and volunteers. Technical
aids may also be purchased for increasing opportunities to engage in activities. Or care homes
invest in the education of their staff to integrate activity provision into regular care®®. The question
arises whether the efforts for increasing activity involvement are sustainable when funding stops
and when the available workforce further decreases.

There is also an important global development regarding this topic. In most high income
countries, people with dementia enter care homes at a later stage of their disease in comparison
to a decade ago, as a consequence of ‘aging in place policies’. These policies are meant to enable
older people to stay in their own homes for as long as possible, even when they increasingly need
care®>®. Since higher care demands were found to be related to lower activity involvement®”,
knowledge is desired on whether the need for occupation decreases as suggested by some®, or
that it is necessary to equip care homes with information on how to increase activity provision
for this resident group.

1.8 Research questions
This thesis tries to address these issues by answering the following research questions:

1. To what extent is the involvement in activities and daily occupation related
to the quality of life and wellbeing of people with dementia living in care

homes? Is this relationship different for people at different stages of

dementia? (presented in Figure 1.1)

2. Which characteristics concerning residents, environment, and staff of the
care home influence their activity involvement and daily occupation?
(presented in Figure 1.2)



Daily occupation /
Activity involvement
‘l;

Figure 1.1 relationships studied with research question 1

Characteristics of residents, care
home environment and care staff

Figure 1.2 relationships studied with research question 2
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2. Research methods

Various methods were used to answer the research questions that are described
above. Data from three measurement cycles of the Living Arrangements for people
with Dementia (LAD-) study were used. The LAD-study was initiated in 2008, and
designed to monitor the developments in Dutch nursing home care for people with
dementia and the consequences of environmental and organizational characteristics
for residents’ and staff’s wellbeing.

The following data were used to study our research questions:

a) Measurement cycle 2008-9 of the LAD-study: Cross-sectional data derived
from 1,144 residents through observational questionnaires, representing
136 care homes (research question 2)

b) The in-depth study of the LAD-study performed in 2010: Dementia Care
Mapping observations’ performed by trained researchers on occupation
and wellbeing of 57 residents and their care environment in a selection of
10 high and low quality care homes (research question 1 and 2)

c) Measurement cycle 2010-11 of the LAD-study: Cross-sectional data on
organizational characteristics (derived from interviews with the
care home management), staff characteristics (derived from 1,145 care
staff members), family characteristics (derived from 888 family members)
and resident characteristics and activity involvement (derived from 1,218
observational questionnaires), representing 139 care homes (research 1
and question 2)

d) A sub-study of measurement cycle 2013-14 of the LAD-study: Staff
observations of residents they were primarily responsible for (n =171) on
occupation and wellbeing, representing 50 care homes (research question

When applicable, multilevel analyses were performed to study the potential
relationships, to control for the clustered data of residents and organizational
structure belonging to one care home.
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3. Outline of the thesis

In chapter 2, the design of the first measurement cycle of the Living Arrangements for people with
Dementia is described, as well as that of the in-depth study (datasets a and b). Chapter 2 does
not cover the following measurement cycles of the LAD-study, but the information collected in
these cycles strongly resembles that of cycle 1. However, the participating care homes are partly
the same, and partly different in the forthcoming measurement cycles. Specific differences in the
data collection as compared to measurement cycle 1, if applicable, are described in detail in the
separate chapters.

Chapter 3 describes the explorative study on the relationship between types of occupation
and wellbeing, and the impact of the care environment on different types of occupation, using
Dementia Care Mapping. In this study, both our research questions are addressed (dataset b).
Chapters 4 and 5 focus on the relationship between involvement in activities or occupation,
and wellbeing or quality of life (research question 1). In chapter 4, the relationship between
overall involvement in activities and quality of life is studied in a large resident sample by data
from standardized questionnaires. Special attention is given to the relationship between activity
involvement and wellbeing in people at different stages of dementia (dataset c). In chapter 5,
the involvement in different types of daily occupation and the relationship with wellbeing in
people at different stages of dementia are described, based on observations of regular care staff
(dataset d).

Chapters 6 and 7 address the relationship between environmental features of the care home and
activity involvement (research question 2). In chapter 6, the relationship between characteristics
of small-scale group living home care and the involvement of residents in activities in general
and activities that they preferred, are described. Also the different types of activities are studied
(dataset a). Chapter 7 addresses the question which of the various factors that were suggested
to influence activity involvement in previous literature, are most important. 40 characteristics of
the care environment are studied (dataset c).

We reflect upon the results and research methods as described in the earlier chapters in chapter
8, the general discussion of this thesis. Implications for further research, care practice and policy
are outlined.

With this thesis, we hope to contribute to the further improvement of the care environment for
people with dementia, by helping them to get the most out of their lives. Seize the day!
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Abstract

Background: There is a growing attention for group living home care for people
with dementia around the world. Characteristics of group living home care are not
only found in archetypical houses for people with dementia, but are increasingly
integrated in a broad variety of living arrangements. There is limited information
available on how characteristics of the organization of care and especially group
living home care and staff ratio contribute to care staff wellbeing, quality of care
and residents’ quality of life. Furthermore, it is unknown what the consequences
of the increasingly small scale organization of care has for the amount of care staff
required in 2030 when there will be much more older people with dementia.
Methods/Design: This manuscript describes the design of the ‘Living Arrangements
for people with Dementia study’ (LAD-study). The aim of this study is to include
living arrangements from every part of this spectrum, ranging from large scale
nursing homes to small group living homes. The LAD-study exists of quantitative
and qualitative research. Primary outcomes of the quantitative study are wellbeing
of care staff, quality of care and quality of life of residents. Furthermore, data
concerning staff ratio and characteristics of the living arrangements such as group
living home characteristics are assessed. To get more in-depth insight into the
barriers and facilitators in living arrangements for people with dementia to provide
good care, focus groups and Dementia Care Mapping are carried out.

Discussion: Results of this study are important for policymakers, directors and staff
of living arrangements providing nursing home care to people with dementia and
essential for the development of methods to improve quality of care, residents’
and staff well-being. Data collection will be repeated every two years, to generate
knowledge on the results of changing policies in this field.

Background

There is a growing attention for group living home care for people with dementia
around the world. In the Netherlands, at the moment 25% of the residents with
dementia who receive nursing home care lives in group living homes [1]. Group
living home care refers to a concept of care in which nursing home care is organized
in a home-like environment where residents live together in small groups. Personal
care is integrated into daily routines, so that daily life is as ‘normal’ as possible. This
means that health care staff performs care tasks as well as domestic tasks, such as
cooking and cleaning [2]. In general, it is believed that group living home care is
beneficial for the physical and psychosocial wellbeing of the residents [3].

Initially, group living homes were developed according to the ideals of the pioneers
in this field who stated that a group living home is located in an archetypical house
where a maximum of six residents live together [2]. Nowadays, several types of
living arrangements providing group living home care appear. Group living home
care is not only provided in archetypical houses in regular neighborhoods, but
also in homes on the site of a nursing home or assisted livings and within larger
scale nursing homes. The number of residents per group is no longer limited to
a maximum of six. In conclusion, characteristics of group living home care are
increasingly integrated — at least to some extent - in all types of living arrangements
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for people with dementia.

Although it is generally believed that group living home care is better for the well-being of the
residents and caregivers, worries exist that group living home care is more expensive and that
more staff is needed in arrangements in which many characteristics of group living home care
are integrated. These worries are based on the dejuvenation in combination with the graying
of the population. The prevalence of dementia will increase in the next decades [4], while the
labor force will shrink in the same period of time [5]. Around 21% (N=50.000) of all people with
dementia in the Netherlands is living in a nursing home care setting [6]. It is estimated that in
2030 there would be 35 potential employees for one person with dementia, compared to 55
at this time [7]. Probably this is even an underestimation because the impact of aging of the
population on the labor force was less obvious at the time these estimations were made.
Regarding the implementation of group living home care and the dejuvenation and graying of the
population, it is increasingly important to get insight in what contributes to job satisfaction and
burnout, sickn leave and turnover of care staff in living arrangements for people with dementia.
In addition, insight in the consequences of group living home care in terms of the number of staff
needed is required.

The focus of research in this field has mainly been on a comparison of quality of life of residents
and staff wellbeing in two or three types of arrangements [8-17]. Two studies focusing on the
effect of small scale facilities in the Netherlands compared to large scale nursing homes show
modest positive results of small scale facilities on some aspects of quality of life of residents with
dementia, but no differences are found for overall quality of life [10,18]. Furthermore, these
previous studies show that staff working in group living homes experience more job satisfaction,
a higher motivation and less burnout than staff working in regular nursing homes [9,18]. There is
limited knowledge on the effect of the amount of group living home care characteristics provided
in all - larger or smaller - types of nursing homes, staff ratio and other characteristics of living
arrangements on quality of life of residents, quality of care and staff wellbeing.

Two studies in the United States do focus on the relationship between characteristics of the
organization of care in long-term care facilities and outcomes for residents and staff [19,20]. The
Collaborative Studies of Long-Term Care shows that depression is more common for participants
in for-profit nursing homes than for those in other homes (nonprofit homes and residential care/
assisted living) [21]. The Maryland Long-Term Care Project shows a beneficial impact of residents’
privacy and a negative impact of staff turnover on resident infection and hospitalization for
infection [19]. These results support the hypothesis that characteristics of the organization of
care - such as care concept or philosophy of care and staff ratio - are important for outcomes
related to residents and staff in nursing homes.



Aim and main research questions

In order to get insight into the relationship between the characteristics of living
arrangements for people with dementia and residents’ quality of life, quality of care
and staff well-being, we designed the ‘Living Arrangements for people with Dementia
study’ (LAD-study). Several characteristics of living arrangements are studied with
special attention for the impact of group living home care characteristics and staff
ratio. This article describes the methods of the first measurement cycle of LAD-
study. The three main research questions are:

1. What is the effect of group living home care characteristics and staff ratio
on quality of life of residents, quality of care and wellbeing of care staff?
2. What is the effect of the variety in care supply for people with dementia

and the growing portion of group living home care on the amount of care
staff required 20 years from now?

3. What are barriers and facilitators in living arrangements for people with
dementia to provide good care?

Methods

Design

The LAD-study is an ongoing monitor which is intended to be repeated every two
years. Here we describe the design of the first measurement cycle of the LAD-study
which comprises a quantitative and a qualitative study. In the quantitative study
staff ratio, characteristics of the organization of care, wellbeing of care staff, quality
of care and quality of life of residents are measured (research question 1 & 2).

In the qualitative study, data collection via focus groups and structured observations
according to the Dementia Care Mapping (DCM) method in a selection of the
participating living arrangements are carried out (research question 3). The methods
concerning the quantitative and qualitative study are described separately.

Ethical considerations

Data of people with dementia are collected via observation by the health care staff.
Therefore the medical-ethics committee METIGG stated that the ‘Medical Research
Involving Human Subjects Act’ was not applicable and that the study did not need
approval. Registered legal representatives of the residents to be observed with
Dementia Care Mapping received a letter with information on this method.

Methods quantitative study

Study population and recruitment

All 734 living arrangements that provided nursing home care for people with
dementia in the Netherlands were addressed to participate in the first data
collection of the LAD-study. In the Netherlands, nursing home care for people with
a primary diagnosis of dementia is organized on wards which exclusively provide
care to people with dementia. These wards are comparable to special care units in
the United States, however, they vary to a great extent. The aim of this study was to
include 150 living arrangements from every part of this spectrum. For this purpose,
we distinguished five types of living arrangements: traditional large scale nursing
homes, nursing home wards in a home for the aged, large nursing home where
group living home care is provided, group living homes nearby the mother facility
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Table 2.1: Data collection: measures and operationalization of quantitative study

Measure

Operationalization

Living arrangement characteristics

Number of residents in living arrangement

Number of residents

Number of residents per living room

Number of residents

Time of existence of living arrangement

Months

Group living home care characteristics

Group living home care questionnaire [2]

Inclusion criteria at admission

Type and number of criteria

Transferring criteria

Type and number of criteria

Education for care staff

Type of education

Technological aids in care and housing

Type and number of aids

Resident characteristics

Age Years

Gender Male or female
Length of stay Number of months
Visits from family or friends Frequency
Stage of dementia FAST [26]
ADL-dependency KATZ [28]
Neuropsychiatric symptoms NPI-Q [41]
Referral (reimbursement) Euro's

Care staff characteristics

Age Years

Gender Male or female
Origin Dutch or other

Educational level

Type of education and level (e.g. level 1 - 5)

Working hours

Hours per week

Employment in profession

Years

Length of service

Years

Staff ratio

Direct caregiver

Hours per week per resident

Educational level

Hours per week per educational level per resident

Facilitating services

Fulltime equivalent

Professional services

Fulltime equivalent

Sick leave

Percentage

Care staff wellbeing

Primary outcomes

Job satisfaction

Subscale job satisfaction from LQWQ [32]

Burnout complaints

UBOS [33-35]

Secondary outcome
Workload Subscale from LQWQ [32]
Autonomy Subscale from LOQWQ [32]

Social support

Subscale from LOWQ [32]

Quality of care

Physical restraints

Type and number of times used per resident

Psychotropic drugs

Type and number of times used per resident

Client satisfaction

CQ-index [25]

Approach to dementia

ADQ [36]

Involvement in activities

Subscale from MDS: RAI [24]

Quality of life
Quality of life QUALIDEM [22,23]
Pain Subscale from MDS: RAI [24]




and stand-alone group living homes in the community. Our aim was to select 30 living
arrangements in each of these 5 categories. All living arrangements participating
in this study are non-private facilities, receiving reimbursement dependent on the
referral status of the resident: a regular indication or a higher indication based on a
higher level of behavioral problems.

A brochure with information on the study was sent to the director of the living
arrangements and a short inventory was attached. This inventory focused on
some basic organizational characteristics of the arrangement, for example the
amount of residents they are caring for in total and per ward. In addition, they
were asked in which of the 5 types of living arrangements they would classify the
living arrangement and if they were willing to participate in our study. In case there
were more than 30 arrangements in a same category willing to participate, 30
arrangements were randomly selected.

In every participating living arrangement 12 residents and 15 health care staff were
randomly selected to participate in the study. In this study, we focused on health
care staff (i.e. nursing assistants, certified nursing assistants and registered nurses)
working on a permanent basis. Temporary staff and student-nurses were excluded.

Measures

Table 2.1 provides an overview of all variables that are investigated in this study:
characteristics of living arrangements, residents, and care staff and outcomes of
staff ratio, care staff wellbeing, quality of care and quality of life of residents.

Living arrangements

The following facility demographics are collected: facility type, time of existence,
number of residents in the living arrangement in total and on the wards, whether
inclusion criteria are taken into account at time of the admission of a new resident,
provided education for care staff, sick leave, technological aids in care and housing
and group living home characteristics. Group living home characteristics are assessed
using a questionnaire we developed in a previous study based on a Concept Map
concerning the ideals of group living home care [2].

Furthermore, data are collected on staff ratio: the amount of direct care staff and
their level of education, the ratio of other professionals such as physicians and
paramedics and the amount of facilitating services such as domestic services .
Finally, registrations on the use of physical restraints and psychotropic drugs are
asked to get insight in the quality of care of the arrangements.

Residents

Quality of life and involvement in activities are the primary outcomes for the
residents.

Quality of life of residents is examined with the Qualidem [22,23]. This scale
is especially developed for residents with dementia in nursing home facilities. It
is a multi-dimensional scale which assesses nine dimensions of quality of life in
dementia: Care Relationship (7 items), Positive Affect (6 items), Negative Affect
(3 items), Restless Tense Behaviour (3 items), Positive Self Image (3 items), Social
Relations (6 items), Social Isolation (3 items), Feeling at Home (4 items) and Having
Something to Do (2 items). In addition to the Qualidem, the presence of pain is
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observed as an indicator of quality of life using two questions of the long term care version of
the Minimum Data Set (MDS) of the Resident Assessment Instrument [24].

Residents’ involvement in activities is measured with the subscale Activity Pursuit of the MDS
[24]. Residents’ preferences on and involvement in the last three days in 20 activities are assessed
using a six-point scale. Furthermore, the amount of time residents are involved in activities or
are sleeping during the day is measured.

As an indicator of quality of care, client satisfaction is assessed by asking the report of the
Consumer Quality Index (CQ-index) [25], a measurement of client satisfaction which every
nursing home facility must assess once every two years since 2007 in the Netherlands. For
people with dementia, the informal caregiver fills in this questionnaire.

The following measures are used to control for the functioning of residents. The severity or stage
of dementia is measured with the Functional Assessment Staging (FAST) questionnaire [26,27],
consisting of sixteen questions. The FAST Stage is the highest consecutive level of disability of the
person with dementia. A higher score on the FAST procedure indicates a more advanced stage
of dementia.

Assistance needed with Activities of Daily Life is measured by using the Katz index of ADL [28].
The index exists of six items, a higher score on the Katz index of ADL means more dependence
in ADL.

Behavioral problems were measured with the abridged (paper-and-pencil) version of the
Neuropsychiatric Inventory [29]. Each of the twelve items of this scale measures a psychiatric
symptom. A higher score indicates greater symptomatology.

Finally, demographic variables age, gender, length of stay and frequency of family visits are
assessed.

Care staff

Job satisfaction, intention to leave and burnout complaints are the primary outcomes for care
staff. Additionally, the job characteristics of the Job-Demand-Control-Support model [30] and the
care staff approach to dementia are measured. Job satisfaction, intention to leave and the job
characteristics — job demands, job control and social support [31]- are measured with the Leiden
Quality of Work Questionnaire [32]. This questionnaire measures 11 job characteristics. The five
subscales concerning the JDCS model are used in this study: the Job Satisfaction subscale (6
items), measuring job satisfaction and intention to leave, the Work and Time Pressure (5 items)
and Decision Authority subscale (4 items) respectively measuring job demands and job control
and the Social Support Supervisor subscale (4 items) and the Social Support Co-workers subscale
(4 items) measuring social support.

The outcome variable burnout is measured with the Dutch version of the Maslach Burnout
Inventory [33], the Utrecht Burnout Scale — C [34,35]. This scale measures three components of
burnout: emotional exhaustion (8 items), depersonalization (5 items) and decreased personal
accomplishment (7 items). Higher scores suggest more burnout complaints.

Person centered approach of people with dementia is measured using a Dutch translation of
the Approach to Dementia Questionnaire [36]. This questionnaire contains nineteen attitudinal
items about people with dementia. A higher score indicates a more person-centered attitude
toward people with dementia.

Finally, demographic variables and variables on care staff’s employment in the living arrangement
are recorded.



Procedure

Seventeen research assistants have been extensively trained by the research team
to collect the data for the first measurement cycle of the LAD-study.

The facility demographics and staff ratio of the facilitating services and other
professionals are provided by interviewing the manager. The interviews are audio
recorded.

To calculate the staff ratio of care staff, timetables of the living arrangements are
used. The CQ-index is asked from the manager to get insight in client satisfaction.
Additionally, registrations of the use of physical restraints and psychotropic drugs
are required from the nursing home physician.

Outcomes regarding members of the care staff are based on self-report
questionnaires.

A registered nurse (RN) or certified nursing assistant (CNA) who is most involved
with a selected resident is asked to fill in the questionnaire measuring residents’
characteristics, such as their quality of life. Care staff and residents are randomly
selected by the research assistants.

Statistical analysis

Descriptive statistics areused to describe characteristics of participating living
arrangements, residents and care staff. Regression analyses are used to study the
effects of group living home care characteristics and staff ratio on outcomes of living
arrangements. For care staff and resident outcomes multilevel regression analyses
are applied.

Methods qualitative study

Study population and recruitment

The qualitative part of this study provides more in-depth insight into facilitators
and barriers for success in living arrangements for people with dementia. Using
a selection of the quantitative data of the LAD-study, all living arrangements are
scored on the wellbeing of the care staff, the quality of care, the quality of life and
the amount of health care staff. The scores on these four outcomes are transformed
to percentiles and added resulting in a ‘total score of success’. For every type of
living arrangement, arrangements with the highest and the lowest scores are
selected. The measures of the quantitative study and the scores on which these
four outcomes are based are indicated in table 2.2. In total ten living arrangements
are included in this qualitative study.

The selected living arrangements are asked if they are willing to participate in the
qualitative part of the LAD-study. If not, the living arrangement with the second
highest or lowest score are selected.

Focus groups
Thefirst part of the qualitative study consists of focus groups from three perspectives.

Focus groups are group discussions organized to explore people’s views and
experiences concerning a specific set of issue’s [43]. One focus group exists of
managers and healthcare professionals, one of members of the care staff and one
of family members of the residents. In all three focus groups the same questions are
asked focusing on what their opinion is on points of success and improvement of
the living arrangements and how care staff, residents, family members, volunteers,
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Table 2.2: Selection criteria for qualitative study

Selection criteria Operationalization

Efficiency staff ratio

Direct caregiver Hours per week per resident

Educational level Hours per week per educational level per resident
Facilitating services Fulltime equivalent

Referral (reimbursement) Euro's

Quality of care

Physical restraints Type and number of times used per resident
Psychotropic drugs Type and number of times used per resident
Approach to dementia ADQ [36]

Care staff wellbeing

Job satisfaction Subscale job satisfaction from LQWQ [42]
Burnout complaints UBOS [33-35]

Quality of life of residents

Quality of life QUALIDEM [22,23]

Pain Subscale from MDS: RAI [24]

management, finances, vision, policy and environment contribute to this. The focus groups are
conducted by a conversation leader and an assistant, taped and typed up literally.

The conversation leader and assistant fill in a form after every focus group. The analysis form
consists of the following questions: What did this focus group contribute to answering the
research question? What got your attention? What was your own role during the conversation?
What are points of attention for the next time? The focus groups reports are critically read by
researchers of the research team. The reports are imported in MAXQDA and coded on points of
success and improvement and suggested explanations. The texts are coded by two researchers
and discussed until consensus is reached. The method of constant comparison is used in which
case fragments of all participating living arrangements with the same code are compared on
agreement and differences.

Dementia Care Mapping

The second part of the qualitative study consists of structured observations using the Dementia
Care Mapping (DCM) method. DCM is a method developed by the Bradford Dementia Group
[37] and is based on Kitwood'’s psychosocial theories of dementia [38]. Dementia Care Mapping
is a structured method to observe people with dementia and their formal caregivers to evaluate
the quality of care from the point of view of people with dementia. Data collection involves the
coding of behavior and wellbeing or ill-being of the residents every five minutes, ranging from
very negative (-5) to very positive (+5). Furthermore, their involvement in activities are recorded
for several behavior categories. When members of the care staff are present in the room the
quality of their interactions with residents are scored ranging from highly detracting to highly
enhancing behavior concerning the five psychological needs as described by Kitwood [39].

In the selected living arrangements a trained mapper observes six residents in one living room
during two periods of three hours. When the mapper observes in a living room where more than
six residents are staying the mapper and leader make a varied selection of residents based on




gender, stage of dementia and amount of disruptive behavior. Only residents that
are living in the living arrangement for more than one month are observed.

In addition, the mapper assesses a number of environmental features , such as
environmental cues and a home-like décor. The environmental category codes are
based on the DCM-Environmental Category Codes (ECCs) [40].

Case report
For all ten cases a report on the facilitators and barriers of the living arrangements

is written. These reports are send to the living arrangements and are discussed
(member check). Finally, the facilitators and barriers of all cases are compared for
corresponding and differing factors.

Based on results of the case reports the most important facilitators and barriers for
success in living arrangements for people with dementia are specified.

Discussion

In this paper we described the design of the Living Arrangements for people with
Dementia study (LAD-study), in which 136 living arrangements for people with
dementia participate in the first measurement cycle. The results of this study will
add to the literature in a number of ways.

In stead of comparing group living homes with another type of living arrangement,
we measure the extent of integration of group living home care in daily practice
and staff ratio in a broad variety of facilities. Thus, we focus on the impact of group
living home care characteristics and staff ratio on the satisfaction of care staff,
quality of care and quality of life of residents. In addition, the combination of the
guantitative and qualitative design of the LAD-study makes it possible to get in-
depth information on facilitators and barriers of success in living arrangements for
people with dementia. Finally, this study gives insight into the consequences of
group living home care for people with dementia for the labor market of staff.

The information concerning the organization of care is important for national and
local directors and staff of living arrangements for people with dementia providing
nursing home care. This knowledge can be used for the development of methods
to improve care for people with dementia. Finally, this information is essential
for policymakers to decide which factors in nursing home care for people with
dementia need special attention or needs to be stimulated. In addition to this
first measurement, data collection will be repeated every two years, to generate
knowledge on the results of changing policies in this field.
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Abstract

Background Occupation remains an unmet need in long term dementia care. To
increase residents’ occupation, knowledge on types of occupation related to
wellbeing, and organizational and environmental characteristics encouraging
involvement in these types of occupation, is indispensable.

Methods In this explorative study, Dementia Care Mapping was used to study
involvement in different types of occupation and wellbeing among 57 residents
of 10 dementia care facilities. For each type of occupation, mean experienced
wellbeing was studied. Occupation types with high mean wellbeing scores were
classified as ‘wellbeing enhancing occupation’. Care facilities were ranked according
to the mean time residents spent in types of wellbeing enhancing occupation. Using
information on staff to resident ratio, individual space, and items of the Physical
Environment Evaluation Component of Dementia Care Mapping, organizational
and environmental characteristics of the facilities were compared to study their
relationship with wellbeing enhancing occupation.

Results Reminiscence, leisure, expression, and vocational occupation had greatest
potential to enhance wellbeing, but these types were seldom offered. Much
variation existed in the extent to which wellbeing enhancing occupation was
provided. Long-term care facilities that did so more frequently generally had a more
homelike atmosphere, supported social interaction through the environment, and
had no central activity program.

Conclusions This study suggests that it is possible to engage residents in wellbeing
enhancing occupation, within current means of budget and staff. The physical
environment and care organization might play a role, but the key factor seems to
equip staff with skills to integrate enhancing occupation into care practice.

Introduction

Dementia has serious consequences for the quality of life of those who suffer from
the syndrome, and for his or her network. Cognitive degeneration causes problems
with communication, memory, planning and motor functioning. These problems
can seriously affect the fulfillment of basic psychological human needs. One of
these needs is occupation (Kitwood, 1997).

Occupation has been described as ‘involvement in life in a way that is personally
significant’ (Kitwood, 1997), and ‘that which we seize for our own personal
possession, and which engages our time, attention and environment’ (Perrin, May
and Anderson, 2008). Occupation goes beyond pure involvement in recreational
activities. It can involve work, leisure, and play, but also getting up, eating and
drinking, receiving physical care, sexual stimulation, interest in objects, helping
others, social conversation, and so on (Elliot, 2011). People with dementia
become increasingly dependent on their environment to be occupied, since they
lose skills to initiate activities and increasingly need visual or verbal prompting to
start occupation (Cook, Fay and Rockwood, 2008). Especially in a long term care
environment where their sick role and dependency are emphasized and where it is
hard to exercise autonomy, occupation can be a challenge for people with dementia
(Harmer and Orrell, 2008).

Research has shown however that residents with dementia still consider occupation
to be important for their quality of life (Droes et al., 2006; Train et al., 2005).

o
S
(J]
)
Q
(3°}
i
o




Seize the day!

Moreover, several studies show that occupation can have beneficial effects on wellbeing of
long term care residents with dementia. For example, involvement in scheduled recreational
activities such as games or songs was found to increase residents’ positive affect or ‘happiness’
during these activities (Schreiner et al., 2005). A continuous activity program in which long
term care residents were brought to a ‘club area’ to be engaged in various activities during the
day, was found to improve behavioral problems, decrease the use of psychotropic medication,
improve nutritional status and decrease social isolation (Vollicer et al., 2006). In an intervention
program called TimeSlips, where residents and staff constructed stories together once a week
for one hour for 10 weeks, higher engagement and alertness were found in the intervention
group compared to a control group, although the intervention group also expressed higher levels
of anxiety and sadness (Fritsch et al., 2009). The Enriching Opportunities Program, an activity
based model of care where the capabilities and interests of residents are assessed and staff are
trained to provide activities under supervision of a specialized staff member, led to an increase
in wellbeing and diversity of activity (Brooker, Woolley and Lee, 2007). Lack of occupation on the
other hand can result in boredom, apathy, disruptive behavior, loss of self-esteem, depression,
social exclusion, and loneliness (Kolanowski, 2006).

But despite the fact that activity programming is evidently important to residents and is even
mentioned in recent dementia care practice guidelines (e.g. SIGN, 2006; NICE SCIE, 2007; APA
practice guideline, 2007), wide implementation in care practice seems to remain difficult as
illustrated by recent studies in which occupation was still found to be a large unmet need amongst
long term care residents with dementia (Orrell et al., 2008; Passos, Sequeira and Fernandes,
2012).

Several organizational and environmental factors may contribute to this problem. The most
commonly used explanations for limited activity programs are limited resources in terms of staff
and finances. Both care workers and family caregivers often express the need for additional staff
to engage residents in meaningful occupation (Harmer and Orrell, 2008; Train et al., 2005). Innes
and Surr (2001) structurally observed active and inactive behavior of 76 residents with dementia
over a total of 269 hours, and found no relationship between staff ratio and the engagement of
residents in occupational activity.

Anotherimportantinfluence of lack of occupation might be a knowledge deficit of staff concerning
what activities actually comprise occupation, and the impact these have on resident wellbeing
(Harmer and Orrell, 2008; Innes and Surr, 2001). There is general consensus that occupation
should contain ‘meaningful activities’. Although attempts have been made to define meaningful
occupation (e.g. ‘occupation that is personally significant, that gives a sense of belonging and
something to do, occupation that addresses psychological and social needs’; Phinney et al.,
2007; Harmer and Orrell, 2008), the concept remains inexplicit making it difficult to work with.
A first step in increasing occupation among long term care residents might be simplifying the
concept of meaningful occupation into wellbeing enhancing occupation. This can be done by
looking at which types of occupation generally lead to greater resident wellbeing. For example, it
was found that work related occupation resulted in greater engagement and longer involvement
than non-work related occupation, both in people with moderate and severe dementia (Cohen-
Mansfield et al., 2010a). The researchers suggested that this finding might be explained by a
lifetime exposure to office or household tasks, willingness to assist in a project, or the desire
to make oneself useful. Other activities that are assumed to enhance wellbeing in long term
care residents with dementia, are reminiscence, listening to music, singing, dancing, and quality
interaction about family and social topics (Woods et al., 2005; Harmer and Orrell, 2008). Also
creative expression, handcrafts, intellectual occupation, and exercise were found to enhance
wellbeing (Innes and Surr, 2001).



Insight into wellbeing enhancing types of occupation will help care practice to focus
on what is generally important for residents. Identification also enables studying the
impact of the care environment on resident occupation. For example, factors that
were found to positively influence resident’s occupation are the delivery of small,
person centered activities instead of a central activity program (Vollicer et al., 2006;
Train et al., 2005), a smaller number of residents in a care unit (Cohen-Mansfield et
al., 2010b), a homelike atmosphere of the common living room (Phinney, Chaudhury
and O’Connor, 2007; Smit et al., 2012), and visual and occupational stimuli (Elliot,
2011).

This study explores resident’s involvement in different types of occupation and its
relation to wellbeing, and those characteristics of care facilities that might facilitate
occupation among residents. The following research questions are studied: (1)
In what types of occupation are residents of long term dementia care facilities
involved in shared living rooms, and to what extent? (2) Does involvement in certain
types of occupation specifically enhance wellbeing of residents? (3) To what extent
do the observed care facilities vary in the average time their observed residents
are involved in wellbeing enhancing occupation? (4) To what extent is resident’s
involvement in wellbeing enhancing occupation related to organizational and
environmental characteristics of the care facility?

Methods

Study design and sample

Data were derived from a sub-study of the Living Arrangements for people with
Dementia (LAD-) study. This is an ongoing study to monitor development and
variety in Dutch nursing home care for people with dementia, and consequences
of different care environments in terms of group living home care characteristics,
staffing models and person-centeredness for residents’ quality of life, quality of
care, staff ratio and staff wellbeing. Data collection takes place every two years. The
design of the LAD-study has been described in detail elsewhere (Willemse et al.,
2011).

In the first measurement cycle of the LAD-study (2008-2009) 136 long term care
facilities for people with dementia participated. These facilities represented
traditional large scale nursing homes (n=27), nursing home units in homes for the
aged (n=17), and three types of group living home care facilities: 1. group living
home care facilities that had 36 or more residents with dementia (‘large scale group
living homes’; n=31). 2. Small-scale group living homes (defined as less than 36
residents with dementia) that solely provided group living home care (n=26) 3.
Small-scale group living homes that also provided other types of long term care
at the same location (n=35). The 136 care facilities were all state-financed and
had a similar resident population concerning age, gender, cognitive performance,
and physical functioning. However, they varied to a great extent in terms of care
organization and the primary study outcomes of resident quality of life, quality of
care and staff wellbeing. To gain more in-depth insight into facilitators and barriers
of high quality dementia care, a sub-study was conducted amongst facilities rated
with the best and worst performing on measures used in the original LAD-study
(Willemse et al., 2011). Using a selection of the quantitative data of the LAD-study,
all 136 locations were ranked according to their scores on 1. resident wellbeing
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Table 3.1: Description of participating facilities (n=10)

Best/
worst
No | Care type practice Description
& success
score
1 Traditional large scale Worst Nursing home with 119 residents with dementia
nursing homes practice divided over 4 units, with separate living rooms for
-8.67 approximately 11 residents per living room. In other
departments of the facility also live residents with
other care needs. The nursing home is located in a
rural area, with a large terrace and garden.

2 Traditional large scale Best Nursing home with 10 floors with 6 units for people
nursing homes Practice with dementia (144 residents in total) and 6 units

2.0 for people with somatic problems (144 in total). On
each unit live 24 residents, sitting in 2 living rooms
during the day (12 residents each).

3 Nursing home unit in a home | Best Dementia care unit in home for the aged with 23
for the aged Practice residents, divided over two living rooms of 11 / 12

4.67 residents each, located in a small city, with balcony.

4 Care home with 36 or more | Best Care facility with 90 residents in total, with 15
residents, where group living | Practice apartments for 6 residents with dementia each,
home care is provided 10.0 divided among 2 floors, nearby a large living facility

for older people in a city, with garden and balcony.

5 Care home with 36 or more Worst Care facility with two units on the ground and first
residents, where group living | Practice floor of a combined nursing home / home for the
home care is provided -3,67 aged, residing 24 people with dementia per unit,

divided in 2 living rooms for 12 residents.

6 Care home with less than 36 | Worst Care facility for 24 people with dementia, with
residents, where group living | Practice three apartments of 8 residents each. The
home care is provided next -8.67 arrangement is attached to a home for the aged,
to other types of care and is located in a rural area.

7 Care home with less than 36 | Best A care farm with 18 residents with dementia living
residents, where group living | Practice in three houses (six residents each) and 12
home care is provided next 9.33 residents with mental disorders, living in three
to other types of care houses (4 people each). The care facility is

surrounded by a large amount of farm land and
located in a rural area.

8 Care home with less than Worst Care facility containing four apartments situated
36 residents, where solely Practice on 4 floors with 6 residents each (24 residents with
group living home care for -1.67 dementia in total), in a big city, with garden on the
people with dementia is ground floor.
provided
Care home with less than 36 | Best A care facility with one apartment for six residents
residents, where group living | Practice with dementia, and one for six residents with

9 home care is provided next 11.67 somatic complaints on the ground floor with garden
to other types of care in a middle sized city
Care home with less than Best Care facility with 20 residents with dementia, living
36 residents, where solely Practice in 3 apartments of 7 and 6 residents.

10 | group living home care for 8.67
people with dementia is
provided




measured using quality of life (the Qualidem; Ettema et al., 2007) and pain (MDS-
RAIl; InterRai, 2005), 2. staff wellbeing measured using job satisfaction, intention to
leave (the Leiden quality of work scale; Van der Doef and Maas, 1999) and burnout
complaints (Maslach Burnout inventory; Maslach and Jackson, 1986), 3. quality
of care measured using person centered attitude of staff (Approach to Dementia
Questionnaire; Lintern, Woods and Phair, 2000), and clinical records of the use of
physical restraints and psychotropic drugs 4. staff to resident ratio. The scores on
these four outcomes were transformed to percentiles and added resulting in a ‘total
score of success’. It was aimed to select a high and a low scoring facility of each
type of long term dementia care facility. The selected care facilities were invited
to participate in the sub-study. If they refused, the care facility within the specific
type of care with the second highest or lowest score was approached. There was no
“worst performing” facility in the category ‘homes for the aged’ willing to participate
in the study. This category was filled with the inclusion of a second best practice in
the small scale care facility that solely provided group living home care, since group
living home care was of primary interest of the sub-study. This procedure led to the
participation of 10 care facilities that are described in Table 3.1.

In one shared living room in every care facility, 5 to 6 residents were selected
for observation to collect data on behavior, occupation and wellbeing (n=57).
Only residents that were living in the care facility for more than one month were
observed. When the observed living rooms consisted of more than six residents
that resided there for over one month, the observant consulted the team manager
to gather a sample of residents that represented both males and females, people
with moderate and severe dementia, and expressed different levels of disruptive
behavior to obtain a representative sample of an average nursing home population.
Prior to observation, informed consent was given by the primary family caregivers
of the observed residents.

Measures

Occupation and wellbeing of residents

As observation tool, the 8" edition of Dementia Care Mapping (DCM) was used
(Bradford Dementia Group, 2005; Brooker and Surr, 2006). DCM is a system for
structurally examining components of behavior and quality of life of residents of
dementia care settings. While it was originally developed as a tool to evaluate and
improve quality of care in long term dementia care, it has gained popularity as a
research tool. Usually, DCM involves six continuous hours of observation, during
which a trained observant (mapper) follows 5 to 8 people over 5-minute intervals.
(Sloane et al., 2007; Brooker, 2005). For the current study, DCM was performed
during two periods of three hours in each facility for the purpose of including meal-
times in the observations. The organization of mealtimes was theorized to be a
determining factor for good dementia care since in some care facilities meals were
prepared in the kitchen of the shared living room, creating the opportunity for ac-
tivities and social interaction. During each 5 minute interval at which the residents
were observed, the dominant occupation of the residents was coded in one of 23
Behavior Category Codes (BCC), which are presented in Table 3.2. At the same time
that BCC’s were given to occupation of residents, their wellbeing was observed by
ranking ill- or wellbeing values that are rated on a six-point scale. A value of -5, -3
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Table 3.2: Overview of time involved in types of occupation, and mean wellbeing during occupation (n=57)

Mean % of time- Mean wellbeing
Behavior Category Codes frames involved during occupa-

occupation (SD) tion (SD)
Articulation — interaction with others 17.62 (14.9) 1.29 (0.52)
Borderline — being passively involved 18.39 (12.40) .99 (0.92)
Cool — being withdrawn 1.30(3.42) -.83(0.58)
Doing for self — doing self care 3.35(5.15) 0.99 (0.17)
Expressive — expressive activities 0.86 (2.31) 1.89 (0.91)
Food —involved in eating and drinking 20.48 (8.62) 1.38 (0.58)
Going back — reminiscence 0.47 (1.12) 2.18 (0.77)
Intellectual — involved in intellectual activities like games 0.05 (0.41) 3.00 (-)
Joints — involved in physical activity 0 -
Kum and go — walking around, move 2.62 (5.54) 1.04 (0.71)
Leisure — involved in leisure activities 8.42 (14.37) 1.80(0.72)
Nod —sleeping, dozing 13.05 (18.62) 0.72 (0.62)
Objects — having attention to lifeless objects 1.14 (2.44) 0.78 (0.61)
Physical - receiving physical care 1.87 (2.20) 1.13 (0.55)
Religion — involved in religious activities 0.17 (0.49) 1.33(0.82)
Sexual expression 0 -
Timalation — direct involvement of senses, feelings 1.30(4.71) 1.00 (0.43)
:Jer;Le;:soended to — trying to communicate but getting no 0.76 (3.86) -67 (1.51)
Vocational — task related activities 2.32 (5.34) 1.66 (0.87)
Withstanding — repeated self-stimulation 2.65 (10.20) 0.30(0.83)
X-cretion — involved in activity around excretion 1.03 (2.20) 1.28 (0.44)
Yourself — talking to oneself 2.20(8.04) 0.78 (0.38)
Zero option — none of the above stated categories - -

and -1 represents levels of ill-being, 1 is the neutral value, and +3 and +5 represent wellbeing.

Organizational and environmental characteristics of care facilities

To study the influence of characteristics of the care organization and individual space of
residents, data of the larger LAD-study dataset were used (Willemse et al., 2011). Data on staff
to resident ratio were derived from the working schedules of the care facilities. Data concerning
the presence of a central activity program and the number of residents were derived from
structured interviews with care managers. The size of the common living rooms was measured
by research assistants.

To study the possible relationship between wellbeing enhancing occupation and environmental
characteristics of long-term care facilities, items of the Physical Environment Evaluation
Component of Dementia Care Mapping were measured (PEEC-DCM; Chaudhury, Cooke and
Frazee, in press). This tool is currently under development to form an environmental supplement
to Dementia Care Mapping. For the current paper, the domains ‘Continuity of the self’, ‘Social
Interaction’, and ‘Stimulation’ of the PEEC-DCM were studied, since these were theoretically
assumed to enhance occupation. The domains respectively represent characteristics that help




preserve or support residents’ past activities and preferences; characteristics that
facilitate and enable meaningful interaction with others (i.e. resident-resident,
resident-staff, resident-family); and characteristics that contribute to an appropriate
guantity and quality of sensory experience (Chaudhury et al., 2013).

Since the complete tool was still under development at time of the study, the mapper
observed the characteristics once only in every care facility, instead of observing the
environment in relation to the residents during the 5 minute interval observations.
The mappers were instructed to explain their answers to the questions that required
interpretation, so that the research team was able to check whether the answers
to the questions were uniform. The used items of the PEEC-DCM and the mapper’s
instructions are presented in box 3.1.

Box 3.1: Environmental characteristics inventoried in each care facility, based on 3 domains of the
Physical Environment Evaluation Component of Dementia Care Mapping (Chaudhury, Cooke and
Frazee, 2013).

Analysis

For statistical analysis, the DCM data of the observed timeframes and attached
behavior code categories and wellbeing were entered into SPSS version 19. To
answer the first research question, the mean percentage of timeframes that all
residents were involved in the different occupation types were calculated, as well
as the standard deviations. The relationship with type of occupation and wellbeing
(second research question) was studied by computing the average wellbeing
value during involvement in the specific type of occupation. Concerning the third
research question, those occupation types on which the average wellbeing value of
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residents was 1.5 points or higher were defined as ‘occupation types that enhanced wellbeing
of residents’. The cut-off point of 1.5 was chosen in accordance with the cut-off points described
by Fossey, Lee and Ballard (2002) in their study on the psychometric properties on Dementia
Care Mapping, in which they proposed that a mean wellbeing score of 1.5 or higher represents
good to excellent wellbeing, whereas a score of 0.9 to 1.4 represents ‘fair’ wellbeing, and a score
below 0.9 represents low wellbeing in DCM. For all participating care facilities, an ‘enhancing
occupation score’ was calculated, representing the average time their observed residents were
dominantly involved in one of the occupation types that corresponded with high levels of
wellbeing. To answer the last research question, the participating care facilities were ranked
according to their enhancing occupation scores, along with an overview of their organizational
and environmental characteristics as observed by the mappers. The characteristics of the two
highest and lowest scoring facilities were compared, to see if they prominently differed and
might play a role in engaging residents in wellbeing enhancing occupation.

Results

Resident characteristics

87.7% of the observed residents were female. The mean wellbeing score of residents was 1.17
(SD 0.48), representing neutral or ‘fair’ wellbeing.

Involvement in different types of occupation

In Table 3.2, the percentage of observed timeframes that the study sample of 57 residents were
involved in the different behavior category codes are presented. All types of occupation, except
for physical exercise (‘joints’), sexual expression, and behavior that was not represented in DCM
codes (‘zero option’) were observed. Involvement in intellectual occupation was only observed
for one timeframe.

Residents were mostly involved in eating and drinking (20.48% of the observed time), followed
by being passively involved (18.39%), indicating that they were observing but not actively
engaged. Other common behaviors were interaction with other residents, care staff or visitors,
and sleeping or dozing. In 8% of the observed time, residents were involved in leisure activities
such as reading and looking in magazines, listening to the radio, or watching TV. Other types of
occupation were far less present during the observations.

Occupation types and wellbeing

Examining mean wellbeing values experienced during different types of occupation, a fair
mean wellbeing level (mean value of 0.9 — 1.4) was observed during interaction with others,
doing self-care, eating and drinking, walking around, receiving physical care, religious activities,
involvement of senses, and excretion (leaving the living room to go to the restroom). High
mean wellbeing values (+ 1.5) were recorded during expressive, reminiscence, intellectual, and
vocational occupation.

Enhancing occupation in care facilities

Wellbeing was enhanced during reminiscence, expressive activities, leisure activities, and
vocational occupation and were labeled as ‘enhancing occupation’. Intellectual activities were
excluded since they were only observed once. Table 3.3 presents the minimum, maximum and
average percentage of timeframes that residents within the 10 care facilities were involved in
any of the enhancing occupation types including standard deviations. Large variation exist in the
average enhancing occupation of residents between care facilities.



Table 3.3: involvement of observed residents per care facility in types of occupation that are
related to high wellbeing (n=57)

Care facility % of timeframes involved in wellbeing enhancing occupation
min max Mean SD
1 (n=6) 0 45.20 11.93 18.62
2 (n=6) 0 20.70 4.05 8.21
3 (n=5) 0 52.30 13.20 22.09
4 (n=6) 0 37.70 11.54 17.00
5 (n=6) 0 4.20 0.70 1.71
6 (n=6) 0 63.90 22.50 23.89
7 (n=6) 13.0 43.40 28.92 10.44
8 (n=5) 0 29.90 7.18 12.79
9 (n=6) 0 17.20 6.41 6.99
10 (n=6) 0 29.40 14.08 11.23

Organizational and environmental characteristics and enhancing occupation

In Table 3.4, the care facilities are presented in order of the mean percentage of
timeframes that their residents were involved in enhancing occupation, and their
organizational and environmental characteristics. When looking at the two highest
(facilities 6 and 7) and lowest (facilities 5 and 2) scoring facilities, few characteristics
seem to be of importance concerning enhancing occupation in long term dementia
care. In particular, there seems to be no relationship between wellbeing enhancing
occupation and staff to resident ratio, as pointed out by the average staff ratio of
the facility rated highest on wellbeing enhancing occupation, and the average rating
of facility 3 that had lowest staff ratio.

The absence of a central activity program — in other words, activities were not
primarily offered outside the care units and performed by specialized care workers
on a fixed week schedule — did seem to be a potential contributor to engagement in
enhancing occupation offered in the shared living room, as did two environmental
characteristics derived from the Physical Environment Evaluation Component
of Dementia Care Mapping: a homelike, non-institutional interior (domain of
continuity), and an interior that stimulates interaction (domain of social interaction).

Discussion

This explorative study shows differences between types of occupation in their ¥

potential to enhance wellbeing of people with dementia and in the extent to which
these types of occupation are offered, and sheds light on some potential contributors
to enhancing occupation. In our sample, reminiscence, leisure, expression, and
vocational occupation seem to be of greater value for residents’ wellbeing than other
types of occupation. Unfortunately, these wellbeing enhancing occupation types
were rarely offered - less than 5% of the timeframes on average - to the observed
residents. There was much variation found between care facilities participating in
this study in engaging the observed residents in enhancing occupation. Whereas
in one facility residents were engaged in enhancing occupation during 25% of the
observed timeframes on average, in another facility this was only during less than 1%
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of the timeframes. Facilities that engaged their residents in enhancing occupation
on a frequent basis more often had a homelike atmosphere, supported social
interaction through the environment, and did not have a central activity program.
The findings on wellbeing enhancing types of occupation are generally consistent
with literature. Especially reminiscence, expressive and vocational activities were
described to have positive effects on mood, engagement, and sometimes even
on cognition and behavior in previous research (Woods, 2005; Harmer and Orrell,
2008; Innes and Surr, 2001; Cohen-Mansfield et al., 2010a). Leisure activities,
which contained activities such as looking at magazines, reading or knitting in this
study, are not frequently mentioned in literature as a type of wellbeing enhancing
occupation, possibly because they are often not recognized as an activity. Physical
exercise, a type of occupation that is described to positively influence wellbeing
(Williams and Tappen, 2007) and which was found to lead to highest mean wellbeing
scores in other DCM research (Innes and Surr, 2001), was not observed during this
study so no conclusions can be drawn considering its impact on wellbeing. This
might be explained by the fact that we observed in resident’s common living rooms.
Involvement in intellectual activities was only observed once, so no conclusions can
be drawn for this type of occupation.

Interaction was not found to be a wellbeing enhancing type of occupation. This
might be explained by the quality of interaction. Interaction was rated when
residents talked to other residents, care workers, or family for the greater part of a
timeframe, but could contain neutral, positive or negative interaction. As Harmer
and Orrell (2008) reported, interaction might be only beneficial when it is of good
quality. This illustrates the importance of the actual content of a type of occupation.
Consistent with the DCM study of Innes and Surr (2001), staff ratio was not found to
be clearly related with time spent in wellbeing enhancing occupation in this study,
and therefore seems to be no explanation for low occupation of residents in long
term dementia care facilities as was assumed in some earlier studies (Harmer and
Orrell, 2008; Train et al., 2005). This suggests that occupation of residents depends
on how care workers use the available time and how staff are equipped to engage
residents in wellbeing enhancing occupation. Findings from Smith, Mathews and
Gresham (2010) suggest that staff training in involving residents by using the daily
environment significantly increases occupation, also on the long term, without
increasing the number of staff.

Our study findings suggest that the presence of a central activity program does not
necessarily have to decrease involvement in enhancing types of occupation as long
as it is offered on a complementary basis. In one of the observed facilities in this
study, the central program clearly was an extra service for residents, in addition
to the provision of occupation in the shared living rooms. However, in the other
three with a central activity program, only a few residents were involved during
the observation period, leaving remaining residents generally unoccupied. These
findings are consistent with findings of Vollicer et al. (2006), who assumed that the
presence of a central activity program decreases the involvement in meaningful
occupation. Also for residents that are regularly involved in central activities, the
sole provision of a central activity program might not meet the specific needs
of long term care residents. Knight and Mellor (2007) pointed out that a central
activity program for long term care residents can emphasize their feelings of living
in an institution instead of at home, and may facilitate only superficial interaction
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with other residents, although residents with dementia were excluded in this study.

Concerning individual space, the number of residents per living room and the size of the living
rooms did not seem to make that much of a difference in terms of involvement in wellbeing
enhancing occupation. This conflicts with findings that limiting numbers to between 4 and 9
people optimizes engagement in activities (Cohen-Mansfield et al., 2010a). However, there
could have been too little variation in the size of resident groups in the current study to find
a relationship, and this might also be dependent on the type of residents and the type of
occupation they need.

No relationship was found between occupational and visual stimuli and the provision of wellbeing
enhancing occupation. This is in accordance with the findings of Wood et al. (2005), who found
that the mere presence of stimuli does not automatically mean that residents were involved in
activities due to their loss of skills to initiate activities. They have to be actively engaged to be
occupied. In our study, sound did not clearly seem to affect involvement of residents in enhancing
types of occupation as was found in earlier research (Cohen-Mansfield et al., 2010b).

This study has some methodological limitations and strengths. This study is explorative in nature
and not meant to represent daily practice of the participating care facilities, let alone nursing
homes in general. Only a small sample of residents (n=57) and living arrangements (n=10) were
participating in this study. Our observations were done in two shifts of three hours, observing
at least two different care workers per facility. Still, the observations could have been biased by
the care workers that were present during observations. Also, the presence of the dementia care
mapper might have influenced the study data, although it was tried to limit this bias by informing
staff that we observed interaction and behavior, but not about the exact research questions on
occupation and wellbeing. If study results are biased by this cause however, it is likely that this
would have led to an overestimation of occupation of residents since staff would have want to
perform better than usual, making our findings of low occupation even more distressing.

The fact that our observations covered the mealtimes of residents might have led to a bias in
average time and types of occupation. Probably, residents would have spent more time in other
types of occupation in other observation times than they did now since they would probably be
less involved in eating and drinking. The time of the day can also influence mood an behavior
of people with dementia. On the other hand, the mean time that residents were observed
to be engaged in different types of occupation, resemble observations of other studies using
DCM (Sloane et al., 2007). A longer observation period would have limited the potential biases
mentioned above.

Dementia Care Mapping is sometimes questioned as a research tool since it was primarily
developed to evaluate and improve care practice. Although the observation technique is
standardized and performed by trained observers, it has certain psychometric limitations, such
as low variability and low inter rater reliability in the wellbeing code (Sloane et al., 2007). Despite
these limitations, with the DCM tool behavior and wellbeing can be measured simultaneously,
enabling the study of the relationship between both in detail.

In this study, environmental characteristics were studied with use of items of the Physical
Evaluation Component of Dementia Care Mapping (Chaudhury et al., 2013). While this tool
was still in development at time of data collection of this study, it was only used to observe
the environment once by the dementia care mapper, instead of structurally inventory the
influence of the physical context alongside observations. Thus, although the items used in this
study are evidence based, the way data on characteristics were collected leave them open for
interpretation, making the data of limited reliability.

Another limitation is the absence of objective data on the observed residents concerning
age, stage of dementia, functional status and disruptive behavior. Although all residents had



to have moderate to severe dementia needing 24-hour care and assistance with
their Activities of Daily Living, since these are strict criteria for receiving the type
of care subject of this study was studied, residents had individual differences in
their behavior and dependency that probably influenced our study data. Subjective
statements of the mappers suggested that residents with lower cognitive and
functional status were occupied less often than residents with higher functioning
levels, as is also indicated in several studies on factors that influence occupation
of residents (Kuhn, Fulton and Edelman, 2004; Kolanowski et al., 2006, Dobbs et
al., 2005, Smit et al., 2012). Standardized data on these characteristics would have
provided more insight into this relationship.

Despite the explorative character of this study with accompanying limitations, its
results have important implications for care practice. They show that it is possible
to engage residents in wellbeing enhancing types of occupation, and to do so within
current means of budget and staff. They also show that the environment might
have some influence on activity participation. The next step would be to translate
these group results back to the individual resident, with its own preferences and
needs. Further research is needed to study which mechanisms cause certain types
of activities to be of greater value, or of greater meaning, than others so that care
workers can apply this knowledge when making care plans for and preferably with
residents. The same holds true for the impact of the environment on resident
occupation. For example: does a homelike environment create more opportunities
to involve residents in wellbeing enhancing occupation, or is ‘feeling at home’ of vital
importance to enjoy activities? Understanding what makes activities meaningful,
and eventually how to involve each unique resident in meaningful occupation, is
the key factor for its increase. In order to reach this, it is essential to put wellbeing
enhancing occupation on the care facility’s agenda, to evaluate the contribution of
the organizational and physical environment, and to enable care staff to acquire
skills to integrate wellbeing enhancing occupation in practice and to adjust these
types of occupation to the individual interests, needs and abilities of residents.
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Abstract

Objectives Involvement in activities is assumed to positively influence quality of life
of people with dementia, yet activity provision in long term care remains limited.
This study aims to provide more insight into the value of activity involvement for
domains of quality of life of long term dementia care residents, taking resident
characteristics and cognitive status into account.

Method Data were derived from 144 long term care facilities participating in the
second measurement (2010/2011) of the Living Arrangements for Dementia study.
Amongst 1144 residents, the relationship between time involved in activities
(Activity Pursuit Patterns; RAI-MDS) and quality of life (Qualidem) was studied
using multilevel linear regression analyses. Analyses were adjusted for residents’
age, gender, neuropsychiatric symptoms, ADL dependency and cognition. To check
for effect modification of cognition, interaction terms of activity involvement and
cognitive status were added to the analyses.

Results Despite cognitive status, activity involvement was significantly related to
better scores on care relationship, positive affect, restless tense behaviour, social
relations, and having something to do. A negative relationship existed between
activity involvement and positive self-image. The explained variance in quality of
life between residents caused by activity involvement was small.

Conclusion Activity involvement seems to be a small yet important contributor
to higher wellbeing in long term care resident at all stages of dementia. Adjusting
activities to individual preferences and capabilities might enlarge this relationship.
Further research is needed to confirm this hypothesis, using measurement
instruments less sensitive to recall bias and differentiating between active and
passive activity involvement.

Introduction

In long term care for people with dementia, reaching the best possible quality of
life is generally perceived as primary goal. After all, medical treatment options for
the dementia syndrome are still limited (Netherlands Society of Clinical Geriatrics
[NVKG], 2005; National Institute for Health and Clinical Excellence [NICE], 2006).
According to a wide range of wellbeing theories, involvement in activities plays an
important role in reaching good quality of life of all people (Gerritsen, Steverink,
Ooms, & Ribbe, 2004). Engagement in activities is assumed to generate feelings of
fulfillment and meaning in life (Westerhof, Bohimeijer, van Beljouw, & Pot, 2010).
It helps to express oneself, to fulfill personal goals, and to be recognized by others
(Steverink, Lindenberg & Ormel, 1998). In theories specifically directed at people
with dementia, occupation is assumed to be important to feel useful, maintain
self-esteem, for feelings of belonging, sense of aesthetics and maintenance of
abilities (Lawton, 1994; Kitwood, 1997; Brod, Stewart, Sands & Walton, 1999).
Several study results from in-depth interviews with people with dementia, residing
in the community as well as in long term care facilities, confirm these theoretical
assumptions (Gerritsen et al., 2007; Phinney, Chaudhury & O’connor, 2007; Clare,
Rowlands, Bruce, Surr, & Downs, 2008; Orrell et al., 2008; Cahill & Diaz-Ponce,
2011).

People with moderate to severe dementia are however largely dependent on their
environment to be involved in activities since they often lose the ability to initiate
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occupation themselves (Cook, Fay, & Rockwood, 2008). Activity engagement of long term care
residents is therefore more and more recognized as indicator of quality of care. Sometimes it
is even assumed that a lack of activity involvement will cause excess disability, meaning more
loss of skills and functional capacities than can be explained by the disease on its own (Wells &
Dawson, 2000).

Many care facilities seem to struggle, however, with engaging residents in activities on a daily
basis. Long term dementia care is still generally described as a place where residents are
unoccupied for the greater part of the day (Kuhn, Kasayka, & Lechner, 2002; Hancock, Woods,
Challis, & Orrell, 2006; Orrell et al., 2008). Although organizational limitations such as low staffing
levels are often mentioned as the cause of this phenomenon, some studies suggest otherwise
(Innes & Surr, 2001; O’Sullivan, 2011; Edvardsson, Petersson, Sjogren, Lindkvist, & Sandman,
2013; Smit, Willemse, de Lange, & Pot, 2014).

Presumably, the stimulation of activity involvement in long term care residents with dementia
is more complex than suggested in current literature. Firstly, care staff may not know how to
stimulate activities, especially in people with more severe dementia (Mowrey, Parikh, Bharwani,
& Bharwani, 2012). Secondly, they may not yet fully recognize the benefits of engaging residents
with advanced dementia in activities for their quality of life, despite the positive effects reported
in several studies (e.g. Schreiner, Yamamoto, & Shiotani, 2005; Brooker, Wooley, & Lee, 2007;
Verkaik et al., 2011; Volicer, Simard, Pupa, Medrek, & Riordan, 2006). Engaging residents in
activities might seem of less value for the wellbeing of residents, than basic physical care, a
clean environment and comfort (Clare et al., 2008; Edvardsson et al., 2013) — also the things staff
are often judged upon by family caregivers, colleagues and care facility. In addition, care staff
often emphasize the value of a quiet environment for people with more severe dementia. The
guestion arises whether activity involvement is still relevant for those with severe dementia and
for what reason: do they for example still pursuit status (Gerritsen et al., 2004) or attach value to
purpose in life (Mak, 2011)?

The contradiction between the importance of occupation according to quality of life theories,
residents’ preferences and the first results of research on the one hand, and minor activity
involvement in daily care practice on the other hand, expresses the need for more systematic
research. In research on the actual relationship between engagement in activities and specific
domains of quality of life in people with dementia in long term care settings, individual and
disease specific characteristics need to be taken into account. Knowing what exactly is the
attributed value of activity engagement for different aspects of quality of life — for example a
sense of belonging or positive or negative affect — in people with different stages of dementia,
may guide care staff in which way to provide activities. In this study, a first attempt is made to fill
this knowledge gap. This explorative study focuses on the following research questions 1) What
is the relationship between the time residents are engaged in activities, and separate domains
of their quality of life? 2) Does this relationship differ for people with moderate, severe, and very
severe cognitive problems (in other words, does cognitive status modify this relationship)?

Methods

Design and sample

Data were derived from the Living Arrangements for people with Dementia (LAD-) study. The
LAD- study is an ongoing study on developments in Dutch nursing home care for people with
dementia and consequences of environmental and organizational characteristics - such as group
living home care, person centeredness and staffing models - for residents’ and staff’s wellbeing.
Data collection takes place every two years. The design of the baseline measurement of this



study has been described in detail elsewhere (Willemse, Smit, de Lange, & Pot,
2011).

For the present study, data of 144 long term care facilities providing nursing home
care for people with moderate to very severe dementia gathered in the second
measurement cycle (January - June 2011) of the LAD-study were used. In this second
measurement, more elaborate data on activity involvement were collected for the
purpose of studying the relationship between activity involvement and quality of
life. In the Netherlands, people with a primary diagnosis of dementia are cared for
at dementia-specific care units or in dementia-specific homes. A random sample of
living arrangements had been selected for each of the five types of nursing home
care in the Netherlands. These were two types of traditional nursing home care:
traditional large scale nursing homes (n=29) and nursing home units in homes for the
aged (n=27). The other types were types of group living home care facilities: group
living home care facilities with 36 or more residents with dementia (‘large scale
group living homes’; n=29), small-scale group living homes (defined as less than 36
residents with dementia) that solely provided group living home care (n=29), and
small-scale group living homes that also provided other types of long term care at
the same location (n=30). The 144 care facilities were all state-financed.

All residents living in the participating care facilities were eligible to participate
in this study. In each care facility, 12 residents were randomly selected by the
research group. If there were less than 12 residents with dementia in the facility,
all residents were selected. A registered nurse (RN) or certified nursing assistant
(CNA) who was mostly involved with a selected resident was asked to fill out
observational questionnaires on resident characteristics, activity involvement
and quality of life. Since due to feasibility reasons staff could not be trained in
filling in these questionnaires, these were provided with detailed instructions on
how to answer the questions of the instruments used. They were also invited to
contact the research group for assistance at any time. A total of 1389 observational
guestionnaires were filled out by care staff, a response rate of 89%. Complete data
on activity involvement, quality of life and cognitive status were available for 1144
residents with dementia (83% of the returned questionnaires), and were used in
the current study.

Measures

Dependent variable: Quality of life

Quality of life was measured with the Qualidem (Ettema, Drbes, de Lange,
Mellenbergh, & Ribbe, 2007). In contrast to most other quality of life measures for
people with dementia, this scale is suited to measure quality of life in people at all
stages of dementia (Scholzel-Dorenbos et al., 2007).

For people with mild to severe dementia, the Qualidem is a 37-item observational
scale, consisting of nine subscales which are 1. care relationship (7 items, Cronbach’s
a =.81 in this sample), 2. positive affect (6 items, Cronbach’s a =.89), 3. negative
affect (3 items, Cronbach’s a =.74), 4. restless tense behavior (3 items, Cronbach’s a
=.74), 5. positive self-image (3 items, Cronbach’s a =.64), 6. social relations (6 items,
Cronbach’s a =.74), 7. social isolation (3 items, Cronbach’s a =.51), 8. feeling at home
(4 items, Cronbach’s a =.65), and 9. having something to do (2 items, Cronbach’s a
=.60). All subscales were included in analyses, because those with low reliability,
consisted of a few items at which low correlation is to be expected that may result
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in a low Cronbachs alpha (a < .65).

For people at the most severe state of dementia however, certain items of the Qualidem must be
excluded from analyses since they cannot be reliably measured in this specific population (Ettema
et al., 2007). These items rely on verbal and physical capacities that are absent in people with
very severe dementia (for example the items ‘asks for more help’, and ‘wants to leave the care
unit’). Conform the official scoring instructions for people with very severe dementia (Ettema,
Droes, de Lange, Mellenbergh, & Ribbe, 2005), the subscales ‘positive self-image’, ‘feeling at
home’, and ‘having something to do’ were completely left out analyses for this population. For
the six remaining subscales, scores were derived from 18 of the in total 28 items.

In our mixed population of people at all stages of dementia, combined subscale scores were
calculated. For each subscale, the scores on the items that could be used for that person were
added and divided by the number of items that were used. For example, for the subscale social
relations, 6 items could be used in people wild mild to severe dementia, with a maximum score
of 18 (range of 0 to 3 per item). For people with very severe dementia, only 4 items could be
used, with a maximum score of 12. Dividing the subscale scores by the number of items (resp. 6
and 4) generates a maximum score of 3 in both situations.

All Qualidem subscales range from 0 to 3, with a higher score indicating a higher occurrence of
the outcome. For example, a higher score on positive affect means more positive expressions of
the resident, whereas a higher score on negative affect means more negative expressions.

Table 4.1: The 20 activities listed by the Activity Pursuit Patterns of the MDS-RAI and estimated time of involvement
in minutes of study population (n=1144) during three days.

Activities MDS i':‘ir:’glset;me Mean SD

1 Playing cards, games, puzzles 0-420 18.36 45.35
2 Using the computer 0-90 0.13 3.20
3 Talking or making a phone call 0-600 45.86 67.38
4 Handwork or art 0-360 7.05 29.27
5 Dancing 0-120 1.53 9.30
6 Exercise or sports 0-180 10.10 21.36
7 Gardening, taking care of plants 0-120 1.04 7.36
8 Helping others 0-90 2.06 8.87
9 Music or singing 0-540 31.02 53.72
10 | Pets 0-360 4.42 20.70
11 | Reading, writing, cross-word puzzles 0-630 18.38 54.42
12 | Spiritual or religious activities 0-360 14.85 36.53
13 Excursion or shopping 0-720 16.39 53.50
14 | Take a walk outside 0-540 25.62 50.90
15 | Watching TV or listening to the radio 0-2100 143.25 209.54
16 | Domestic tasks 0-370 6.89 24.58
17 | Cooking 0-300 5.35 19.07
18 Conversation groups 0-360 6.46 22.28
19 | ‘Snoezelen’ or sensory stimulation 0-420 5.32 22.95
20 | Beauty activities (manicure, hairdressing, make-up) 0-240 9.84 19.54




Independent variable: Involvement in activities

Resident’s involvement in activities was measured using the Activity Pursuit Patterns
from the Resident Assessment Instrument Minimum Data Set (RAI-MDS; interRAl,
2005). This instrument consists of a list of 20 activities (Table 4.1) for which an RN
or CNA answers the question whether or not the resident has been involved in
these activities during the three days prior to the date of filling in the questionnaire.
For the purpose of this study, we expanded the original Activity Pursuit Patterns
guestionnaire by adding questions on how many times the person was involved in
this activity during these three days, and for how many minutes on average for each
time a person was involved.

In Table 4.1, data on the estimated time that residents were involved in the different
types of activities are presented. It was found that RNs and CNAs sometimes
reported that residents were involved in talking, singing, or watching television or
listening to music (activity number 3, 9 and 15) for very large amounts of time,
sometimes the whole time that a person was awake. Since the purpose of this study
was to study the effect of active involvement in activities on quality of life subscales
and not being in a place with background music, TV or chatting, rather than having
a conversation on a specific topic, watching the news together or listening to a
favorite CD, these three activities were excluded from the analyses. Therefore, the
total amount of time of activity involvement was calculated by adding the time
residents were involved in the 17 remaining activities during the past three days.

Control variables: Resident characteristics

For each resident, age and gender were assessed. To adjust for possible differencesin
functioning level, data on ADL dependency were obtained using the KATZ inventory
(Katz, 1983), ranging from 1 to 7, with a higher score indicating more dependency in
the activities of daily living. The KATZ has good psychometric properties (Cronbach’s
o =.918 in this sample). Neuropsychiatric symptoms were measured using the NPI-Q
(Kaufer et al., 2000; De Jonghe, Kat, Kalisvaart, & Boelaarts, 2003; Cronbach’s a =
.731), with a range of 0 to 36 and a higher score indicating more neuropsychiatric
symptoms. Data on cognitive status were studied with the Cognitive Performance
Scale (CPS; Morris et al., 1994; Cronbach’s a= .814). The score derived from the
CPS ranges from 0 to 6. A score of 0 to 1 accounts for intact or borderline intact
cognition. The scores 2 and 3 represent mild and moderate impairment. A score of 4
stands for moderate to severe impairment. A score of 5 implies severe impairment,
a score of 6 indicates very severe impairment.

Analysis

Independent T-tests were used to analyse whether the 1144 residents who were
included in this study, significantly differed in resident characteristics from those
who had to be excluded due to incomplete data on activity involvement or cognitive
status (n=245). Characteristics of the residents in the separate groups of cognitive
status were compared using ANOVA.

To analyse the relationship between the time residents were involved in activities
during the past three days and the domains of quality of life (research question
1), multilevel linear regression analyses (Twisk, 2006) were performed in MLwiN
2.21. Time involved in activities was highly skewed to the left and therefore the
variable was categorized into three groups (low involvement: less than 1 hour;
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Table 4.2: Characteristics and activity involvement of total study sample and resident groups with mild to moderate,
moderate to severe and severe dementia.

Total study Mild to moderate | Moderate to .
sample dementia® severe dementia® rS‘e::r;:iementla
n=1144 n =391 n =265
M SD M SD M sD M sD
Resident characteristics
Age (42-101) 84.22 7.57 84.38 7.52 84.35 7.09 83.96 7.93
% female 75.2 - 76.9 - 66.5* - 78.6 -
CPS (0-6) 3.99 1.50 2.27* 0.97 4% - 5.36* 0.48
NPIQ (0-36) 11.43 6.63 9.98* 6.08 13.27* 6.22 11.35* | 6.94
KATZ (1-7) 5.35 1.65 4.15* 1.70 5.34* 1.40 6.30* 1.05
Activity involvement of residents
Minutes involved in activities
during the past three days 153.77 | 168.37 | 221.46 | 207.30 | 150.41 151.88 | 101.36 | 114.81
(0-1125)
o ) ) .
t'/ioe<s i{uhrci)r:jgr Ipnavsct)lrs;je:endaac;\“ 388 ) 266 ) 324 ) 520 )
% 1 -3 hours involved in
activities during past three 30.2 - 25.1 - 37.4 - 30.1 -
days
0, i i iVi-
el ELIE B P B I R
Quality of life — qualidem subscales
Care relationship (0-3) 2.08 0.68 2.10 0.66 1.97 0.64 2.12 0.70
Positive affect (0-3) 2.12 0.68 2.32 0.61 2.17 0.60 1.93 0.73
Negative affect (0-3) 1.07 0.80 0.94 0.74 1.21 0.82 1.10 0.82
Restless tense behavior (0-3) | 1.39 0.90 0.99 0.80 1.60 0.81 1.59 0.92
Positive self-image (0-3)# 2.30 0.71 2.26 0.68 2.32 0.73 2.41# 72#
Social relations (0-3) 1.69 0.64 2.03 0.82 1.71 0.59 1.40 0.57
Social isolation (0-3) .97 74 0.82 0.68 1.13 0.70 1.01 0.79
Feeling at home (0-3)# 2.32 0.67 2.22 0.68 2.23 0.67 2.51# .60#
(F('Ja_‘;);g something to do 099 |093 |134 |094 |o094 |087 |58 |.77#

CPS, cognitive performance scale; NPI-Q, 12 item Neuropsychiatric Inventory questionnaire; KATZ, ADL dependency
CPS score 0 to 3 2CPS score 4 3CPS score 5 or 6
* significant difference compared with other two resident groups, p<.05
# only calculated for residents with CPS score below 6




medium involvement: between 1 and 3 hours; and high involvement: more than
3 hours). Three analyses were performed: 1) unadjusted analyses were performed
with the activity involvement categories as independent variables, and the quality
of life subscales as dependent variables. 2) the same analyses adjusted for age,
gender, ADL dependency and neuropsychiatric symptoms. 3) Additional adjustment
for cognitive status based on the CPS using a categorical variable representing mild
to moderate (CPS score 0-3), moderate to severe (CPS 4), and severe to very severe
dementia (CPS 5 and 6). To analyse whether the results were modified for people
with mild to moderate, moderate to severe, and (very) severe dementia (research
guestion 2), additional analyses were performed including the interactions between
the activity involvement categories and the cognitive status categories.

Results

Resident characteristics

The resident characteristics are presented in Table 4.2. The total study sample
(n=1144) had a mean age of 84.2 (SD7.6) and consisted for 75% of females, which
was similar to the residents who were excluded from analyses due to incomplete
data (n=245, mean age 82.0, SD7.5; 79% female). Also the score on neuropsychiatric
symptoms (NPIQ) did not differ between these groups. Yet, the residents who
were included in the analyses had a significantly higher mean score on the KATZ
ADL inventory (5.4, SD1.7 compared to 4.9, SD1.8; p<.000), and the Cognitive
Performance Scale (3.99, SD1.5 compared to 3.38, SD1.7; p<.000), indicating that
on average, they were more impaired than residents who were excluded from
analyses.

When comparing the included residents in three groups of different cognitive status
based on resident’s scores on the CPS, no significant differences existed concerning
age of residents. However, a significant higher percentage of male subjects were
presentin the group of residents with moderate to severe dementia as compared to
the higher and lower cognitive status groups. Whereas ADL dependency appeared
higher as severity of dementia increased, neuropsychiatric problems were most
present in the middle cognitive status group.

Mean involvement in activities

Table 4.1 shows that besides the excluded activities of talking, music and watching
television, residents were most time involved in taking a walk outside, reading,
games, religious activities, and shopping. The large standard deviations point
at large inter-individual variety. Table 4.2 shows that on average, residents were
involved in the listed activities for 154 minutes (=2.5 hours) in total during the
past three days (SD=168, range 0-1125). Again, there was much inter-individual
variety. Cognitive status seemed to play a role in this: in the group with mild to
moderate dementia, 73% of the residents were involved for more than one hour
during the past three days. In the groups of residents with lower cognitive status,
this percentage dropped (68% for the moderate to severe dementia group; 48% for
the severe dementia group).
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Table 4.3: Relationship between the time residents with dementia are involved in activities and their scores on
different domains of quality of life

Care relationship Positive affect

B Badj! B adj? B Badj! B adj?

(95% Cl) (95% Cl) (95% Cl) (95% Cl) (95% Cl) (95% Cl)
ng‘li‘m vslow | heq .050 049 274%%* 226%** 201%**
activity (.007 -.185) | (-.032-.123) | (-033-.131) | (.182-.366) | (.134-.318) | (.109-.293)
|nyolvement
High vs low 172 %%* 156%*x 162%% 4g**x 423%%x 378%%x
activity (.078-.266) | (.072-.240) | (.076-.248) | (.390-.574) | (372-.519) | (.280-.476)
involvement
R 13 1.7 2.0 7.8 5.8 4.3

Negative affect Restless tense behavior

B Badj! B adj? B Badj! B adj?

(95% Cl) (95% Cl) (95% Cl) (95% Cl) (95% Cl) (95% Cl)
E':’l:‘\j/':m vslow | 505 -.033 -035 - 173%* - 146% % -133%%x
activity (-110-.114) | (-073-.139) | (-071-.141) | (.046-.300) | (.032-.260) | (.021-.245)
involvement
:g\‘li‘t’s low -.051 -013 -.003 -299%** -205%** - 122%%*
activity (-.063-.165) | (-097-.123) | (~109-.115) | (.172-.426) | (.087-.323) | (.004 -.240)
involvement
R? 0.2 0.2 0 1.9 0.9 0.6

Positive self-image Social relations

B Badj! B adj? B Badj! B adj?

(95% Cl) (95% Cl) (95% Cl) (95% Cl) (95% Cl) (95% Cl)
21:‘3':;“ vs low ;'_10(?17_ -.080 -.068 229%** A71%** 139%**
o hement 1217) (-038-.198) | (-050-.186) | (.145-.313) | (.087-.255) | (.057-.221)
:g\‘”‘t’s low -117* - 159%* -125% 562%** A01*** 326%**
activity (.009-.225) | (.041-.227) | (.007-.243) | (478-.646) | (.313-.489) | (.238-.414)
involvement
R? 0 0.2 0 135 7.4 4.9

Social isolation Feeling at home

B Badj! B adj? B Badj! B adj?

(95% Cl) (95% Cl) (95% Cl) (95% Cl) (95% Cl) (95% Cl)
21‘;‘\1/'&‘"‘ vslow | g -.064 -.064 -.036 -.050 -.032
activity (-.006-.202) | (-.028-.156) | (-061-.189) | (-068-.140) | (-.052-.152) | (-.067-.134)
involvement
Highvslow | _agorer | na1x -107* -116* -.095 -057
activity (.084-.296) | (.025-.217) | (.009-.205) | (.014-.218) | (.007-.197) | (.045-.159)
involvement
R? 15 0.8 0.6 0.7 0.6 0.6

Having something to do

B Badj! B adj?

(95% Cl) (95% Cl) (95% Cl)
Medium s low | ) g.cxx 393%++ 381**
activity (.295-.561) | (.266-.520) | (.254-.508)
involvement
?Cii.r\‘/i‘t’s low 859* % B75*** B41**
activity (.728-.990) | (.548-.802) | (.512-.770)
involvement
R 13.9 10.1 9.1

Quality of life was measured with the Qualidem

! Adjusted for age, gender, ADL dependency (KATZ), neuropsychiatric problems (NPIQ)

2 Adjusted for age, gender, ADL dependency (KATZ), neuropsychiatric problems (NPIQ), and cognitive status (CPS)
* p>0.05 *** p<0.01 *** p<0.001



Time involved in activities and quality of life

Both unadjusted and adjusted multilevel linear regression analyses showed a
significant relationship between involvement in activities and several domains
of quality of life (Table 4.3). Both medium involvement in activities (1-3 hours of
involvement during the past three days) and high involvement (more than 3 hours
during the past three days) were related to better scores on positive affect, restless
tense behavior, social relations, and having something to do (please note that this
subscale consists of the items ‘has things to do without help from others’, and ‘likes
to help with chores on the care unit’. It therefore says something about if someone
is able to fulfill the need for occupation by themselves, and differs from the outcome
of minutes involved in activities). Only high activity involvement was significantly
related to less social isolation. High activity involvement appeared to be related to
higher scores on the subscale care relationship, but lower scores on positive self-
image as compared with low activity involvement. No relationship was found for
activity involvement and the subscales negative affect, and feeling at home.

On the subscales positive affect, social relations and having something to do,
activity involvement explained a noteworthy proportion of the variance between
individuals (resp. 4.3, 4.9 and 9.1% explained variance for the adjusted models).
On the other significant Qualidem subscales, explained variance was minimal (care
relationship 2%, restless tense behavior and social isolation .6%, positive self-image
.0%). Differences in Qualidem subscale scores appeared to be primarily explained
by resident and disease related characteristics.

Activity involvement and quality of life for different stages of dementia
Additional analyses to control for effect modification of cognitive status revealed
that most relationships between activity involvement and quality that were found
of life in the previous analysis applied to the whole study population.

Cognitive status did modify the relationship between the amount of activity
involvement and the outcomes on six Qualidem subscales. In Table 4.4, the final
adjusted relationships are presented for medium and high activity involvement
compared to low involvement and the outcomes on these six subscales for different
cognitive status groups. For the mild to moderate dementia group, the relationship
with high activity involvement and care relationship was greater than in other
groups. Also in the mild to moderate dementia group, the relationship of medium
activity involvement as compared to low activity involvement with the quality of life
subscales positive affect and social relations seemed to be somewhat greater thanin
other groups, whereas the relationship with higher involvement and positive affect
and social relations was somewhat smaller than in other cognitive status groups.
For people with severe dementia, the association with high activity involvement
and restless tense behavior was greater than in other cognitive status groups.
The lower cognitive status, the greater the relationship was between high activity
involvement and positive affect. The contrary was true for lower cognitive status
and having something to do. Finally, a reversed relationship was found for high
activity involvement and social isolation for the moderate-sever dementia group.
There seemed to be more, instead of less, isolation when this group of residents
were highly involved.
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Table 4.4: Relationships between time involved in activities and residents’ scores on different domains of quality of
life for which effect modification of cognitive status was present

Care Positive Restless Social Social Having .
. . tense ) X . something
relationship | affect . relations isolation
behavior todo

B adj? B adj? B adj? B adj? B adj? B adj?
Mild to moderate dementia
medium activity .049 236%* -133%% 201%* -.064 605%**
involvement
high activity involvement .210%* .318%** - 122%** 272%x* -.107* .788%**
Moderate-severe dementia
medium activity 049 0.045% | -133**x | 139%*x | _op4 381 ¥*
involvement
high activity involvement 162%** .378%** - 122%%* .326%** .105%* 641 %**
Severe to very severe dementia
medium activity .049 201%%% | _133%%x 139%** -.064 207*
involvement
high activity involvement 162+ ** .593** -.306* 326 ** -.107* A445*

Quality of life was measured with the Qualidem
2 Adjusted for age, gender, ADL dependency (KATZ), neuropsychiatric problems (NPIQ), cognitive status (CPS)
* p>0.05 *** p<0.01 *** p<0.001

Discussion

This study provides insight in the involvement of long term care residents with dementia in
activities, and its contribution for quality of life despite cognitive status. Residents in this study
were mildly to very severely impaired in their cognition and functioning, were mostly female
and had an average age of 84 years, which is comparable to the study samples of long term care
residents with dementia in other research (e.g. Verbeek, Zwakhalen, van Rossum, Kempen, &
Hamers, 2012).

On average, residents were involved in activities for about 2.5 hours during three days (listening
to music, watching television and having a conversation not included). There was much inter-
individual variance in activity involvement. In general, about 1/3 of the residents was involved
for less than one hour during three days, 1/3 was involved for one to three hours, and 1/3
for more than three hours. These results support earlier findings that many long term care
residents seem to spend the largest part of the day unoccupied (Hancock et al., 2006; Orrell et
al., 2008). Due to incomplete data, 17% of the resident sample could not be studied however.
Since these residents were found to have a somewhat higher functioning level in terms of ADL
dependency and cognitive status, the results might be an underestimation of the average activity
involvement of long term care residents. ADL dependency and cognitive status are found to be
important explanatory factors for activity involvement of long term care residents (Kuhn, Fulton,
& Edelman, 2004; Kolanowski, Buettner, Litaker, & Yu, 2006), also confirmed in our study results
showing that the more severely impaired residents were, the less they were involved in the listed



activities.

This study shows that, overall, activity involvement seems to be beneficial for people
with dementia, in relation to care relationship (accepts help, no conflicts with care
staff), positive affect (is happy, mood can be positively influenced), restlessness
(has tensed body language), social relations (has friendly contact with other
residents) and having something to do (has things to do without help from others).
Involvement for more than 3 hours in three days seems to be more beneficial than
medium activation (1 to 3 hours in three days). This holds true for people in all
stages of dementia, although the results on ‘having something to do’ should be
interpreted with caution, since people at the most severe state of dementia (CPS
= 6) were excluded from analyses of this Qualidem subscale for validity reasons, as
was the case with subscales ‘positive self-image’ and ‘feeling at home’. Especially
people with severe dementia seem to benefit from higher activity involvement with
respect to positive affect and restless tense behavior.

On the other hand high activity involvement was related to lower positive self-image
as compared with medium and low activity involvement. Perhaps, high activity
involvement also confronts residents with their own inabilities. For people with
moderate to severe dementia, high activity involvement was related to more social
isolation. The group of residents with moderate to severe dementia significantly
consisted of more males, and also suffered from more behavioral problems. The
activities offered to these residents might not have been completely suitable for this
specific group, or increased negative confrontation with other residents. Activity
involvement might have diverse effects, providing pleasure but also negative
outcomes such as confrontation with the own functioning. Adverse effects of
activity provision were described before by Fritsch et al., (2010), who found higher
engagement and alertness of people with dementia who were involved in a specific
activity program, but also more feelings of anxiety and sadness in this group. These
results are in line with earlier research showing that activity provision is a complex
task, and should be carefully adjusted to resident’s preferences and capabilities
(Perrin, May, & Anderson, 2008). It should be individually determined whether the
benefits of an activity outweighs possible downsides.

The sole contribution of activity involvement for resident quality of life appeared to
be relatively small in this study; it only explained a small amount of the difference
in quality of life found between residents. Quality of life is described to be largely
influenced by disease-related characteristics (Castro-Monteiro et al., 2014). Next
to the presence of these more dominant factors for quality of life such as ADL
dependency and cognitive functioning however, this might be explained by the
limited overall time of activity involvement (153 minutes in three days on average).
A larger effect cannot be expected from such a small aspect of daily life. Yet the fact
that activity involvement is related to several domains of quality of life, showing
its diverse impact and meaning for wellbeing consisted with wellbeing theories on
dementia (Kitwood, 1997; Gerritsen et al., 2004), is promising.

The relationship between the amount of activity involvement and quality of life
might be enlarged when they are adjusted to resident’s capabilities, needs,
behavior, life history and preferences. Earlier research indeed showed that by
training care staff how to adjust activities to the needs and wishes of people with
dementia, improved wellbeing, functioning level, and pharmacological restrictions
were reported (O’Sullivan, 2011). A more person centered attitude of staff, knowing
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more about the life history, specific interests, limitations and strengths of the individual
residents, might also result in a better suited activity program (Edvardsson et al., 2013). Activity
involvement might also be improved by alterations in the physical environment lowering the
threshold for active participation of residents in household activities (Fleming, Goodenough,
Low, Chenoweth, & Brodaty, 2014) and combining staff with various education backgrounds so
that both the physical as the emotional aspects of long term care are emphasized (Abrahamson,
Lewis, Perkins, Nazir, & Arling, 2013). Training to enlarge the knowledge on creating personally
meaningful activities, how to use the environment and make activity material available, and
how to offer these activities to the individual residents within his or her capabilities, might be
the key factor in enlarging activity involvement, also of more impaired residents (Edvardsson et
al., 2013).

This study has its limitations. Cross-sectional data were used, giving no certainty about the
causality of the relationships found. It is therefore possible that higher quality of life resulted in
higher activity involvement instead of the other way around. Furthermore, in order to measure
time involved in activities in a large study sample, an instrument with unknown reliability and
validity was used because there was no instrument with good psychometric properties available.
Several remarks have to be made on this account. First, the activities listed in the questionnaire
are a selection of activities that can be offered to residents with dementia. Although no
comments were made that care staff missed activities, it could be that residents were involved in
other activities resulting in an underestimation of activity involvement. Also, the fact that many
data were missing in questionnaires, especially in those addressing people with mild dementia
who were found to be more involved in activities, raises the question whether staff were able to
reliably recall what residents had done during the past three days. The more so, because they
might not have worked the last three days, making them dependent on reports or observations
of colleagues. It is likely that our retrospective research method has resulted in an estimation of
the time residents are usually involved in the listed types of activities as perceived by the care
staff instead of accurate daily records.

Moreover, staff sometimes seemed to be unable to discriminate active from passive activity
involvement, which might have resulted in an overestimation of activity involvement. For the
activities talking, watching television and listening to music or radio, the reported time of
involvement was at times so extreme — some people were found to be involved in watching
television for more than 24 hours during the past three days — that they had to be excluded
from analyses with consequences for the reliability of the data. Perhaps the misinterpretation
of passive activity involvement points out an important cause of limited activity involvement
of residents. Staff may perceive that by putting on the TV or radio, they involve residents in
an activity. They might not be aware of the necessity to actively involve most residents with
dementia in a television or music program to make them capable to capture its meaning.
Raising awareness on how to differentiate passive from active activity provision might enlarge
resident’s involvement. In future research, activity involvement would best be captured by an
independent observer. When this is not possible, staff should be trained in observing actual
activity involvement, including the differentiation between passive and active involvement in
order to capture the concept accurately.

Also the Qualidem measure for quality of life seemed to have some limitations in this study
sample. For people with severe dementia, many items were left out analyses, while individuals
with severe dementia often vary in what they can and cannot still express so that possibly
more items could have been included in analysis. Moreover, some subscales suffered from low
reliability. Finally, one might argue that depression was not accurately taken along in analyses as
a confounding factor. Although depressive symptoms are represented in the NPI-Q, it might have



been more appropriate to solely measure this factor, since its influence on quality
of life and its high prevalence in long term dementia care (Verkaik, Francke, Van
Meijel, Ribbe & Bensing, 2009).

Despite these limitations, this study provides ground that activity involvement is
important for the quality of life of residents with dementia in long term care facilities,
and something care facilities should invest in, also when residents are severely
impaired. It seems to be important however to look at individual needs, preferences
and capacities to maximally impact quality of life and prevent undesirable effects of
activity involvement. Further research is needed to study the effect of individually
adjusted activities on quality of life, and how to apply these in practice in a feasible
manner so that activity provision can be broadly implemented. In future research,
other measurement instruments should be considered to accurately capture
activity involvement of long term care residents with dementia. Several well-tested
observational methods are available, such as Dementia Care Mapping (Fossey,
Lee, & Ballard, 2002) and Observational Measurement of Engagement (Cohen-
Mansfield, Dakheel-Ali, & Marx, 2009). These are valid instruments that give more
in-depth insight into what activities are actually provided and how these are valued
by residents, as we have seen in one of our substudies where 57 residents were
observed on activity involvement and wellbeing (Smit, Willemse, de Lange , &
Pot, 2014). However, these methods are very intensive and therefore less suitable
for large scale use. Therefore, the development of a valid research instrument
to measure activity involvement in large study samples is desirable, that is less
sensitive to the subjective memory of those who report activity involvement, and
that differentiates between active and passive activity involvement.
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Abstract

Objectives The importance of meaningful occupation for the wellbeing of care home
residents living with dementia is increasingly recognized. Yet, the existing literature
mentions low activity levels in this population. With more recognition for the need
for meaningful occupation in modern dementia care on the one hand, but higher
care needs of residents on the other, it is desirable to monitor their daily occupation
and wellbeing. The measurement instruments that are available for this purpose
lack feasibility however. With an alternative instrument using staff observations,
this study aims to provide insight in the current level of occupation of care home
residents with dementia. Furthermore, the relationship between the involvement
in types of occupation and the wellbeing of care home residents at different stages
of dementia was studied.

Methods A sample of 171 residents representing 50 dementia care homes were
observed by regular care staff. After receiving a one-hour training, single staff
members observed two randomly selected residents during three eight-hour shifts.
Daily occupation and wellbeing were observed during one minute every hour using
a standardized method, leading to 4072 one-minute observations on occupation
and wellbeing. Standardized measures were used to examine the resident’s level of
functioning.

Results Residents were mostly involved in sleeping, eating or drinking, conversation
and looking around. Overall, having visitors, playing games, physical exercise, and
being busy with the past, most strongly related to wellbeing. Residents with severe
dementia benefitted most from playing games, being busy with the past, eating and
drinking, and looking around.

Conclusion Several occupation types were related to higher wellbeing of people
with dementia, but these were not frequently observed. Staff training and family
involvement might help to increase wellbeing-enhancing occupation in care homes.
Although more research is needed to test its reliability, using staff observations in
monitoring occupation seems promising.

Introduction

Occupation and wellbeing of care home residents with dementia

Daily occupation of people with dementia living in care homes refers to engagement
in daily life (Kitwood, 1997; Perrin, May, & Anderson, 2008). It can entail involvement
in recreational activities, but also to involvement in domestic tasks, eating and
drinking, having interest in objects, social conversation, receiving physical care,
and so on (Elliot, 2011). Occupation is described to be meaningful for a person
with dementia, when it generates feelings like pleasure or enjoyment, or creates a
sense of connection and belonging, autonomy or identity (Phinney, Chaudhury, &
O’Connor, 2007).

The importance of meaningful occupation for the wellbeing of care home residents
with dementia has been addressed frequently over the years (Moyle & O’Dwyer,
2012). People with dementia and their family perceive meaningful occupation as a
key aspect of the resident’s quality of life (Cadieux, Garcia, & Patrick, 2013). Types
of occupation that were found to specifically enhance the resident’s wellbeing are
reminiscence activities, physical exercise, participating in household chores and
listening to individually preferred music (Innes & Surr, 2001; Smit, Willemse, de
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Lange, & Pot, 2014). Residents seem to benefit most from types of occupation that are adjusted
to the personal preferences and capabilities of residents (Cohen-Mansfield, Thein, Dakheel-Ali,
& Marx, 2010). But compared to doing nothing at all, residents were also found to benefit from
activities that were not personally adjusted (den Ouden et al., 2015).

Unfortunately, facilitating meaningful occupation in dementia care homes has proven to be
difficult. In several studies, a dearth in activity engagement was observed (Hancock, Woods,
Challis, & Orrell, 2006; Orrell et al., 2008; Kuhn, Fulton, & Edelman, 2004; Smit, de Lange,
Willemse, Twisk, & Pot, 2016). When looking closer at the types of occupation residents with
dementia were engaged in, they were found to be mostly involved in occupation types with a low
potential for wellbeing such as sleeping, sitting and doing nothing, or other passive occupation
types like watching TV, eating and drinking, or being involved in conversation (den Ouden et
al., 2015; Innes & Surr, 2001; Kuhn, Kasayka, & Lechner, 2002; Sloane et al., 2007; Smit et al.,
2014). Types of occupation with a higher potential to increase wellbeing, like reminiscence,
physical exercise, creative activities, doing puzzles or games, or vocational activities, were rarely
observed.

A changing care home environment regarding resident’s occupation

However, most studies that reported on the level of occupation of activity involvement of
residents with dementia date from several years ago. The level of meaningful occupation might
have been increased over the years now that this topic has received more attention in dementia
care policy in high income countries (UK Government, 2016). On the other hand, in most high
income countries, people with dementia enter care homes at a later stage of their condition in
comparison to a decade ago, as a consequence of ‘aging in place policies’. These policies are
meant to enable older people to stay in their own homes for as long as possible, also when
they increasingly need care (Prince, Prina, & Guerchet, 2013; Rodriques, Huber, & Lamura,
2012). Since having more cognitive and physical limitations is strongly related to lower activity
involvement, even less meaningful occupation might be expected among today’s care home
residents with dementia (Dobbs et al., 2005; Smit, de Lange, Willemse, & Pot, 2017; Zimmerman
et al., 2005). This is an urgent call for change, because as our previous research showed, people
with severe dementia can still benefit from various activities in terms of positive mood and
decreased agitation (Smit et al., 2016).

Challenges in measuring occupation

In order to meet the need for meaningful occupation of the changing population of care home
residents with dementia, it is important to regularly monitor the level of daily occupation and
the effect on wellbeing, also with respect to different stages of cognitive impairment.

Today, there are different measurement instruments that can be used for this purpose. These
instruments suffer from problems regarding feasibility and accuracy however. Few standardized
guestionnaires are available that can be used for large scale data collection. The Activity Pursuit
Patterns (RAI, MDS; interRAI, 2005) focuses only on recreational activities and not on daily
occupation of residents. Furthermore, its retrospective character — staff is asked to recall what
activities residents have done during the past three days - might lead to recall bias, especially
since care staff often work unregularly, forcing them to rely on the transfer of information of
colleagues.

Also the observational instruments have their limitations. The prevailing method is Dementia
Care Mapping (DCM; Brooker & Surr, 2005), where 5 to 6 residents are observed simultaneously
for several hours by trained observers. Because the method is costly usually small resident
samples have been observed, making the evidence harder to generalize to the larger population.




Furthermore, the presence of an observer might influence the behavior of both
residents and staff. Other observational methods like the Passivity in Dementia Scale
(PDS; Colling, 1999) and the Assessment Tool for Occupation and Social Engagement
(ATOSE; Morgan-Brown, Newton, & Ormerod; 2013) face comparable problems.
Recently, the Maastricht Electronic Daily Life Observation (MEDLO; De Boer et al.,
2016) instrument is developed, that uses a simple digital tool to register activity
involvement of residents, making it more easy to study larger groups of residents.
Still, the use of trained researchers to observe occupation amongst residents is time
consuming and expensive, and might influence common behavior.

Purpose of this study

In the present study, the daily occupation of care home residents with dementia and

the relationship with wellbeing, was studied. An alternative research method using

observations by the regular care staff of care homes on fixed short time-frames

was applied. Different stages of dementia were taken into account. The following

questions were studied:

1a) To what extent are residents of dementia care homes involved in different
types of occupation?

1b) Is the level of involvement in types of occupation different for residents at
different stages of dementia?

2a) What is the relationship between different types of occupation and
resident wellbeing?

2b) Is the relationship between the types of occupation and wellbeing different
for residents at different stages of dementia?

With studying these questions using this new instrument, we hope to provide more

clarity in the daily occupation amongst residents with dementia and the relationship

with wellbeing as well as stage of dementia, and propose a feasible alternative to

the currently available measurement instruments in order to frequently monitor

occupation levels in dementia care.

Methods

Study design & sample

Design

Data were derived from a sub-study of the Living Arrangements for people
with Dementia (LAD-) study. The LAD-study is an ongoing study to monitor the
development and variety in Dutch nursing home care for people with dementia,
and consequences of different care environments in terms of group living home
care characteristics, staffing models and person-centeredness for residents’ quality
of life, quality of care, staff ratio and staff wellbeing. Data collection takes place
every two years. The overall design of the LAD-study has been described in detail
elsewhere (Willemse, Smit, de Lange, & Pot, 2011).

This sub-study had an observational design, using data on the relation between the
daily occupation and wellbeing of 171 care home residents living with dementia,
that staff measured during 4072 one-minute observations during while doing their
regular work.

Chapter 5
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Study sample
In the third measurement cycle of the LAD-study (2013-2014) 54 dementia-specific long-term-

care homes participated. These care homes represented traditional large scale nursing homes,
dementia-specific nursing home units in homes for the aged, small scale group living care homes
(max. 36 residents) and larger group living care homes with more than 36 residents in total. The
54 care homes were all state-financed and had a had a similar resident population concerning
age, gender, cognitive performance, and physical functioning.

For the current study, the care homes were asked to select two care staff members of education
level 3 (resembling Nursing Assistants, Certified Nursing Assistants and Registered Nurses in the
U.S.) that could observe the occupation and wellbeing of two residents each (thus four residents
per care home), during three eight-hour day- or evening shifts. The residents to be observed
were randomly selected by a research assistant. All residents on the participating dementia units
were eligible to participate. In 50 of the 54 care homes the observations actually took place.
In 16 care homes, the observations were partially performed: less than four residents were
observed, or residents were observed for less than three shifts. All available observations were
included in our study.

Measurements

Daily occupation and wellbeing of residents

Observation procedure To collect data on daily occupation and wellbeing of residents, the
observing staff members were asked to choose three shifts in the forthcoming two weeks, to do
the observations. They had to make sure that they were available the entire shift, and did not
have to leave for a meeting or conversation. Prior to the observations, staff members received a
one-hour training by a research assistant on how to judge involvement in the types of occupation,
and score the categories of wellbeing. The staff members received a booklet with observation
forms. They had to fill in an observation form for both selected residents on every hour of the
shift in which they observed. They were advised to set an alarm on their cellphone as a reminder
to fill in the forms every hour. Every hour, they observed the resident for one minute to see what
the resident was doing and what his or her level of wellbeing was during that minute.
Occupation types During one minute of observation the occupation of the residents was coded
in one or more of 23 occupation types that are listed in Table 5.1. In Table 5.1, a distinction
is made in high and low potential occupation types, based on the expected relationship with
wellbeing as described in Dementia Care Mapping (DCM) literature (Innes & Surr, 2001; Kuhn
et al., 2002). The occupation types were inspired by items of the activity types of the 7t and 8t
edition of DCM (Bradford Dementia Group, 1997; 2005) and the activity types of the Activity
Pursuit Patterns (InterRai, 2005). Items of these measurement instruments were selected if they
were found to be commonly observed in previous research, and substantially differed from the
other types of occupation in order to make it easier for our observers to differentiate the types
of behavior. Furthermore, the items were strongly simplified and described in easily observable
terms, so that care staff could easily recognize the types of occupation and a one hour training
was sufficient.

In our instrument, the observers could list the options ‘not present’ and ‘other, namely ...." .
Because ‘having visitors’ was repeatedly mentioned in the ‘other, namely’ category, we included
this occupation type in the analyses. ‘Not present’ was left out of analyses, because this option
held no information on what the residents were doing and wellbeing could not be observed.
Wellbeing For measuring wellbeing, the observer answered the question ‘What mood is the
resident in?’ for every minute of observation. Inspired by elements of the DCM method to
capture ill- or wellbeing, the answer categories were 0: very sad or angry, extreme negative




mood; 1: substantial signals of negative mood, sad, irritable; 2: small signals of
negative mood, grumpy; 3: neutral, neither positive nor negative mood; 4: satisfied,
happy, relaxed, smiling, positive mood; 5: very happy, very cheerful, very positive
mood.
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Resident characteristics

To take into account the potential influence of differences in demographics and
the functioning level of residents, the observing staff were asked to complete a
guestionnaire about the background characteristics of the selected residents, prior

Table 5.1: Occupation types of staff observations

High potential occupation types*
1 | Conversation — talking with other residents, care staff or visitors

Beauty activity — care staff or resident is brushing hear, putting on make-up,

2 . .
painting nails

3 | Creative activity — doing a creative activity like drawing, crafts, singing

Eating or drinking — eating or drinking

Activity related to the past — talking about the past, looking at old pictures,

> reading life history book, reminiscence

6 | Busy with the mind — reading a book, paper or magazine, doing a puzzle

7 | Exercise or sports — physical activity

8 | Playing games — having fun, enjoy something, doing a game

9 Attention for an object — Being busy with an object like a purse, stuffed animal,

napkin

10 | Receiving physical care — receiving physical care

Spiritual or religious activity — Busy with a religious activity like singing religious

11 ) . . . .
songs, watching or listening to a service, praying

12 Stimulating the senses — picking, peeling, feeling with the hands, getting a
massage

13 Domestic tasks — involved in household chores like doing the dishes, peeling
potatoes, helping with cooking

14 TV or music — Watching TV or listening to music, only when the resident is truly

involved

15 | Having visitors

Low potential occupation types*

16 Looking around with attention — Looking around with attention, but undertaking
nothing

17 | Being withdrawn — sitting with the eyes closed while being awake

18 | Talking to oneself — talking to oneself, talking to an imaginary person
19 | Walking around — walking around, pacing, dancing
20 | Sleeping — sleeping, dozing, nod

21 | Seeking attention — calling or talking without anyone responding

Remainder

22 | Other — something else, namely: ....

23 | Not present — not on the unit, or to the restroom

* The classification of high and low potential occupation types is based on Dementia Care Mapping Literature
(e.g. Innes & Surr, 2001; Kuhn et al., 2002)
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to their observations. First, data on age and gender were collected. Dependency in Activities
of Daily Living (ADL) was measured with the Katz inventory (Katz, 1983), ranging from 1 to 7,
with a higher score indicating more dependency in the activities of daily living. The Katz has
good psychometric properties (Cronbach’s a = .932 in this sample). Neuropsychiatric symptoms
such as agitation, depression or apathy were measured using the Neuropsychiatric Inventory
Questionnaire (NPI-Q; De Jonghe, Kat, Kalisvaart, & Boelaarts, 2003; Kaufer et al., 2000;
Cronbach’s a =.701), with a range of 0 to 36 and a higher score indicating more neuropsychiatric
symptoms. Cognitive status was obtained with the Cognitive Performance Scale (CPS; Morris et
al., 1994; Cronbach’s a=.765). The score derived from the CPS ranges from 0 to 6. For studying
the involvement in types of occupation of people at different stages of dementia, a categorical
CPS variable was created representing mild to moderate (group 1; CPS score 0-3), moderate to
severe (group 2; CPS 4), and severe to very severe dementia (group 3; CPS 5 and 6), as was done
in previous research (Smit et al., 2016).

Statistical methods

For statistical analysis, the data on the types of occupation and level of wellbeing during each
minute of observation were entered into STATA 12.1.

To answer research question 1, the mean percentage of the observations that all residents
were involved in the different occupation types were calculated. This was done for all residents
together, as well as for the three resident groups based on their stage of dementia. Differences
in involvement in occupation types across the residents at different stages of dementia were
detected by non-overlapping confidence intervals (research question 1b).

For research question 2, the relationship with type of occupation and wellbeing was studied by
performing multilevel linear regression analyses. Multilevel analyses were performed to control
for the fact our data was clustered (Twisk, 2006). Based on Log likelihood tests, we controlled for
the level of the resident as well as the level of observer. The level care home did not improve the
statistical model further and was therefore disregarded.

Involvement in an occupation type (yes/no) was labeled as independent variable, and the
wellbeing score during the corresponding minute of observation as dependent variable. Resident

Table 5.2: Resident characteristics of total sample and groups divided according to stage of dementia

Total studv sample Mild to moderate Moderate to Severe to very
= :71 P dementia® severe dementia® | severe dementia®
B n=83 n=43 n =45
Resident M SD M SD M SD M SD
characteristics
Age (54-100) 84.65 7.77 85.82 6.15 82.19* 8.30 84.82 9.43
% female 72.5 - 71.1 - 67.4 - 80 -
CPS (0-6) 3.50 1.50 2.23 0.95 JEx* - 5.36%** 0.49
NPIQ (0-30) 10.62 6.13 8.38 490 | 12.29%** 7.09 | 13.20*** 5.79
KATZ (1-7) 4.68 1.94 3.46 1.79 5.21%** 1.25 6.42%** .92

1CPS score 1, 2 or 3; 2CPS score 4; 3CPS score 5 or 6
* p<.05 ** p<.01 *** p<.001 significantly different as compared to reference group mild to moderate dementia®



characteristics were entered in the statistic model as potential confounding
variables.

To answer research question 2b, additional analyses were performed including the
interactions between the occupation types and the cognitive status categories.

Results

Resident characteristics

In Table 5.2, the mean characteristics of the complete sample are presented, as well
as the characteristics of the mild to moderate, moderate to severe, and severe to
very severe dementia groups. Overall, the mean age of the participating residents
was 85 years. Almost three quarters of the sample was female. On average, the
participants had moderate to severe dementia, and generally had some behavioural
symptoms. On average, they were dependent in most ADL tasks based on their high
scores on the Katz measure.

The group with mild to moderate dementia had the lowest mean NPI-Q and Katz
scores. The group of residents with moderate to severe dementia also had lower
scores than the group with severe to very severe dementia. The group of residents
with moderate to severe dementia consisted of somewhat younger residents as
compared with group of residents with mild to moderate dementia.

RQ 1a: Involvement in different types of occupation

The number and percentage of the different types of occupations that were
classified during the observations, are shown in Table 5.3.

When classifying the types of occupation into high and low potential types of
occupation as presented in Table 5.1, we see that residents were observed to be
engaged in ‘high potential occupation types’ within about 95% of the observed time
frames. In 56% of the observed time frames, low potential types of occupation were
observed.

The type of occupation that was observed most was sleeping (observed in 24.4%
of the time frames). Almost as frequent, residents were involved in eating and
drinking. Residents were involved in conversation with others in around 20% of
the observed time frames. In 14% of the observations, residents were found to be
actively looking around. Watching TV or listening to the radio, being busy with the
mind, stimulating the senses, playing games, and walking around was perceived in 5
to 10% of the observed time frames. The other types of occupation were observed
in less than 5% of the observed minutes.

Types of occupation that were not classified and were mentioned under the category
‘other’ were: whistling, just finished eating, being sick, birthday, hallucinating,
helping transferring co-resident, waiting for meal, being upset.

RQ 1b: Involvement in different types of occupation for different stages of dementia
The involvement in types of occupation across the three resident groups with mild
to moderate, moderate to severe, and severe to very severe dementia are presented
in the last columns of Table 5.3. Residents with more cognitive impairment were less
involved in high potential types of occupation, and more involved in low potential
types of occupation then residents with a better cognitive status.
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Table 5.4: The relationship between occupation types and resident wellbeing of the total sample, and observations
of residents with different stages of dementia

Total sample Mild - moderate | Moderate-severe Severe-very
dementia’ dementia’ severe dementia®
B# SE Bb SE Bb SE Bb SE

High potential occupation types
Eating or drinking .110*+= | .027 | .080 .039 .078 .056 | .192%*= .052
Conversation 316%** | .031 | .351*** | .040 381 %** .065 | .105~ .075
TV or music .081* .043 | .081 .056 .026 .081 | .190 114
Busy with the mind .184**= | .050 | .186 0.058 | .202 121 | .140 .158
Stimulating the senses | .084 .062 | .208 124 -.019 117 | .072 .088
Playing games .588*** | .053 | .568*** | .062 .635%** 123 | .663*** .182
Attention for an object | .035 .065 | -.080 .130 -.016 113 | .143 .099
Beauty activity -.105 .057 | -.096 .073 -.332x 136 | .047 .120
Domestic tasks 264+ | 059 | .201** .067 .589*x*~ | 139 | .038 .261
Busy with the past .399**+ | 069 | .365*** | .087 .390** .140 | .569** .186
Creative activity 2470 .074 | .258** .086 .109 161 | .469 .286
Receiving physical care | -.360*** | .088 | -.109 .154 -.650***~ | 145 | -.310 157
Having visitors .638*** | 111 | .693*** | .140 .844*x* .270 | .308 .242
Physical activity 443+ 1 119 | .400* .160 .564** .213 | 342 .314
ch’t'jr\',tIfj' orreligious | 511 | 135 |.084 | .152 |.670~ | .289 | Not observed
Low potential occupation types
Sleeping =239 | 31 -.395%* .046 -.209%*~ .067 | -.049~ .053
;:;':]';i:m“”d with | 045 037 |-007 |.057 |-.051 071 | 206+~ | .068
Walking around -.086 .047 | -.085 .064 -.173* .083 | .098 123
Being withdrawn -.384*%* | 052 | -.509*** | .078 -.340** .130 | -.260**~ | .083
Talking to oneself -.168** .070 | -.417x* | 117 -.363* .145 | 165~ .110
Seeking attention -.644=* | 110 | -.880** .286 -.344 .186 | -.783*** | 155

1CPS score 0 to 3; 2CPS score 4; 3CPS score 5 or 6
* p<0.05; ** p<0.01; *** p<0.001

# Adjusted for age, gender, ADL dependency (KATZ), neuropsychiatric problems (NPIQ), cognitive status (CPS)
b Adjusted for age, gender, ADL dependency (KATZ), neuropsychiatric problems (NPIQ)
~ Significantly different from reference group (mild to moderate dementia)

The comparison of confidence intervals revealed that residents with more cognitive problems
were less involved in conversation, playing games, and domestic tasks, and more involved in
stimulation of the senses (group 3 as compared to group 2, and group 2 as compared to group 1).
People with severe to very severe dementia (group 3) were more involved in sleeping, and being
withdrawn, and less involved in creative activities, watching TV, and walking around as compared
to both other resident groups (group 1 and 2). Compared to residents with mild dementia (group
1), they were also found to be more involved in having attention for an object, actively looking
around, talking to themselves, and seeking attention. They were less involved in activities related
to the past and being busy with the mind as compared to group 1.




RQ 2a: Type of occupation and wellbeing

In the first column of Table 5.4, the relationship between the occupation types and
resident wellbeing in all observations is presented, when controlling for resident
characteristics as potential confounding factors. The occupation types ‘having
visitors’ and ‘playing games’ had the strongest relationship with wellbeing, followed
by ‘physical activity’ and ‘activity related to the past’. Next, having a conversation
with others and doing domestic tasks strongly related to higher wellbeing. Creative
activities, being busy with the mind and with eating or drinking also positively
influenced wellbeing, but to a less extend. Watching TV or listening to music had a
minor positive relationship with wellbeing.

‘Seeking attention” was found to have a strong negative association with wellbeing,
followed by ‘being withdrawn’, ‘receiving physical care’, ‘sleeping’, and ‘talking to
oneself’.

The occupation types ‘stimulation of the senses’, ‘attention for an object’, ‘beauty
activities’, ‘spiritual or religious activities’, ‘looking around with attention’ and
‘walking around’ were not related to wellbeing.

RQ 2b: Type of occupation and wellbeing for people at different stages of dementia
The relationship between type of occupation and wellbeing was found to vary for
people at different stages of dementia. Group 1 (mild to moderate dementia) was
found to be the only group that benefitted from being busy with the mind, like
reading or doing a puzzle.

Doing domestic tasks and religious activities were found to have the largest positive
relationship in group 2 (moderate to severe dementia). In this group, ‘walking
around’ and ‘receiving physical care’ had a stronger negative relationship with
wellbeing, than in the other groups (1 and 3).

For the residents with severe to very severe dementia (group 3), the positive
relationship with ‘conversation’, ‘physical activity’, ‘having visitors’ and wellbeing
was not present. The occupation types ‘looking around with attention’ and ‘meals’
were positively related to wellbeing in this resident group, but not in group 1 and 2.
The negative relation of ‘being withdrawn’, ‘sleeping’, and ‘talking to oneself’ with
wellbeing, was found to be smaller for people with severe to very severe dementia.

Discussion

This study aimed to provide insight in the current level of occupation of care home
residents with dementia. Furthermore, the relationship between the involvement
in types of occupation and the wellbeing of care home residents at different stages
of dementia was studied. For the purpose of monitoring daily occupation in a more
feasible way, we experimented with a new measurement instrument using staff
observations.

Current levels of daily occupation of residents of dementia care homes

In our study, the average dementia care home resident was involved in ‘sleeping,
eating or drinking, talking with staff or other residents, or looking around with
attention’ for the largest part of the time. This is consistent with the existing literature
(Brooker, 2005; Harper-Ice, 2002; den Ouden et al., 2015; Perrin, 1997; Sloane et al.,
2007; Smit et al., 2014), confirming low levels of active types of occupation amongst
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care home residents with dementia.

However, when looking at the amount of time intervals that residents were involved in high and
low potential types of occupation, the occupation levels were higher than previously mentioned
(Sloane et al., 2007). In our study, residents were observed to be engaged in ‘high potential
occupation types’ within about 95% of the observed time frames. In 56% of the observed time
frames, low potential types of occupation were observed. While in the DCM literature, a range of
involvement in high potential behavior of 28-87% and of 8-31% has been described.

An explanation for these differences might be that with DCM, the observers have to choose
one type of behavior in every interval, whereas our observers could register more occupation
types per time interval. The higher occupation levels in our study might also be the result of
our observers being care staff instead of researchers. Since the observing staff were familiar
with the study subjects, they might have recognized types of occupation more easily than
unfamiliar observers. It is also possible that our observers were not able to choose between
types of occupation, and therefore chose several types of occupation at once. However, the
proportion in which the types of occupation occurred (for example the involvement in meals as
compared with the involvement in conversation) resembled that of previous research, pleading
against the latter hypothesis. Nonetheless, it could also be that high potential occupation has
increased among dementia care home residents in the Netherlands, resulting from the improved
recognition of occupation as an important aspect of life in this resident group. But given the fact
that low potential occupation was also high in our study, this conclusion seems premature.

Types of occupation and wellbeing

Various types of occupation were found to be related to higher wellbeing in our study. In the
overall sample, the occupation types ‘having visitors, playing games, physical exercise or sports,
activity related to the past, and conversation’ had the strongest relationship with wellbeing.
‘Doing domestic tasks, creative activities and being busy with the mind’ were also related to
wellbeing but at a somewhat lower level. ‘Eating or drinking, and listening to music or watching
TV’ only had a small positive relationship with wellbeing.

These results reveal the need for residents to stay in touch with their relatives and friends, or
other persons that specifically come to visit them and give them personal attention, at least for
residents with mild to moderately severe dementia. They also imply that active stimulation of
residents with dementia is desirable. However, the observed residents mainly spent their time in
types of occupation that were not highly linked to higher wellbeing, implying that there is room
for improvement.

Occupation and wellbeing for people at different stages of dementia

The relationship between types of occupation and wellbeing was found to vary among people at
different stages of dementia. In people with very severe dementia, ‘eating or drinking’ seemed
to be more important for their wellbeing than in other resident groups. Perhaps this results
from the assistance that is often needed with eating and drinking for the wellbeing of people
with severe dementia, which creates a moment of intimate contact with the caregiver. ‘Activities
that related to the past’ were also of great importance in this resident group. Additionally, this
group benefitted from ‘looking around with attention’, in other words, being passively involved.
Whereas in the theory of person-centered care, passive involvement is perceived as a signal
for poor quality of care, as a missed opportunity to actively engage residents in occupation
potentially increasing wellbeing (Brooker & Surr, 2005).

The occupation types ‘conversation, having visitors, and physical exercise or sports as well as
sleeping’, were less important for residents with severe dementia. Interestingly, ‘doing domestic




tasks’ were found to be mainly beneficial for the residents with moderate to severe
dementia. The findings indicate that different types of occupation are important for
residents at different stages of dementia, and underline the importance to identify
the resident’s functioning level. When the condition progresses, care staff and
family must re-discover what types of occupation are suitable for the person with
dementia and discuss how to organize these activities.

Wellbeing-related occupation versus high and low potential occupation types

We noticed that not occupation types that were defined as high potential occupation
had a positive relationship with wellbeing: ‘stimulating the senses, attention for an
object, beauty activities, and religious activities’ had no relationship with wellbeing.
As described before, ‘looking around with attention’ was related with higher levels
of wellbeing in people with severe dementia. Moreover, ‘receiving physical care’
was associated with lower wellbeing scores. This latter relationship was stronger for
people at further stages of dementia. The fact that these groups of residents were
found to suffer from more behavioral symptoms and physical impairments — often
leading to more complex care - than residents with mild to moderate dementia,
might explain these results. One can also imagine that receiving physical care
becomes less pleasant for people with more severe dementia because they often
have difficulty in understanding what is asked from them or are less able to express
discomfort or pain during this care. These results suggest that the classification in
high and low potential types of occupation can be deceptive, and that care staff
should be aware of the individual needs and preferences in order to maximize
wellbeing by involving residents in occupation.

Evaluation of the new observation instrument

In this study, a new observation instrument was used to measure daily occupation
of care home residents with dementia. Given the rising interest in this aspect of
dementia care, the need arose for a reliably yet easy to use and low cost instrument
to monitor occupation. To our knowledge, we were the first to use the regular care
staff as observers for activity involvement, that were only shortly trained. Given
the fact that the conclusions of our study findings are consistent with previous
research considering the prevailing occupation types in long term care homes,
and the impact on wellbeing, we see potential in this research method. However,
some limitations have to be mentioned. Self-evidently, we found differences in
occupation patterns between day and evening shifts. Therefore, it is recommended
that in future research, a clear choice is made what time of day is to be observed.
Furthermore, the observers reported relatively high involvement in all different
types of occupation. It is possible that they were not able to choose between types
of occupation and therefore selected several types of occupation instead. This
needs to be studied in more detail. Inter- and intra-reliability tests should also be
performed to further investigate the psychometric properties of the instrument.
Also, although a large data source of observations was generated (n=4072), the
observations were performed in a relatively small sample of residents (n=171).
A larger study sample will lead to better generalizable results. Furthermore, the
list of occupation types that were defined can be improved. We found that the
descriptions of certain occupation types could be confusing (such as the description
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‘having fun’ for the occupation type ‘playing games’). Also, the list of occupation types was not
complete, illustrated by the fact that ‘having visitors’ was separately mentioned by the observers
Further specification of the instrument therefore seems to be appropriate.

Conclusion and recommendations

Concluding from above, the daily occupation levels of care home residents living with dementia
might have been increased over the last years, but these residents are still mostly involved in
passive types of occupation. Various occupation types were related to higher wellbeing, which
differed across residents at different stages of dementia. Overall, the most beneficial occupation
types in terms of wellbeing, were observed far less frequently than occupation types that were
less important for wellbeing. This suggests that there is room for improvement to increase
wellbeing among people with dementia living in care homes.

An educational program that equips staff with the knowledge and skills to offer or organize
types of occupation that suit the preferences and stage of dementia of individual residents,
and integrate (the facilitation of) wellbeing enhancing occupation into their care tasks might
facilitate higher involvement in wellbeing enhancing occupation (Smit et al., 2017). Also, since
having visitors and occupations that require active assistance of the social environment are
strongly related to their wellbeing, the involvement of residents’ family might bring the care
sector an important step further in increasing occupation and wellbeing amongst long-term-care
home residents with dementia.

This study provides ground that regular care staff are able to observe their residents occupation
and wellbeing for monitoring purposes. Although more research is needed to clarify its reliability
and validity, and further fine-tuning is needed concerning the occupation types, the instrument
seems promising.
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Abstract

Background Nursing home care for people with dementia is increasingly organized
in small scale care settings. This study focuses on the question how small scale
care is related to the overall activity involvement of residents with dementia, and
their involvement in different types of activities. As several studies have indicated,
activity involvement is important for the quality of life of residents.

Methods Data were derived from the first measurement cycle (2008/2009) of
the Living Arrangements for Dementia study, in which 136 care facilities and 1327
residents participated. The relationship between two indicators of small scale
dementia care (group living home care characteristics, and the total number of
residents with dementia in the facility) and activity involvement (Activity Pursuit
Patterns of the RAI-MDS) were studied with multilevel multiple regression analyses.
Allanalyses were adjusted for the residents’ age, gender, neuropsychiatric symptoms
and ADL dependency.

Results Residents of care facilities with more group living home care characteristics
were more involved in overall and preferred activities. Furthermore, they were
involved in more diverse activities. Overall, no relationship was found between the
number of residents at the facility and activity involvement.

Conclusions These results indicate that small scale dementia care has a positive
effect on activity involvement of residents. The current study also sheds light on the
lack of activity involvement of many residents with dementia, especially those of
higher age, male gender and with higher dependency.

Introduction

In many Western countries nursing home care for people with dementia loses its
institutional character. It is increasingly recognized that nursing home units should
have a homelike atmosphere, since residents with dementia can live several years
in a care facility and benefit from a familiar environment (Moise, Schwarzinger
and Um, 2004). Residents with dementia should be able to bring at least some of
their personal possessions and enjoy some privacy when they choose to. In several
countries, nursing home organizations try to cover these needs for familiarity by
providing group living home care (Verbeek et al., 2009). In the Netherlands, about
25% of the nursing home care for people with dementia was organized in group
living home facilities in 2010 (Aedes-Actiz, 2011).

In Dutch facilities where group living home care is provided, residents live together
in small groups, usually consisting of six to eight people. The personal care is
integrated into daily routines, which means that care staff performs care tasks as
well as domestic, social and recreational tasks. Together with the staff, residents
form a substitute household with normal household activities. The daily lives of the
residents are kept as ‘normal’ as possible (Te Boekhorst et al., 2007). Traditionally,
group living home care in the Netherlands was provided within small archetypical
(house-like) facilities. For some years now, group living home care is also provided
on a larger scale. Several regular nursing homes have transformed their traditionally
large dementia units into smaller units where group living home care is provided.
Also many new facilities have been built that offer group living home care on a larger
scale, with sometimes more than 150 residents with dementia in total. Contrary
to most other countries that offer this type of dementia care, group living home
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facilities in the Netherlands are meant to serve as a complete substitute for regular nursing
home care instead of an intermediate between home care and the nursing home (Verbeek et
al., 2009).

The emphasis on daily life and a familiar, homelike and relatively small environment are assumed
to be better suited to the residential requirements and complex needs of people with dementia
(Hammer, 1999). However, there is still a lack of evidence on the effects of such an environment
on residents’ quality of life. Day et al. (2000) found a homelike environment and small group sizes
to be related to several positive outcomes like higher emotional well-being, pleasure, and social
interaction among residents and with the care staff, and less anxiety, agitation, and depression.
Yet these findings were often generated from anecdotic research, or could also be attributed to
staff characteristics (Fleming and Purandare, 2010). Two Dutch studies on the effect of group
living home care compared with traditional nursing home care found limited positive effects
with respect to some subdomains of residents’ quality of life (Te Boekhorst et al, 2009), but no
effects on overall quality of life (Verbeek et al., 2010). Both research groups however found a
modest positive effect of group living home care on the subdomain ‘having something to do’.
Although the operalization of this subdomain is more directed at measuring whether or not
residents are able to amuse themselves than their involvement in activities, the results suggest
that residents of group living care facilities might be more involved in activities than residents of
more traditional nursing home facilities.

Activity involvement is important for the wellbeing of people with dementia. Especially activities
that are tailored to the individual needs and preferences are expected to contribute to quality of
life (Vernooij-Dassen et al., 2010). Research findings show several positive outcomes of activity
involvement such as more positive affect, less depressive symptoms, elevated interest and
alertness, less boredom, higher nutrition intake and decreased use of psychotropic medications
(e.g. Brooker, Wooley and Lee, 2007; Schreiner et al., 2005; Verkaik et al., 2011; Volicer et al.,
2006). The lack of activity involvement is related to several adverse outcomes: a loss of physical
function, social isolation, neuropsychiatric symptoms and poor quality of life (Kolanowski,
2006). It is even suggested that the lack of activity involvement results in what is called ‘excess
disability’, caused by atrophy of skills and functional capacities (Wells & Dawson, 2000). Despite
these findings, activity involvement is still found to be a large unmet need of long term care
residents with dementia (Hancock et al., 2006; Orrell et al., 2008).

The indication of higher activity involvement in small scale group living home care facilities
is remarkable, since an important subject of discussion in the Netherlands is the activity
involvement of residents with dementia in group living homes as compared with those receiving
traditional nursing home care. Due to the strong emphasis on a homelike environment with
normal household activities in group living home care facilities, family caregivers sometimes
experience that there are too few activities and other services available for the residents. The
smaller number of residents of archetypical group living home care facilities might also play a role
in this, since providing care on a small scale makes it financially more difficult to offer additional
services or organize extra activities outside the living rooms of the care units. Furthermore,
some family caregivers argue that residents are bored because of the limited amount of time the
care staff is able to provide activities next to their many other tasks (Verbeek, 2011). Also care
managers and professionals sometimes raise questions about the activity offer in small group
living home care facilities. Some of them wonder whether there is enough variation in activities
to suit the individual needs and preferences of every resident in these facilities.

The limited research that is available on the relationship between small scale dementia care —
considering both characteristics of group living home care and a small number of residents —and
activity involvement is ambiguous. In a US study on activity involvement of residents of a small



homelike dementia care facility, the residents were found to be hardly involved
in activities (Wood et al., 2005). These findings must be interpreted with caution,
because they are based on a single case-study design. The researchers proposed
that a homelike environment might hinder nursing staff to recognize the need for
activity of the residents, since the stimulating environment seemed to make them
forget that people with dementia need to be actively involved in activities.

Wood et al. (2005; 2009) also argued that small resident groups seemed to lead
to a less stimulating environment. In a more elaborative study however, Cohen-
Mansfield et al. (2010) found nursing home residents with dementia to be socially
engaged more often when they lived in small groups of 4 to 9 people. Concerning
the number of residents at the total facility site, Dobbs et al. (2005) found no
relationship between total resident number and activity involvement in nursing
homes and residential care facilities. Yet, Kuhn et al. (2002) found that residents of
small residential care facilities - 10 to 28 residents - were less involved in activities
than residents with dementia of larger sites consisting of 40 to 63 residents. It
was suggested that these findings could be caused by the integral care tasks of
the staff working on the smaller sites. Due to their responsibility for personal
care, medication administration, food preparation, housekeeping, and social and
recreational activities, staff’s emphasis might be on the tasks that they find most
essential, which are often the basic care needs of residents (Kuhn et al., 2002). This
corresponds to the criticism that is sometimes heard from family caregivers in the
Netherlands (Verbeek, 2011).

Since the jury is still out on activity involvement of residents with dementia within
small scale care, the aim of the current study is to give further insight into this
relationship. Two research questions are answered: 1. In what way is small scale
care related to overall activity involvement of residents with dementia? 2. To what
extent is small scale care related to the involvement of residents with dementia in
different types of activities?

Methods

Design and sample

Data were derived from the Living Arrangements for people with Dementia

(LAD-) study, which is an ongoing monitor on the developments and variety in Dutch
nursing home care for people with dementia, and its consequences for resident
quality of life, quality of care, staff ratio and staff wellbeing. Data collection takes
place every two years. The design of the baseline measurement of this study has
been described in detail elsewhere (Willemse et al., 2011).

For the present study, data on 136 long term care facilities providing nursing home
care for people with dementia gathered in the first measurement cycle (November
2008 - May 2009) of the LAD-study were used. These were all non-private facilities,
receiving state reimbursement by the Exceptional Medical Expenses Act (AWBZ)
dependent on the referral status of the residents: a regular indication or a higher
indication based on the presence of neuropsychiatric symptoms. In the Netherlands,
people with a primary diagnosis of dementia are cared for at dementia-specific care
units or in dementia-specific homes. Roughly five types of dementia care facilities
can be distinguished which were represented in our study: traditional large scale
nursing homes (n=27), nursing home units in a home for the aged (n=17), large
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Table 6.1: The 20 activities listed by the Activity Pursuit Patterns of the MDS, divided in 9 categories after clustering
at face validity.

Activities MDS Activity type
1 Gardening, taking care of plants
2 Domestic tasks 1 | Task related activities
3 Cooking
4 Excursion or shopping o
. 2
5 Take a walk outside Outdoor activities
E i . .
6 Xercise or sports 3 Physical exercise
7 Dancing
8 Spiritual or religious activities 4 Religion
9 Handwork or art

5 Creative activities

=
o

Music or singing

=
[E

Watching TV or listening to the radio 6 | Leisure

12 | Playing cards, games, puzzles
13 | Reading, writing, cross-word puzzles 7 | Intellectual activities
14 | Using the computer

15 | ‘Snoezelen’ or sensory stimulation

16 | Beauty activities (manicure, hairdressing, make-up) 8 | Activities with senses

17 | Talking or making a phone call
18 | Pets

19 | Conversation groups

20 | Helping others

9 Interaction with others

nursing homes where group living home care is provided (n=31), group living homes nearby the
mother facility (n=35) and stand-alone group living homes in the community (n=26).

In each participating care facility a care manager was interviewed to obtain information on
the number of residents and the number of group living home care characteristics, amongst
other organizational characteristics. To obtain data on resident quality of life, involvement in
activities, dependency in the Activities of Daily Living (ADL), neuropsychiatric symptoms and
demographics, 12 residents were randomly selected in each care facility. If there were less than
12 residents with dementia in the facility, all residents were selected. A registered nurse (RN) or
certified nursing assistant (CNA) who was mostly involved with a selected resident was asked to
fill out a observational questionnaire. All residents living in the participating care facilities were
eligible to participate in this study. A total of 1327 observational questionnaires were filled out
by care staff, resulting in a response rate of 84%.

Measures

Involvement in activities

Resident’s involvement in activities was measured in three ways. Firstly, the total number of
activities each resident was involved in during the past 3 days was obtained using the Activity
Pursuit Patterns from the Resident Assessment Instrument Minimum Data Set (RAI-MDS). This
instrument consists of a list of 20 activities (Table 6.1) for which an RN or CNA reports whether or
not the resident has been involved in these activities in the past 3 days. Secondly, for each activity
in which the resident was involved, the RN/CNA listed whether this was one of the resident’s
preferred activities or not. Thereby additional data were collected on the number of preferred




activities the residents were involved in during the past 3 days. Thirdly, to investigate
the relationship between involvement in specific activity types and small-scale care,
the 20 listed activities by the RAI-MDS were clustered into nine activity types (Table
6.1). Clustering was based on face validity. The authors independently clustered the
activities into activity types. Items that were disagreed upon were discussed until
consensus was reached. It is important to note that the clustering in activity types
brings along validity problems in terms of number of items per activity type and
overlap of construct. Therefore, these results of the different activity types should
not be compared with each other. It is only possible to look at the relationship of
each separate activity type and small-scale care.

Indicators of small-scale care

Althoughthe participating care facilities represented five types of long term dementia
care, there was large overlap in organizational characteristics between the different
types of facilities, as well as a large variation in organizational characteristics within
the types of facilities. This makes it invalid to compare the different care types when
studying the effect of small-scale care on activity involvement of residents. We have
to take the actual implementation of care characteristics into account (Smit et al.,
2011).

The relationship between small-scale dementia care and activity involvement was
therefore studied with indicators of small-scale care. As a first indicator, the amount
of group living home care characteristics that were integrated in all 136 care
facilities were studied. Data on this indicator were obtained by the Questionnaire
‘Group Living Home Characteristics’ (Te Boekhorst et al., 2011). This questionnaire
was based on the statements of a Concept Map concerning the ideals of group
living home care (Te Boekhorst et al., 2007). The response-categories have a 5 point
Lickert scale format. A principal axis analysis showed one factor with relatively high
loadings (>0.4) of 14 items (Chronbach’s a = .87). Examples of items are: Living
rooms have a homelike atmosphere, Dinner is prepared in the kitchen of the
living rooms, Nursing staff does housekeeping, and Residents can get out of bed
whenever they want. The scale ranges from 0 to 56 with a higher score indicating
more characteristics of group living home care.

As a second indicator, the number of residents per care unit was measured.
However, since the number of residents per unit was highly correlated with the
Questionnaire ‘Group Living Home Characteristics’ (r=.69), this indicator was
excluded from analysis. Last, the total number of people with dementia in the care
facility was registered.

Resident characteristics

To adjust for differences in demographic characteristics and functional status
of the participating residents, the demographics age and gender were assessed.
Furthermore, data on ADL dependency was obtained with use of the KATZ inventory
(Katz, 1983), ranging from 1 to 7, with a higher score indicating more dependency in
the activities of daily living. The KATZ has good psychometric properties (Cronbach’s
a = .91). Neuropsychiatric symptoms were measured using the NPI-Q (Kaufer et
al., 2000; De Jonghe et al., 2003; Cronbach’s a = .78), with a range of 0 to 36 and a
higher score indicating more neuropsychiatric symptoms.
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Table 6.2: Background characteristics and activity involvement of nursing home residents (1327)

Resident characteristics M SD
Age (41-103) 83.5 7.82
% female 76.9 -
NPIQ (0-34) 11.18 6.82
KATZ (1-7) 5.41 1.61
Activity involvement of residents
Number of activities involved in during the past 3 days (0-16) 3.87 3.06
Number of preferred activities involved in during the past 3 days (0-14) 2.91 2.80
% of residents during the past 3 days involved in:
Gardening, taking care of plants 35 -
Domestic tasks 20.1 -
Cooking 8.3 -
Excursion or shopping 12.8 -
Take a walk outside 26.4 -
Exercise or sports 16.7 -
Dancing 5.6 -
Spiritual or religious activities 224 -
Handwork or art 7.1 -
Music or singing 43.5 -
Watching TV or listening to the radio 59.3 -
Playing cards, games, puzzles 20.9 -
Reading, writing, cross-word puzzles 19.9 -
Using the computer 0.6 -
‘Snoezelen’ or sensory stimulation 9.6 -
Beauty activities (manicure, hairdressing, make-up) 20.8 -
Talking or making a phone call 54.8 -
Pets 10.0 -
Conversation groups 16.6 -
Helping others 10.2 -

Notes: NPIQ, Neuropsychiatric Inventory Questionnaire; KATZ, KATZ inventory for ADL dependency.

Analysis

Multiple multilevel linear regression analyses were performed to study the relationship between
the indicators of small-scale dementia care and the number of activities the residents were
involved in during the past three days (in total and preferred activities). In model 1, the analysis
with the indicators of small-scale care as predictors, and the number of (preferred) activities as
outcome was performed. In model 2, all resident characteristics (age, gender, neuropsychiatric
symptoms and ADL dependency) were added to the analysis as possible confounders.

Multiple multilevel logistic regression analyses were performed to study the relationship between
the indicators of small-scale care and the types of activities residents were involved in. For each
of the nine activity types, a dichotomous variable was computed that said whether the resident
was involved in this activity type or not. Model 1 concerns the unadjusted effects of indicators
of small-scale care, separately for each type of activity as outcome. Model 2 concerns the effects
of indicators of small-scale care adjusted for the potential confounding variables age, gender,
neuropsychiatric symptoms and ADL dependency. All analyses were performed in MLwiN 2.21.



Results

Resident characteristics

The study sample had a mean age of 83.5 (SD=7.8; Table 6.2). Approximately
77% of the nursing home residents was female. The sample scored high on the
KATZ ADL inventory (M=5.4, SD=1.6), meaning that the residents needed help in
almost all domains of daily performance. The mean score on the NPI-Q scale for
neuropsychiatric symptoms was 11.2 (SD=6.8).

On average, the residents were involved in 3.9 activities in general (SD=3.1, range
0-16)), and in 2.9 activities that they preferred (SD=2.8, range 0-14) during the past 3
days, although the large standard deviations indicate much inter-individual variety.
Concerning the involvement in types of activities, most residents were involved
in interaction with others (60.8% of the residents), leisure activities (59.3%) and
creative activities (45.7%) during the past 3 days. Less residents were involved in
other activity types during the past 3 days, varying from 20 to 33 percent per type.

Description of care facilities

There was much variety between the participating care facilities concerning
the indicators of small scale care. The arrangements had a mean score on the
Characteristics of Group living home care questionnaire of 30.7 (SD=10.9). Their
average number of residents per unit was 9.2 (SD=3.8), and the average number of
residents in total was 44.6 (SD=39.4).

Small-scale dementia care and activity involvement

Unadjusted multiple multilevel linear regression analysis showed a significant
relationship between the score on the Questionnaire ‘Group Living Home
Characteristics’ and the overall activity involvement of residents with dementia
(B=.066, p<.001; Table 6.3). No relationship was found for the total number of
residents at the facility site and overall activity involvement. In adjusted analysis,
group living home care characteristics were still related to activity involvement
at a p<.001 level (B=.053). The control variables age, gender, neuropsychiatric
symptoms and ADL dependency were also highly related to activity involvement:
lower age, female gender, less neuropsychiatric symptoms and low ADL dependency
corresponded with more activity involvement.

Similar results were found for the involvement in preferred activities (B=.047, p<.001
for Group Living Home Characteristics in unadjusted analysis and B=.038, p<.01 in
adjusted analysis; no significant relationship for number of residents). These results
indicate that residents of care facilities with more characteristics of group living
home care, are more involved in overall and preferred activities than residents
receiving long term care with less characteristics of group living home care.

Description of care facilities

There was much variety between the participating care facilities concerning the
indicators of small-scale care. The arrangements had a mean score on the Charac-
teristics of Group living home care questionnaire of 30.7 (SD=10.9). Their average
number of residents per unit was 9.2 (SD=3.8), and the average number of residents
in total was 44.6 (SD=39.4).
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Table 6.2: Background characteristics and activity involvement of nursing home residents (1327)

Resident characteristics M SD
Age (41-103) 83.5 7.82
% female 76.9 -
NPIQ (0-34) 11.18 6.82
KATZ (1-7) 5.41 1.61
Activity involvement of residents
Number of activities involved in during the past 3 days (0-16) 3.87 3.06
Number of preferred activities involved in during the past 3 days (0-14) 2.91 2.80
% of residents during the past 3 days involved in:
Gardening, taking care of plants 35 -
Domestic tasks 20.1 -
Cooking 8.3 -
Excursion or shopping 12.8 -
Take a walk outside 26.4 -
Exercise or sports 16.7 -
Dancing 5.6 -
Spiritual or religious activities 224 -
Handwork or art 7.1 -
Music or singing 43.5 -
Watching TV or listening to the radio 59.3 -
Playing cards, games, puzzles 20.9 -
Reading, writing, cross-word puzzles 19.9 -
Using the computer 0.6 -
‘Snoezelen’ or sensory stimulation 9.6 -
Beauty activities (manicure, hairdressing, make-up) 20.8 -
Talking or making a phone call 54.8 -
Pets 10.0 -
Conversation groups 16.6 -
Helping others 10.2 -

Notes: NPIQ, Neuropsychiatric Inventory Questionnaire; KATZ, KATZ inventory for ADL dependency.

Small-scale dementia care and activity involvement

Unadjusted multiple multilevel linear regression analysis showed a significant relationship
between the score on the Questionnaire ‘Group Living Home Characteristics’ and the overall
activity involvement of residents with dementia (B=.066, p<.001; Table 6.3). No relationship was
found for the total number of residents at the facility site and overall activity involvement. In
adjusted analysis, group living home care characteristics were still related to activity involvement
at a p<.001 level (B=.053). The control variables age, gender, neuropsychiatric symptoms and
ADL dependency were also highly related to activity involvement: lower age, female gender,
less neuropsychiatric symptoms and low ADL dependency corresponded with more activity
involvement.

Similar results were found for the involvement in preferred activities (B=.047, p<.001 for Group
Living Home Characteristics in unadjusted analysis and B=.038, p<.01 in adjusted analysis; no
significant relationship for number of residents). These results indicate that residents of care
facilities with more characteristics of group living home care, are more involved in overall and
preferred activities than residents receiving long term care with less characteristics of group
living home care.



Small-scale dementia care and involvement in types of activities

Logistic regression analyses showed that residents of facilities with more group
living home characteristics, were more involved in task related activities, outdoor
activities, leisure activities, physical exercise and interaction with others (B ranging
from .029 to .051, p<.01 to .001 in unadjusted analysis and B ranging from.024
to .047, p<.01 to .001 in adjusted analysis; Table 6.4). The number of residents
of the total facility site only predicted the involvement in intellectual activities
(unadjusted: B=-.010, p<.001; adjusted B=-.009, p<.001), indicating that residents
of larger facilities are less involved in intellectual activities.
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Table 6.3: The relationship between indicators of small-scale dementia care and resident’s
involvement in (preferred) activities during 3 days.

Dependent variables Number of total Number of preferred
activities involved in activities involved in

Independent variables B SE B SE
Model 1
Constant 2.086 0.420 1.686 0.379
Group living characteristics 0.066*** 0.011 0.047*** 0.010
Number of residents at facility -0.004 0.003 -0.004 0.003
Model 2
Constant 7.588 0.997 6.826 0.913
Group living characteristics 0.053*** 0.011 0.032%** 0.010
Number of residents at facility -0.004 0.003 -0.004 0.003
Age -0.033*** 0.010 -0.025%* 0.009
Gender (female) 0.774%** 0.186 0.670%** 0.172
NPIQ neuropsychiatric -0.037** 0.012 -0.337* 0.128
symptoms
KATZ ADL dependency -0.529%** 0.051 -0.552***  0.047
R?model 1 .368 292
R? model 2 449 427

* p<0.05. ** p < 0.01, *** p < 0.001

Notes: Group living home characteristics, 14-item version of the Questionnaire ‘Group Living Home
Characteristics’, NPIQ, Neuropsychiatric Inventory Questionnaire; KATZ, KATZ inventory for ADL
dependency. NB: The explained variance (R?) concerns the variance between the participating care
facilities.
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Table 6.5. The mean percentages of residents that were involved in activity types in care facilities for people with
dementia (N=136), arranged in quartiles according to the score on the Group living home characteristic (GLHC)
questionnaire and the number of residents at the facility site.

Group living home characteristics Number of residents at facility site
Activity type Ql# Q2# Q3# Q4# Qlt Q2+t Q3+t Qat
Task related activities 12.25 18.88 24.60 39.97 | 35.21 27.70 18.70 19.08
Outdoor activities 18.35 24.19 29.08 39.96 | 35.12 24.52 27.01 28.00
Religion 17.85 25.08 24.94 21.54 | 27.32 16.41 23.55 22.13
Leisure 53.91 53.14 57.90 71.88 63.39 61.39 | 57.58 57.62
Physical exercise 15.84 13.73 19.50 26.69 25.35 14.25 17.42 20.56
Creative activities 43.00 42.64 48.36 49.98 | 54.70 46.42 | 40.39 44.30
Intellectual activities 28.99 3046 | 31.31 |40.88 |43.82 |41.56 | 29.41 20.51
Activities with senses 26.94 28.57 23.20 30.31 29.25 30.87 27.19 23.56
L”tfgff‘““ with 5311 |5270 |64.58 |70.79 | 7020 |62.60 |56.46 |54.68

# Care facilities divided in quartiles according to their score on the Group living home care characteristics questionnaire; Q1 rep-
resents the lowest scoring quartile ranging from 8-21, Q2 ranges from 21-33, Q3 ranges from 33-40 and Q4 represents the highest
scoring facilities with a range from 40 to 52).

T Care facilities divided in quartiles according to their total resident numbers; Q1 represents quartile of facilities with the least res-
idents ranging from 6-18, Q2 ranges from 18-30 residents, Q3 ranges from 30-61 and Q4 represents the facilities with the largest
resident numbers ranging from 61 to 240).

The results on involvement in types of activities and small-scale care are illustrated in Table
6.5. This table presents an overview of the mean percentage of residents that were involved
in the nine types of activities within care facilities arranged in quartiles corresponding to their
scores on both the Questionnaire ‘Group Living Home Characteristics’ and the number of
residents at the facility. For example, in living arrangements with the least group living home
care characteristics, 12.3% of the residents were involved in task related activities during the
past 3 days, compared to 40.0% of the residents in living arrangements with the most group
living home care characteristics. And 43.8% of the residents with the least residents at the total
facility were involved in intellectual activities, compared to 20.8% of the residents of the facilities
with the most residents in total.

Discussion

In this study, the relationship between activity involvement of residents with dementia and two
indicators of small-scale care was studied. It was found that residents of facilities with more
group living home care characteristics were involved in more activities during the past 3 days.
This holds true for both activities in general and activities that they preferred. Furthermore,
residents of facilities with more group living home characteristics, were more involved in task
related activities, outdoor activities, leisure activities, physical exercise, and interaction with
others. For the other types of activities (religion, creative activities, intellectual activities and
activities with senses) no differences were found. The number of residents at the total facility site
was not related to the direct involvement in (preferred) activities. Concerning the involvement in
activity types, it was only found that a higher number of residents at the facility was related to
less involvement in intellectual activities. These results indicate that small-scale dementia care



as measured with the number of characteristics of group living home care has a
positive effect on activity involvement of residents.

A first explanation of the findings might be that a homelike environment may offer
more opportunities or a better ambiance for residents to be involved in small
activities in the shared living room, like listening to music, watering plants, reading,
cleaning, or having a group conversation. Simply surrounding residents with
activities is not enough to get them engaged in activities, as was stated before by
Wood et al. (2005). However, a stimulating environment might make it easier for care
staff to offer these small activities. Small activities in the living room are important
because they can be organized on a frequent basis. Therefore, it is recommended to
complement large scale activities (like bingo, large holiday celebrations, and a visit
to the zoo) with small activities.

Another explanation might be the small resident groups that are common in facilities
that provide group living home care, illustrated by the high correlation between
these characteristics that was found in our study sample. This corresponds to the
findings of Cohen-Mansfield et al. (2010) that nursing home residents living in small
groups were socially engaged more often. Smaller groups of residents might cause
the staff to become better acquainted with the residents and know more about their
life history and personal preferences. The smaller environment may also enable the
staff to pick up signals of residents more easily that indicate the need for activity
involvement. They might be less distracted by other residents or colleagues, and be
better aware when residents have not been active for a long time.

The fact that care staff of facilities that provide group living home care are
responsible for the activity provision is also likely to contribute to a higher activity
involvement of residents. Although the responsibility for both the physical care of
the residents, domestic tasks and the activity provision can be demanding (Kuhn et
al., 2002; Verbeek, 2011), it might also lead to a higher awareness and control of
the activity involvement of residents.

While staff working in facilities with a high level of group living home care are focused
on providing activities in the living room, staff working in more traditional facilities
might hide behind a central activity program or separate occupational therapists to
fulfill the residents’ needs for activities. It is also possible that care staff working in
living arrangements that provide group living home care differ from regular nursing
home care staff with regard to their personal characteristics (Te Boekhorst et al.,
2008). Group living care staff might have been more extrovert or equipped with
more organizational talent than staff working in facilities that provide traditional
nursing home care, characteristics that can influence the activity involvement
of people with dementia. The points addressed here are all hypotheses. Further
research is needed to determine the exact mechanism that lies behind the effect of
small-scale care on activity involvement.

Our findings are in line with those of Te Boekhorst et al. (2009) and Verbeek et al.
(2010) that residents of group living homes score higher on the ‘having something
to do’ subdomain of quality of life than residents of regular nursing homes. With
regard to the results from the US research of Kuhn et al. (2002) and Wood et al.
(2005; 2009), it is possible that our contradictory results are caused by international
differences in dementia care or care staff. The concept of small-scale dementia
care varies across countries with respect to physical setting, number of residents,
resident characteristics, domestic characteristics and costs (Verbeek, 2009). Staff
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working in group living home facilities in the Netherlands might be better facilitated to perform
integral care tasks than staff in the US. Another explanation might be that the US findings are
generated from observational data, whereas the findings of the current study are based on staff
reports.

For feasibility reasons, it was not possible to perform systematic observations within this large
sample of residents. This might have caused information bias. Care staff working in facilities
with many characteristics of group living home care might have interpreted certain actions or
behavior more easily as involvement in an activity. Moreover, because group living home care
staff are responsible for activity provision themselves, they might have been better able to
observe the involvement in activities than regular nursing home staff. It is hard to say to what
extent this possible bias has influenced our study data. Another limitation of this study is that by
using the Activity Pursuit Pattern questionnaire from the MDS-RAI, only the number of activities
the person was involved in could be studied, and not the extent to which a resident was involved
in this activity. Although the MDS instrument also includes a question on how much time the
residents are involved in activities during the day, this question was not sensitive due to the
broadness of the answer categories ranging from none, 1/3 of the day, 2/3 of the day, to almost
all day. Almost all residents in our sample were involved in activities ‘1/3 of the day’. We therefore
were restricted to the number of different activities a person was involved in. Although a person
might be involved in only one activity, it is possible that he was involved in this for a long time, or
for several times during the past 3 days. Therefore, the question whether small-scale dementia
care is related to the actual time that residents are involved in activities, remains unanswered.
Finally, this study has a cross sectional design, so an actual causal relationship between small
scale care and activity involvement cannot be demonstrated.

The current study provides some evidence to question the national criticism on activity
involvement in small scale care facilities. Small-scale care seems to offer more opportunities
to involve residents in activities, and does not limit the activity types residents are involved
in. In addition, this study provides further insight in the amount and types of activities people
with dementia living in long term care facilities are involved in. On average, the residents were
involved in almost 4 activities in three days, and in 3 activities that they preferred doing. There
was much inter-individual variety however: 15% of the residents was not involved in any of the
20 activities at all during the past three days. 32% of the residents was not involved in interaction.
This suggests that people with dementia are still hardly involved in activities. Considering the
relationship of activity involvement with indicators of quality of life and possibly with excess
disability, it is important to set the agenda for more activity involvement in dementia care
practice.

This study also showed that in addition to the way in which dementia care is organized, individual
resident characteristics play an important role in their activity involvement. The low activity
involvement of people with dementia with severe cognitive or functional impairment has been
described before by Kuhn, Fulton & Edelman (2004). They pleaded for more one-to-one and
small group approaches to promote engagement and maximize their quality of life. Based on
our study findings, it appears that higher dependent residents are still less involved in activities
when they receive small scale dementia care. It was found that neuropsychiatric problems and
ADL dependency, as well as age and gender of residents predicted activity involvement often
stronger than the indicators of small scale care. These findings indicate that residents of higher
age, male residents, residents with more challenging behavior and more ADL dependency should
receive specific attention when it comes to activity involvement, despite the type of care they
receive. Extra effort should be made to explore their preferences and abilities in order to address
their specific need for activation and purpose.
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Abstract

Background Despite the finding that involvement in activities is one of the most
important needs of residents with dementia living in care homes, care facilities
struggle to fulfill this need. Over the years, various factors are suggested which may
contribute to or disable activity provision in dementia care homes. These include
limited financial resources, task oriented staff and disease-related characteristics
of residents. This study aims to further clarify which of these factors predict higher
activity involvement.

Methods Data were derived from the second measurement (2011) of the Living
Arrangements for people with Dementia study. 1,218 people residing in 139
dementia care homes were involved. 40 predictors of higher involvement were
studied. Multilevel backward regression analyses were performed.

Results The most important predictors of higher involvement were: absence of
agitation, less ADL dependency, and a higher cognitive status of the residents,
higher staff educational level, lower experienced job demands by care staff and
a smaller number of residents living in the dementia care units of a facility. More
social supervisor support as perceived by staff was found to predict less activity
involvement.

Conclusions To increase the activity involvement of care home residents with
dementiaitseemsvital to: 1) reduce staff’s experienced job demands; 2) elevate their
overall educational level; 3) train staff to provide suitable activities, taking account
of the behavior and preserved capabilities of residents; and 4) foster transition
towards small-scale care. In order to achieve these aims, care organizations might
need to evaluate the use of their financial means.

Background

The involvement in activities by people with dementia living in long-term care homes
is frequently associated with higher quality of life outcomes?. Several intervention
studies have shown that involvement in recreational, vocational or leisure activities
could increase positive mood or decrease behavioral symptoms during and directly
after involvement, and might also have beneficial effects on these outcomes over
time?34

Moreover, activity provision is increasingly cited as an indicator of resident and family
satisfaction with care®. A literature review reveals that besides the management of
behavioral symptoms, involvement in meaningful activities and social interaction
were the most important needs for long-term care residents with dementia - as
described by care staff, family caregivers and people with dementia themselves®. In
a modern society, enabling people to do what they find of value is perceived as a
basic human right for the aging population, including people with dementia’.

Yet, despite these urgent calls for making activity involvement one of the core
elements of long-term care provision, many dementia care homes struggle to
reach an appropriate level of activity involvement among their residents®*°, The
dementia care home is often described as a place of boredom where residents do
little besides sleeping, eating, looking around, and having a conversation'*!*13, In our
previous research, we found that on average, residents were involved in activities
for less than one hour a day besides having a conversation, listening to music or the
radio, or watching TV,

Knowing the barriers and facilitators of activity involvement in dementia care homes
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might help to find solutions for the unfulfilled need for activities among residents with dementia.
Over the last two decades, many factors that predict activity provision in long-term dementia
care have been suggested and studied (see Appendix 1). These potential predictors of activity
involvement can be grouped into characteristics of 1) residents with dementia, 2) finances, staff
ratio and staff educational level, 3) modern versus traditional care culture within the care home,
4) job strain as perceived by care staff, 5) the physical care environment, and 6) the organization
of activities. These are discussed briefly below.

Characteristics of the residents with dementia include disease-related characteristics and
sociodemographic characteristics. Examples are physical and cognitive impairment, challenging
behaviors (e.g. agitation, apathy, anxiety and depression)'>?, age, gender and length of stay in
the care home6-2226:27,

With regard to the characteristics of finances, staff ratio and staff educational level, it is assumed
that the limited financial resources available to care homes, resulting in a low staff ratio and
a low staff educational level, or little knowledge of dementia, negatively impact the activity
involvement of residents>?”34, A stable care team with sufficient knowledge of dementia care is
likely to result in higher activity involvement®, as well as the availability of professional treatment
for residents (for example, assessment for depression by a mental health professional)?®.
Examples of characteristics of a modern as opposed to a traditional care culture in a care home,
are the presence of a well implemented philosophy on quality care and a transformational
leadership style. These factors were found to enhance activity provision**®, Delivering person-
centered care - requiring staff to gain knowledge of the biography and psychological needs of
the residents in order to adjust their approach and care to the individual care recipient — and
family involvement!®!” are also mentioned as factors that stimulate activity provision in long-
term dementia care3*¥. This contrasts with the traditional focus on routines, in which priority
is given to care tasks over psychosocial needs??”3338 The traditional higher administration of
psychotropic drugs and use of physical restraints for the treatment of challenging behavior are
thought to negatively influence the activity involvement of residents>%25,

Job strain as perceived by care staff'>'%3*337 s the result of a complex combination of factors,
such as the physical and emotional care needs of residents, staffing levels, support from
colleagues and supervisor, decision authority, and the feeling of being competent to care for
their care recipients®*#°. Examples of perceptions of strain that were found to result in limited
activity provision to residents, are a lack of conviction of being capable of involving residents
in activities™’,and a perceived lack of support from supervisors and colleagues with regard to
spending time on providing activities?.

With regard to characteristics of the physical care environment, a small-scale group living home
environment, or a recognizable or homelike environment with opportunities for residents to be
engaged in normal household activities, was found to stimulate activity involvement in several
studies**®,

The organization of activities refers to differences in the activities offered by care homes.
Providing smaller and individual activities that are tailored to the needs, skills and preferences
of residents seems to enhance their engagement in activities?#¢*°, Presumably, this should not
solely be the task of activity or recreational staff*!627.2850 Conversely, offering activities in the
form of standard, centrally provided activity schedules for large resident groups is thought to
predict lower activity involvement 12051,

In conclusion, many factors may have a disabling or enabling impact on the involvement of
people with dementia living in care homes. However, the factors mentioned in the literature
are often only suggested, have been studied but not scientifically tested, or have been studied
within small sample sizes. It is also unclear how the various factors relate to each other. In the



current study, we further clarify how the following characteristics relate to higher
activity involvement: characteristics concerning 1) residents with dementia, 2)
resources in terms of finances, staff ratio and educational level, 3) modern versus
traditional care culture, 4) the job strain perceived by care staff, 5) the physical
care environment and 6) the organization of activities. The findings of this study
may provide care organizations with pointers to address their residents’ need for
occupation.

Methods

Design and sample

Design

This study has a cross-sectional design. Observational data were used from
guestionnaires and interviews that were obtained in the second measurement
cycle (January — June 2011) of the Living Arrangements for People with Dementia
(LAD-) study. The LAD-study is an ongoing study on developments in Dutch nursing
home care for people with dementia and the consequences of environmental and
organizational characteristics - such as group living home care, person-centeredness
and staffing levels - for residents, family and staff wellbeing. Data collection takes
place every two years. The design of the first measurement cycle of this study
has been described in detail elsewhere®. In Figure 7.1, the design of the 2™
measurement cycle of the LAD-study is shown schematically.

The reason we used data from the second measurement cycle is that in the first
cycle, solely data on residents’ involvement in types of activities were collected and
not on time spent. Previous research pointed to the need to also collect data on
time spent on these activities*. For this purpose, the measurement instrument was
expanded in the second cycle.

Care home settings

Data from 144 long-term-care facilities providing nursing home care for people with
moderate to very severe dementia were gathered. In the Netherlands, people with
a primary diagnosis of dementia are cared for on dementia-specific care units or in
dementia-specific care homes. The participating living arrangements represented
the five types of nursing home care that are provided in the Netherlands: traditional
large-scale nursing homes (n=28), nursing home units in homes for the aged (n=30),
large-scale group-living homes (defined as group-living home care facilities with 36
or more residents with dementia; n=28), ‘archetypal’ small-scale group-living homes
(defined as fewer than 36 residents with dementia) that solely provided group-living
home care (n=28), and small-scale group-living homes that also provided other
types of care at the same location, for instance care for somatic patients (n=25).
In the Netherlands, small-scale group-living homes for people with dementia are
designed to provide person-centered long-term care, where residents can reside
until death, despite severe cognitive or physical impairments. Previous research has
shown however, that residents of ‘archetypal’ small-scale group-living homes were
less physically and cognitively impaired than residents of large-scale nursing homes
on average. Furthermore, small-scale group-living home residents were sometimes
transferred to regular nursing homes when their care needs increased>**. The
participating care homes were all state-financed.
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Data collection procedure

In each participating care home, a care manager was interviewed by a trained
research assistant to obtain data on environmental and organizational characteristics
as well as staff ratio of the care homes’ care units for people with dementia. In each
care home, the old age care physician was asked to fill out registration forms on the
prescription of physical restraints as well as psychotropic drugs from the medical
records of all residents residing on the dementia care units.

To gather information on the activity involvement of residents with dementia,
their physical and cognitive impairment, behavioral symptoms and demographics,
12 residents from the dementia care units were randomly selected in each care
home. All residents on the participating dementia units were eligible to participate.
If there were fewer than 12 residents of dementia care units in a home, all residents
of these units were included. A registered nurse (RN) or certified nursing assistant
(CNA) who was most involved with a selected resident was asked to complete
observational questionnaires. For feasibility reasons, staff could not be trained in
completing these questionnaires. Therefore, the questionnaires were provided
with detailed instructions on how to answer the questions of the instruments used.
Staff were also invited to contact the research group for assistance at any time.

To collect data on family involvement in their relative’s care, the primary family
caregiver of each randomly selected resident was invited to participate in the LAD-
study by completing a questionnaire.

Furthermore, 16 care staff members (i.e. nursing assistants, CNAs, RNs) who worked
on the dementia care units were randomly selected in each care home to obtain
information on working characteristics, job satisfaction and care culture. If there
were fewer than 16 care staff members, all care staff were included. Only care staff
working on a permanent basis were eligible to participate.

Measures

Dependent variable: Involvement in activities

The activity involvement of residents with dementia was measured using the Activity
Pursuit Patterns from the Resident Assessment Instrument Minimum Data Set (RAI-
MDS*). To our knowledge, no explicit data on intra- and interrater reliability are
available on the Activity Pursuit Patterns®®>’. The instrument consists of a list of 20
activities (Table 7.1) for which an RN or CNA retrospectively answers the question
whether or not the resident has been involved in these activities during the past
three days. To study the time of activity involvement, we expanded the original
Activity Pursuit Patterns questionnaire by adding questions on how many times the
person was involved in this activity during the past three days, and for how many
minutes on average for each time.

Estimated times that residents were involved in any of the listed activities during
the past three days were calculated (Table 7.1). It was found that RNs and CNAs
sometimes reported that residents were involved in talking, music or singing, or
watching television (activity number 3, 9 and 15) for very long periods, sometimes
the entire time they were awake. Further investigation taught us that in some
cases a resident spoke to himself the whole day, or that residents sat in a place
where the radio or television was on for several hours, without actual involvement
in conversation, singing, watching a television program or listening to music.
Since the purpose of this study was to analyze predictors of actual involvement in
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activities, these occupations were excluded from the analyses. The total duration of involvement
was therefore calculated on the basis of the time residents were involved in the 17 remaining
activities during the past three days.

Table 7.1: The 20 activities listed by the Activity Pursuit Patterns of the MDS-RAI and estimated time of involvement
of study population (n=1218) during three days.

Activities MDS-RAI Range time involved Mean SD

1 Playing cards, games, puzzles 0-420 18.25 44.60
2 Using the computer 0-90 0.16 3.35
3 Talking or making a phone call* 0-600 45.15 66.21
4 Handwork or art 0-360 6.66 28.42
5 Dancing 0-120 1.61 9.70
6 Exercise or sports 0-180 9.82 21.04
7 Gardening, taking care of plants 0-120 1.07 7.59
8 Helping others 0-90 1.99 8.69
9 Music or singing* 0-540 30.91 52.92
10 | Pets 0-360 4.40 20.43
11 | Reading, writing, cross-word puzzles 0-630 17.72 52.99
12 | Spiritual or religious activities 0-360 14.76 35.82
13 | Excursion or shopping 0-720 15.87 52.42
14 | Take a walk outside 0-540 25.38 50.08
15 | Watching TV or listening to the radio* 0-2100 140.43 205.93
16 | Domestic tasks 0-370 6.84 24.12
17 | Cooking 0-300 5.57 19.31
18 | Conversation groups 0-360 6.42 22.36
19 | ‘Snoezelen’ or sensory stimulation 0-420 5.34 22.57
20 | Beauty activities (manicure, hairdressing, make-up) 0-240 9.74 19.30

* excluded from analyses for reliability reasons (suspected confusion between passive and active involvement)

1) Characteristics of residents with dementia

The characteristics age, gender, having a life partner, length of stay in the care home, ADL
dependency, cognitive state and behavioral symptoms were assessed as potential predicting
factors relating to residents. Based on the hypotheses that a recent transfer to a long-term-
care home might positively or negatively influence activity involvement®!¢, length of stay was
dichotomized in shorter (< 6 months) and longer length of stay (>6 months).

ADL dependency was measured with the Katz inventory>® (Cronbach’s a = .918 in this sample;
range 1-7). The score on this scale was treated as a continuous variable, with a higher score
indicating more ADL dependency. To specifically study the influence of mobility on activity
involvement, the item of being able to transfer was also studied separately. For this purpose,
this item was dichotomized in ‘yes’ (transferring independently with or without instrumental
aids), and ‘no’ (hardly or not being able to transfer independently. Behavioral symptoms were
measured using the Neuropsychiatric Inventory>® (NPI-Q; Cronbach’s a = .743 in this sample;
range 0-36). The total score on this scale was treated as a continuous variable, with a higher score
indicating more behavioral symptoms. In the NPI-Q, the occurrence of symptoms of delusions,
hallucinations, irritableness, eating disorders, sleeping disorders, disinhibition, euphoria,
repetitive behavior, depression, apathy, agitation, and anxiety are measured. Because the latter
four items were explicitly mentioned in the literature as influencing activity involvement, these



were also separately studied. All four symptoms were dichotomized in ‘no’ if the
behavior only seldom occurred, or not at all. If they occurred on a regular basis, they
were classified as ‘yes’. Data on cognitive status were studied with the Cognitive
Performance Scale® (CPS; Cronbach’s a= .814 in this sample; range 0-6). The score
on the CPS was studied as a continuous variable, with a higher score indicating
more cognitive impairment.

2) Characteristics of financial resources, staff ratio and staff educational level
Information on staff ratio and care staff educational level was derived by obtaining
the actual working schedules used in care homes. The number of working hours
per week per resident during day-time was calculated, including the working hours
of possible recreational workers. Information on education level was derived by
calculating the percentage of the total staff ratio in which staff with education level
three or higher was working. In the Netherlands, a healthcare worker’s education
level ranges from 1 to 5. In the Dutch education system, level 2 is equivalent to
nursing assistant in the USA, level 3 to certified nursing assistant, and level 4 and 5
to registered nurse - all likewise in the USA.

The availability of (para)medics was measured as the total number of hours that
(para)medics (e.g. the nursing home physician, psychologist, physiotherapist,
occupational therapist, dietician) were available weekly for the dementia care units.
Next, these hours were divided by the total number of residents in these units.
The average of 6 months of sick leave data concerning the dementia care units
were used to indicate instability of staff and abnormalities in schedules concerning
staff quantity or quality, as well as information on the number of staff vacancies per
resident.

3) Characteristics of modern vs. traditional care culture

Transformational leadership, person-centered care, unity in care philosophy,
psychotropic drug prescription and physical restraint use, and family’s perceived
involvement in care were studied as indicators of a modern (psychosocial) or
traditional (medical) care home culture.

Transformational leadership was measured with a Dutch translation of The Global
Transformational Leadership scale®? (GTL), that consists of 7 items and asks staff
members questions on how charismatic, innovative, supportive, empowering,
encouraging and challenging their direct manager is. The measure proved to have
high reliability in our sample (Cronbach’s a=.955 in our sample, range 1-5).

A Dutch translation of the Person-Centered Care Assessment Tool®® (P-CAT) was used
to measure the extent to which the care staff and care home operate in a person-
centered manner. It contains questions on whether residents’ individual needs
are inventoried daily, whether they can participate in individualized activities, and
whether there is a focus on creating a calm and homelike environment. The original
instrument consisted of 14 items. Factor analysis revealed that 2 items had to be
left out of analyses to form a reliable scale. The scale ranges from 1 to 5 and had
a Cronbach’s Alpha of .806 in our sample. A higher score indicates more person-
centered care.

To study whether or not care facilities operated strongly from a certain philosophy
of care regarding living arrangements, we designed the Unity in Care Philosophy
qguestionnaire®. This instrument consists of 7 items (Cronbach’s a= .916 in our
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Seize the day!

sample) reflecting common philosophy of care statements. Care staff are asked to what extent
there are differences in opinion or doubts in their team regarding several statements, for
example: 1) Freedom of choice for residents; 2) communication with family caregivers; and 3)
accepting differences between colleagues. The instrument ranges from 1 to 5, with a higher
score indicating more consensus on care philosophy.

The number of psychotropic drugs were measured using standardized registrations of prescribed
benzodiazepines and anti-psychotic drugs on the day prior to the visit of the research assistant
for all residents of the care home. The registrations were filled in by the old age care physicians
of the care home. With the information from the registration forms, the total number of
psychotropic drugs in the care home was computed and divided by the number of residents to
gain an average number of prescribed drugs per resident.

In addition, the average number of physical restraints was measured by collecting data on the
number of residents for whom physical restraints — for example fixation belts, chairs with table
top, and extra deep chairs — were prescribed (also registered by the old age care physician). The
total number of restraints was computed and divided by the number of residents. Because we
studied the relationship with day-time activity involvement, the use of bed rails (night-time use)
was left out of the analyses.

Family perceived involvement in care decision-making was measured within the family sample
participating in the LAD-study, with the use of the Family Perception of Caregiver Role instrument®
(FPCR). Examples of items of this instrument are ‘I feel like an outsider in the care of my relative’,
‘It is clear that the staff have the real say about what care will be provided and how’, and ‘I feel
like staff are there to help me provide the best possible care for my relative’. Factor analyses
made it clear that eight of the original 23 items should be left out of the analyses for the internal
consistency of the scale (range 1-7; Cronbach’s a=.895 in our sample). The scale measures the
extent to which family feels supported and involved in decisions and procedures concerning the
care for their relative. A higher score on the FPCR represents more involvement in care.

4) Characteristics of job strain as perceived by care staff

Staff’s job satisfaction, job characteristics from the Job-Demand-Control-Support model® and
burnout characteristics were used as measures for staff perceptions of job strain.

The Leiden Quality of Work Questionnaire®” (LQWQ) was used to measure job satisfaction and job
characteristics. The total scale measures 11 job characteristics. For this study, the five subscales
concerning the JDCS model are used: the Job Satisfaction subscale measuring job satisfaction
and intention to leave (Cronbach’s a=.857 in our sample), the Work and Time Pressure subscale
measuring job demands (Cronbach’s a= .747), the Decision Authority subscale measuring job
control (Cronbach’s a=.709 in our sample), the Social Support from the Supervisor subscale
(Cronbach’s a=.912 in our sample) and the Social Support from Co-workers subscale (Cronbach’s
a=.835 in our sample) measuring social support. All job characteristics were measured on a four-
point scale ranging from (1) “strongly disagree” to (4) “strongly agree”. Per subscale, the answers
were added and means were calculated (range 1-4). A higher mean score represents a higher
presence of the job characteristic.

Burnout complaints were measured with the Dutch version of the Maslach Burnout Inventory®,
the Utrecht Burnout Scale —C® (UBOS). The subscales of emotional exhaustion (Cronbach’s a=
.880 in our sample), and personal accomplishment (Cronbach’s a= .777 in our sample) were
used in this study. Both scales range from 0-6, where a higher score indicates more emotional
exhaustion or more feelings of competence respectively.

5) Characteristics of the physical care environment
To obtain data about the size of the care home, the total number of residents of the dementia



units of the care home was registered.

As a measure for the presence of a homelike environment, the number of group-liv-
ing home care characteristics were studied. Data on this indicator were obtained by
the Questionnaire ‘Group Living Home Characteristics’’®. A principal axis analysis
showed one factor with relatively high loadings (>0.4) of 14 items (range: 0-56; Cron-
bach’s a = .857). Examples of items are: Living rooms have a homelike atmosphere;
dinner is prepared in the kitchen of the living rooms; care staff do housekeeping;
and residents can get out of bed whenever they want. The response-categories
have a 5 point Lickert scale format. A higher score indicates more characteristics of
group-living home care.

Since the Group Living Home Characteristics questionnaire and the average number
of residents per common living room (place where residents usually stay during
the day) were highly correlated (.629), the latter information was left out of the
analyses.

6) Characteristics of the organization of activities

The ways in which activities were offered at the care homes were inventoried by
asking the manager whether central activities were provided in fixed schedules,
whether they were offered in the common living rooms of the residents, or whether
activities were organized in the form of clubs, for which a particular group of resi-
dents is registered according to their personal preferences (for example the yoga or
music club). The manager could choose multiple options.

We also asked whether these activity offers were provided by care staff, activity or
recreational staff, volunteers or family. Again, one could choose multiple options.
A dichotomous variable was made for the sole provision of activities by activity or
recreational staff, and for activity provision by care staff or a combination of staff
functions.

Furthermore, the number of hours per week of recreational workers or activity staff
that worked for the care home were collected and divided by the number of resi-
dents at the total facility site.

Finally, data on availability of help from family caregivers and volunteers were col-
lected. In the interview with the care manager, he or she was asked to estimate how
many hours a week family caregivers and volunteers were present to actually per-
form care or activity tasks in the living arrangement. These numbers were divided
by the number of residents in the care home.

Analysis

To study the effect of family- and staff-related predictors of activity involvement of
the individual residents, the mean scores of care staff and family caregiver variables
for each care home were calculated and added to the residents of the particular
care home. When there were less than 4 questionnaires filled out by staff members
or family caregivers of a care home respectively, the staff- or family caregiver-re-
lated predictive values of that care home were excluded from analyses, in order
to minimize unrepresentative mean scores for a care home. Missing values were
estimated and replaced with multiple imputation.

Multilevel analyses were performed to correct for our clustered data’. MLwiN 2.21
software was used as statistical computer program. The outcome variable ‘time in-
volved in activities’ was highly skewed to the left. Therefore, it was dichotomized
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into low involvement (3 hours in 3 days or less — in other words, 1 hour a day or less); and high
involvement (more than 1 hour a day). Backward stepwise logistic regression analyses were per-
formed to analyze which factors predicted higher activity involvement, stepwise excluding vari-
ables with the smallest and non-significant relationship to the outcome variable (p<.05).

Our 40 potential predicting variables were entered blockwise in the regression model: we first
studied only which resident characteristics predicted high activity involvement, then which char-
acteristics of financial resources were predictors, and so on. Ultimately, all remaining significant
predictors for each block were put together in one model to perform a final backward regression
analysis, in order to determine their relative impact on activity involvement.

Results

Sample

A total of 1,389 observational questionnaires on residents with dementia were filled out by care
staff - a response rate of 89%. 888 family caregivers returned their questionnaires (a response
rate of 52%). Complete data on activity involvement were available for 1,218 residents with
dementia (88% of the returned questionnaires) representing 139 care facilities. A total of 2,160
guestionnaires were distributed to staff, and 1145 care workers participated and met our crite-
ria, resulting in a response of 53%.

Characteristics of the participants

In Table 7.3, the characteristics of the residents, staff and care homes concerning the six groups
of predictors that were studied are presented. To give insight into variations in resident and care
characteristics between the five Dutch care settings that were represented in this study, the later
columns of Table 7.3 show the participants’ characteristics across these settings.

1) Residents’ characteristics

Overall, residents had a mean age of 84. The majority of the sample was female (75%) , and 25%
had a life partner. Most residents resided longer than 6 months in the care home (88%). With
regard to their stage of dementia, 34% of the residents had mild to moderate dementia; 24%
had moderate to severe dementia, and 42% had severe to very severe dementia. The average
resident had some behavioral symptoms. Agitation, depression and anxiety were present in 22%
to 27% of the sample, and 45% had apathy symptoms. The average resident needed help in most
domains of Activities of Daily Living. Only 15.4% needed help in less than three ADL domains.
The activity involvement of the residents greatly varied. On average, residents were involved in
the 17 listed activities for 152 minutes during three days. Of all residents, 32.5% were involved
in activities for one hour a day or more.

2) Staff ratio and educational level

On average, the participating care homes had a staff ratio of 21 hours a week per resident, and
64% of the scheduled staff had an educational level of 3 or higher. Care homes had an average
sick leave number of 6%, meaning that 6% of the originally scheduled care staff were absent
from work due to sickness and had to be replaced. Care homes had around .02 vacancies per
resident on average. Per week, (para)medics were involved for somewhat more than 1 hour per
resident. There was considerable variation in most of these organizational characteristics how-
ever: staff ratio ranged from almost 14 to 30 hours per resident per week, and the percentage of
staff with a higher educational level ranged from 23% to 100%. The average percentage of sick




leave ranged from less than 1% to 17%.

3) Traditional vs. modern care culture

Concerning care culture, facilities scored moderately high on transformational lead-
ership, person-centered care, unity in care philosophy (scores of 3 to 4 on a scale
from 1-5), and family perceived involvement in care decision-making (score of 5.5
on a scale from 1-7). On average, 0.9 psychotropic drugs per resident were pre-
scribed, and for 10 percent of the residents, a physical restraint was used. There
was a large range however concerning these latter measurements.

4) Job strain as perceived by staff

Staffthat contributedtothisstudyhadameanage of43yearsandwere predominantly
female. On average, they were satisfied with their work, and experienced autonomy
as well as social support from colleagues and their supervisor on a regular basis
(scores of 3 on the 1-4 Lickert scale). They experienced moderate levels of work
demands (score of 2.45 on the scale from 1-4). Concerning burnout-complaints, they
experienced some emotional exhaustion and moderate to high levels of personal
competence on average (score of 1.75 and 4.73 respectively on a scale from 0-6)

5) Physical care environment

Consistent with the study design, living arrangements varied greatly in size and in
terms of group-living home characteristics. The total number of residents in the
dementia units of the care homes ranged from 6 to 161 residents. Traditional large-
scale care homes (type 1 as presented in Table 7.3) and large-scale group living
home facilities (type 3) had the highest total numbers of residents, with average
numbers of 70 and 61 residents respectively. The small-scale group living home
facilities (type 4 and 5), as well as the traditional dementia care units in homes for
the aged, had an average resident number of 21 to 28.

In the traditional types of nursing homes (type 1 and 2), residents lived together in
groups of approximately 12, whereas the group-living home care facilities (type 3,
4, 5) had 6 to 8 residents per living room.

In the ‘archetypal’ small scale group living home facilities (type 4), the most
characteristics of group living home care were present (on average, 42 out of
the maximum score of 56). The alternative group living home care facilities (type
3 and 5) had a somewhat lower score on the Group Living Home Characteristics
guestionnaire (34 and 37 resp.). And the traditional nursing home care facilities had
the fewest characteristics of group-living home care (type 1 had an average score of
23, and type 2 of 22).

6) Organization of activities

Almost all care homes (95%) offered activities in the common living rooms, and 86%
provided activities in a central activity program. In 54% of the care homes, activities
were arranged in the form of clubs. In 10% of the care homes, activities were
only provided by activity or recreational staff, sometimes with help of volunteers
or family. In the other care homes, activities were (also) provided by care staff.
Structural help from family caregivers was much lower than help from volunteers
(as estimated by the care manager 0.4 and 1 hours a week on average per resident,
respectively) and varied greatly between care homes.
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Overall Type 1 Type 2 Type 3 Type 4 Type 5
sample CH* CH* CH* CH* CH*
Variables M (SD)or | M (SD)or M (SD) M (SD)or | M(SD) or | M (SD) or
(if applicable: range) n (%) n (%) or n (%) n (%) n (%) n (%)
1. Resident characteristics n=1218 n=249 n=268 n=242 n=236 n=223
Age (42-101) M 84.10 M 82.77 M 85.62 M 83.65 M 84.19 M 84.16
(SD7.42) | (SD8.51) | (SD6.10) | (SD7.49) | (SD6.41) | (SD8.21)
. n 921 n 189 n213 n 165 n 178 n 176
Female residents (%757) | (%75.9) | (%79.5) | (%682) | (%754) | (%78.9)
Residents with life partner n 301 n72 n 64 ns7 n 50 n>8
(% 24.7) (% 28.9) (% 23.9) (% 23.6) (% 21.2) (% 26.0)
Residents with length of stay 6 n 1067 n218 n231 n216 n 207 n 196
months or more (% 87.6) (% 87.5) (% 85.8) (% 89.2) (% 87.7) (% 87.9)
CPS overall score (0-6) M 3.99 M4.11 M 4.00 M4.14 M 3.80 M 3.87
(SD1.46) | (SD1.46) | (SD1.49) | (SD1.44) | (SD1.49) | (SD 1.40)
Residents with mild to n 408 n76 n9s n67 n 89 n 81
m)‘::s:sncf(gg‘;g‘(’fg ) (%33.6) | (%305) | (%354) | (%27.7) | (%37.7) | (%36.3)
Residents moderate to severe n 297 n6l n 55 n57 n 62 n27.8
cognitive impairment (CPS 4) (% 24.4) (% 24.5) (% 20.5) (% 23.6) (% 26.3) (% 27.8)
e s | nsi3 | pia [ i | i | v | s
56) (% 42.1) (% 45.0) | (%44.0) | (%48.8) | (%36.0) | (%35.9)
NPIQ (0-36) M 11.52 M 11.50 M 11.29 M 11.75 M 11.45 M 11.66
(SD6.31) | (SD6.87) | (SD6.33) | (SD6.09 | (SD6.19) | (SD 6.03)
Residents with agitation symp- n 329 n73 n 80 n 66 n 60 n 50
toms (% 27.1) (%29.6) | (%29.9) | (%27.3) | (%25.4) | (%22.4)
Residents with depression symp- n 318 n 69 n 58 n61 n74 n 56
toms (% 26.1) (%27.5) | (%21.6) | (%25.3) | (%31.4) | (%25.1)
Residents with anxiety n 262 n47 n 60 n52 n 54 n 49
symptoms (% 21.5) (%19.0) | (%22.4) | (%21.5) | (%22.9) | (%22.0)
Residents with apathy n 541 n122 n113 n 108 n 46.2 n 90
symptoms (% 44.5) (%49.0) | (%42.2) | (%44.6) | (%46.2) | (%40.4)
M 5.35 M 5.49 M 5.51 M 5.35 M 5.20 M 5.19
Katz ADL dependency (1-7) (SD1.65) | (sD1.61) | (SD1.56) | (SD1.69) | (SD1.71) | (SD 1.67)
Residents without or low ADL n 181 n 32 n 32 n 40 n18.2 n34
dependency (Katz 1-3) (% 14.9) (% 12.9) (% 11.9) (% 16.5) (% 18.2) (% 15.2)
Residents dependent in various n 627 n 125 n 139 n117 n 50.4 n 127
ADL domains (Katz 4-6) (% 51.5) (% 50.2) (% 51.9) (% 48.3) (% 50.4) (% 57.0)
Residents dependent in all ADL n 410 n 92 n 97 n35.1 n31.4 n 62
domains (Katz = 7) (% 33.7) (%36.9) | (%36.2) | (%35.1) | (%$31.4) | (%27.8)
Residents independent in trans- n 651 n 125 135 133 129 94
ferring (with or without aids) (% 53.6) (% 50.2) (% 50.4) (% 55.0) (% 54.7) (% 57.8)
Minutes involved in 17 listed M 152.49 M 120.66 | M143.53 | M 136.08 | M 191.03 | M 175.84
activities during the past three (SD (SD (SD (SD (SD (SD
days (0-1125) 166.80) 150.32) 156.71) 163.07) 177.60) 178.46)
Residents < 3 hour involved in n 822 n 186 n 180 n 183 n 133 n 140
activities during past three days (% 67.5) (% 74.7) (% 67.3) (% 75.6) (% 56.4) (% 62.8)
Residents > 3 hour involved in n 396 n63 n 88 n 59 n 103 n 83
activities during past three days (% 32.5) (% 25.3) (% 32.7) (% 24.4) (% 43.6) (% 37.2)




2. Characteristics of resources of

finances, staff ratio and educa- n=139 n=28 n=30 n=28 n=28 n=25
tional level
. M 20.86 M 18.89 M 20.49 M 21.55 M 21.59 M 21.92
Staff ratio (13.86-30.48) (SD3.61) | (SD3.46) | (SD3.57) | (SD3.52) | (SD3.24) | (SD 3.69)
Staff with education level 3 or M 63.55 M 58.27 M 63.58 M 67.49 M 61.85 M 66.97
higher (22.70-100) (SD 15.58) (SD 13.83) | (SD 13.65) (SD 18.76) (SD 12.69) (SD 17.67)
Average % of sick leave M 6.22 M 7.10 M5.12 M 5.96 M 6.22 M 6.86
(0.82-17.0) (SD 3.09) (SD 2.00) (SD 2.60) (SD 2.62) (SD 3.49) (SD 3.51)
Number of vacancies per M 0.016 M 0.015 M 0.013 M 0.022 M 0.022 M 0.008
resident (0-0.22) (SD 0.034) (SD 0.023) (SD 0.028) (SD 0.036) (SD 0.052) (SD 0.022)
Hours / week (para) medics per M 1.32 M 1.70 M 1.24 M 1.38 M 0.91 M 1.38
resident (0-5.06) (SD0.93) | (SD1.11) | (SD0.92) | (SD0.88) | (SD0.55) | (SD 0.99)
3. Characteristics of modern or
traditional care culture of the n=139 n=28 n=30 n=28 n=28 n=25
care facility
M 3.23 M 3.13 M 3.10 M 3.29 M 3.35 M 3.30
GTL (1.55-4.81
( ) (SD0.63) | (SD0.67) | (SD0.69) | (SD0.65) | (SD0.62) | (SD 0.54)
M 3.62 M 3.36 M 3.50 M 3.73 M 3.87 M 3.62
P-CAT (2.76-4.35) (sD0.34) | (SD0.33) | (sD0.24) | (sD0.26) | (SD0.31) | (SD0.31)
Unanimity in care philosophy M 3.38 M 3.19 M 3.28 M 3.53 M 3.54 M 3.35
(2.39-4.57) (SD0.39) | (SD0.33) | (SD0.37) | (SD0.32) | (SD0.42) | (SD0.37)
M 5.51 M 5.31 M 5.38 M 5.50 M 5.74 M 5.66
FPCR (3.98-6.47) (sD0.46) | (SD0.42) | (D 0.45) | (sD0.44) | (SD0.39) | (SD0.43)
Number of psychotropic drugs per M 0.90 M 1.08 M 0.84 M 0.92 M 0.74 M 0.95
resident (0.17-2.38) (SD0.36) | (SD0.41) | (SD0.33) | (SD0.29) | (SD0.36) | (SD0.35)
Number of physical restraints per M0.11 M 0.17 M0.12 M 0.09 M 0.09 M 0.11
resident (0-0.74) (SD0.13) | (SD0.14) | (SD0.18) | (SD0.08) | (SD0.12) | (SD0.11)
4. Characteristics of workload as
perceived by care staff (mean n=139 n=28 n=30 n=28 n=28 n=25
scores per care home)
. . M 3.04 M 2.85 M 3.04 M 3.09 M 3.20 M 3.04
LWQ Job satisfaction (2.28-3.75) | (¢p ) 56) | (sD0.24) | (sD0.22) | (SD0.25) | (sD0.25) | (SD0.25)
M 2.45 M 2.70 M 2.50 M 2.41 M 2.22 M 2.41
LWQ Job demands (1.70-3.20) (5D0.29) | (5D0.25) | (5D 0.19) | (SD0.27) | (SD0.25) | (SD0.27)
M 2.95 M 2.82 M 2.88 M 2.98 M3.11 M 2.98
LWQ Autonomy (2.33-4.00) (SD0.21) | (sD0.21) | (sD0.14) | (SD0.17) | (SD0.16) | (SD 0.25)
LWQ Social support manager M 3.04 M 2.97 M 3.00 M 3.06 M 3.08 M 3.09
(2.17-3.68) (SD0.30) | (SD0.35) | (SD0.30) | (SD0.34) | (SD0.26) | (SD 0.26)
LWQ Social support coworkers M 3.21 M 3.15 M 3.20 M 3.25 M 3.22 M 3.20
(2.40-3.88) (SD 0.23) (SD 0.23) (SD 0.21) (SD 0.20) (SD 0.28) (SD 0.48)
UBOS emotional exhaustion M 1.76 M 2.08 M 1.82 M 1.74 M 1.47 M 1.68
(0.61-3.46) (SD0.52) | (SD0.49) | (SD0.57) | (SD0.45) | (SD0.41) | (SD 0.48)
UBOS Burnout personal compe- M 4.73 M 4.53 M 4.72 M 4.76 M 4.84 M 4.82
tence (3.71-5.79) (SD0.31) | (SD0.30) | (SD0.32) | (SD0.25) | (SD0.29) | (SD0.33)
5. Characte.rlstlcs of the physical n =139 n=28 n=30 n=28 n=28 n=25
care environment
Number of residents in facility M 40.43 M 69.54 M 23.37 M 60.61 M 20.71 M 27.80
(6-161) (SD 32.44) (SD 38.68) (SD 8.63) (SD 34.03) (SD 15.49) (SD 16.14)
Number of residents per M 9.26 M 12.18 M 12.09 M 8.07 M 6.41 M7.12
living room (5-28) (SD3.88) | (SD2.99) | (SD4.84) | (SD2.91) | (SD0.87) | (SD1.37)
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Group living home care M 31.32 M 22.58 M 22.47 M 33.64 M 42.04 M 37.12
characteristics (9-51) (SD 10.59) (SD7.29) | (SD5.74) | (SD8.04) | (SD5.48) | (SD 8.77)
6. C'haracteri.st.ic's of the organiza- n =139 n=28 n=30 n=28 n=28 n=25
tion of activities

Care homes with activities 75 n21 nll n 19 n9 n 15
arranged in clubs (% 54.0) (% 75.0) (%36.7) | (%67.9) | (%32.1) | (%60.0)
Care homes with central 119 n 25 n 25 n 26 n23 n 20
activity program (% 85.6) (% 89.3) (%83.3) | (%92.9) | (%$82.1) | (%80.0)
Care homes with activities in 132 n 28 n 28 n27 n27 n22
living room (% 95.0) (% 100) (%93.3) | (%96.4) | (%96.4) | (% 88.0)
Care homes where activities are 124 n24 n 26 n 27 n 24 n23
(also) offered by care staff (% 89.2) (% 85.7) (%86.7) | (%96.4) | (%85.7) | (%92.0)
Hours / week recreational staff M 0.78 M1.12 M1.17 M 0.75 MO0.12 M 0.74
per resident (0-4.71) (SD 0.78) (SD 0.85) (SD 0.92) (SD 0.50 (SD0.19) | (SD0.69)
Hours of help from family caregiv- M 0.36 M 0.24 M 0.16 M0.33 M 0.66 M 0.39
ers per resident per week (0-4.20) | (SD 0.68) (SD0.53) | (SD0.28) | (SDO0.67 (SD0.81) | (SD 0.90)
:'e‘;f(;::tf;‘;"xerzkm volunteers per |\, 4 g M 0.62 M 0.89 M 1.21 M 1.58 M 0.95
(0-6.67) (SD1.08) | (SD0.78) | (SD0.57) | (SD1.25 | (SD1.46) | (SD0.93)

* Types of care homes that were represented in the LAD-study: 1) traditional large scale nursing homes; 2) nursing home units
in homes for the aged; 3) large scale group living homes (>36 residents with dementia); 4) small scale group living homes (< 36
residents) only providing group living home care, 5) small scale group living homes with other care forms at same location.

Results of blockwise analyses of predictors of activity involvement
Table 7.4 shows the results of the blockwise prediction analyses.

1) Resident characteristics

The prediction model of resident characteristics was filled with the variables age, gender, having a
life partner, length of stay, ADL dependency, immobility, cognitive impairment, overall behavioral
symptoms, and depression, agitation, anxiety, and apathy. Backward regression analysis revealed
that out of these variables only agitated behavior (Odds Ratio .489), ADL dependency (OR .809)
and cognitive impairment (OR .746) were predictors of activity involvement. As shown by the
Odds Ratios, these characteristics were all negatively related to higher activity involvement.

2) Resources of finances, staff ratio and educational level

Concerning the financial resources of the care homes, staffing levels, staff educational level,
availability of (para)medics, the number of vacancies and sick leave were entered in the model.
It was found that a higher staff ratio (OR 1.492) and a higher percentage of staff with educational
level three or higher (OR 1.009) predicted higher activity involvement of residents.

3) Traditional vs. modern care culture

Out of the variables representing care culture - transformational leadership, person-centered
care, family perceived involvement, unity in the philosophy of care, psychotropic drug
prescription and physical restraint use - three variables had a predictive value. Higher scores for
family perceived involvement (OR 1.37) and more unity in care philosophy (OR 1.623), predicted
higher activity involvement; whereas more transformational leadership predicted lower activity
involvement by residents (OR .751).

4) Job strain as perceived by staff
Our analysis of the variables that represented job strain factors commenced with the variables job




demands, decision authority, burn-out complaints, job satisfaction, social support
from the supervisor, social support of colleagues, and feelings of competence.
The results show that higher job demands (OR .333) were related to lower activity
involvement, as was more perceived social support from the supervisor (OR .457).

5) Physical care environment

With regard to characteristics of the physical environment, the number of residents
in the dementia care units, and group living home characteristics were entered
as variables. Both factors predicted activity involvement: more residents in the
dementia care units (OR .992) was related to less activity involvement, whereas
more group living home characteristics predicted higher activity involvement (OR
1.015).

6) Organization of activities

When looking at the way in which activities are organized in care homes with the
variables of a central activity program, activities organized in clubs, activities offered
in the living room, activities also organized by care staff, availability of recreational
staff, and hours of informal help, two variables are found to have a predictive value.
More help of volunteers (OR 1.14) predicted higher activity involvement, while an
activity offer organized in activity clubs was related to lower activity involvement
(OR .755).

Table 7.4: Results of blockwise backward prediction analyses

Higher activity involvement
B | SE | OR

Block 1: characteristics of residents with dementia

Agitation - 715%** .161 .489

Katz - 212%** .047 .809

CPS -.293%** .055 746
Block 2: characteristics of resources of finances, staff ratio and educational level

Staff ratio .040* .017 1.492

Education level .009* .004 1.009
Block 3: characteristics of modern or traditional care culture

GTL -.286* .104 .751

FPCR .315* 141 1.370

Unity in Care Philosophy questionnaire 484* .170 1.623
Block 4: characteristics of job strain as perceived by staff

LQWQ Working demands -1.100*** .247 .333

LQWQ Social support supervisor -.784%** .232 .457
Block 5: characteristics of physical care environment

Total # of residents -.008*** .002 .992

Group living home characteristics .015%* .006 1.015
Block 6: characteristics of organization of activities

Activities in clubs -.281* 123 .755

Help of volunteers .125%* .056 1.142

* p<0.05. ** p<0.01, *** p <0.001

Note: CPS, cognitive performance scale; NPI-Q, 12 item Neuropsychiatric Inventory questionnaire; KATZ, ADL de-
pendency; LQWQ, Leiden Quality of Work Questionnaire; Staff ratio in hours of care staff per resident per week;
GTL, transformational leadership; P-CAT, person-centered care; Group living home characteristics, short version of
the Questionnaire ‘Group Living Home Characteristics.
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Results of the end model of predictors of activity involvement

In Table 7.5, the end model is presented after putting all significant predictors of the different
blocks in one prediction model (agitation, ADL dependency, cognitive impairment, staff ratio,
education level, transformational leadership, family perceived involvement, unity in care
philosophy, job demands, social support supervisor, total number of residents in dementia units,
group living home characteristics, activities organized in clubs, and availability of help from
volunteers). Out of the initial 40 factors that were studied, seven variables were found to be
significant predictors in the end model, and thus played a key role in the activity involvement
of residents with dementia. Agitated behavior (OR .490), more ADL dependency (OR .805) and
more cognitive impairment (OR .733) were negatively related to activity involvement. A higher
staff educational level (OR 1.012) predicted higher activity involvement, whereas more perceived
job demands among staff (OR .435) and higher levels of perceived supervisor support (OR .458)
negatively influenced activity involvement. Furthermore, a higher total number of residents in
the dementia care units (OR .994) was related to less activity involvement.

Table 7.5: End results when all predictive factors of blockwise analyses are put together in 1 model

Higher activity involvement
B SE OR
Agitation - 713%** 0.163 .490
Katz - 217%** 0.048 .805
CPS -.293%** .056 .746
Education level staff .012** .004 1.012
LWQ Working demands -.833** 271 .435
LWQ Social supervisor support -.822%* .251 .440
Number of residents at facility site -.006** .002 .994

* p<0.05. ** p < 0.01, *** p < 0.001
Notes: CPS, cognitive performance scale; NPI-Q, 12 item Neuropsychiatric Inventory questionnaire; KATZ, ADL dependency; LQWQ,
Leiden Quality of Work Questionnaire.

Discussion

In this study, a wide range of variables that were previously found or thought to impact the
activity involvement of long-term-care home residents with dementia were studied. We found
that several factors significantly predicted higher activity involvement - defined as involvement
in activities for more than one hour a day. These factors were a higher staff ratio and higher staff
educational level, more involvement of family caregivers in the decisions and procedures in the
care for their relative, greater unity in the care philosophy of staff, more group living home care
characteristics, and more help from volunteers at the care home. Agitated behavior, cognitive
impairment and ADL dependency were negatively associated with higher activity involvement,
as was transformational leadership, more perceived job demands and more supervisor support,
more residents in the care home and offering activities in the form of clubs. Of these predictors,
the presence of agitated behavior in residents, physical and cognitive functional level, more staff
with educational level 3 or higher, more perceived job demands and social supervisor support,
and the total number of residents in the care home were found to have the most important
impact on activity involvement.

The finding that more cognitively and physically impaired residents are less involved in activities
is consistent with the literature®>1617.19.2022.24.26_Although activity involvement remains important
for people with more cognitive and physical limitations'4, it seems difficult for staff to reach high
levels of occupation among these residents.



This might be explained by the time pressure on care staff ensuing from complex
care demands. Presumably, more physically and cognitively impaired residents
need more time-consuming physical care, leaving care staff with less time to offer
activities and forcing them to mainly focus on care instead of recreational tasks.
If this is true, care staff must learn to integrate physical care with meaningful
occupation when residents’ care demands increase, in order to address higher
activity and wellbeing levels amongst more impaired residents. Examples include
singing, playing someone’s favorite music, or giving a massage while bathing. It is
about making contact, and taking time to do so’>.

On the other hand, the negative relationship between more cognitive and physical
impairment and activity involvement can be caused by limited knowledge among
staff on how to offer appropriate activities to this resident group. Engaging severely
impaired residents in activities requires special skills and the use of adjusted
materials, based on the (limited) capabilities that are preserved’. With the
increasing care dependency of residents in long-term-care homes, it is important to
train care staff in assessing the capabilities and interests of residents and developing
the required activity skills®®7%73, also for the involvement of more care-dependent
residents.

The same holds for our study finding that residents with agitated behavior are less
likely to be involved in activities. If activities are tailored to the specific level of
function, residents with this behavior might still be able to be engaged?®.

Educating staff in the provision of suitable activities and the integration in the
daily care thus seems a key factor for increasing activity involvement of residents
with dementia. In the Netherlands, some care homes are working already with
‘recreational coaches’: former recreational staff that are tasked with developing
individual activity plans for residents, and teaching regular care staff (with a nursing
education) to integrate the provision of activities into their daily work. Although
individual activity plans may suit residents better than the traditional organization of
activities®, the recreational coach is also often the result of a financial reorganization,
whereby the team of recreational workers that were responsible for all activity
involvement of residents, is limited to one or two staff members that are labeled as
‘recreational coaches’. The level of knowledge of the therapeutic value of activities
for residents (e.g. gaining self-esteem, social contact, activation, stimulation of the
senses or memory, emotional expression), and of the available materials and activity
types (e.g. reminiscence activities, sports and exercise materials for older people,
material for sensory stimulation) is often low, as is sometimes the willingness among
care staff to perform activities. This reorganization of activity provision therefore
seems to have had a negative instead of positive effect on activity involvement
among residents. The limited attention to activities by care homes and the need
for the development of skills amongst care staff has recently been recognized by
the Dutch government. Care homes receive substantial fees when they measurably
stimulate activity provision amongst their care staff, during the period from 2016-
202074 Hopefully, this will lead to the development of sustainable knowledge
and skills among care staff on this topic. This movement can be strengthened by
including activity provision in the training for RNs or CNAs.

Although offering activities to residents that are adjusted to their competences and
interests is important’?, the development in care homes to organize activities in
clubs for fixed small groups of residents based on their interests and life history,
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did not prove to be beneficial in this study. This finding might be explained by a deprivation of
activity involvement in daily life outside the club offer, which is often only provided once a week.
Although certain types of activities are known to particularly influence wellbeing*®“°, it seems
that frequent activity involvement is more important than involvement in a specific activity
sporadically’. It may be also be the case that residents who do not thrive in group activities are
overlooked with a club-wise activity arrangement.

Concerning the environment, a smaller number of residents at the total facility site was shown
to be an important predictor of activity involvement of residents, as was also found in previous
research*. Consistent with the literature, group living home care characteristics were likewise
found to be positively related to higher activity involvement of residents with dementia. Ideally,
in group living care facilities, small teams of staff provide care to a small group of residents,
enabling staff to get to know residents better’. The homelike environment that invites residents
to participate in household chores and normal life is assumed to result in higher activity
involvement*7”, Although the concept of group-living home care was introduced years ago (the
first Dutch small-scale group living home facility dates back to 1989), and its principles are widely
recognized as good dementia care practice’’, some care facilities still struggle to capture the
essence of the concept and to put the accompanying working style into practice. For example,
there are modern group living home care facilities in the Netherlands with large kitchens in each
living area to cook with or for residents, but where the value of cooking meals is not recognized
and the kitchens are not used’®. However, the extent to which group-living home care is provided,
was found to be subordinate to the number of residents at the total facility site, when both
factors were added to the end model of predictors. This is an important finding, since many
care facilities try to offer group living home care to larger clusters of resident groups. Providing
small-scale care within a large- scale setting, might not be a good alternative for the archetypal’®
small-scale group living home care in terms of residents’ occupation. Perhaps, providing care
on a large scale hampers the care home in providing truly individually tailored care, based on
personal contact with residents and family caregivers. We did find that the level of involvement
of relatives in decision-making about the care that is delivered, and better communication
with relatives and staff, also predicted higher activity involvement, although this factor was of
secondary importance.

This might be explained by the finding that meaningful occupation is seen as an important aspect
of quality of care by family caregivers>®, and that their involvement leads to better advocacy of
the provision of activities to their relative with dementia. Or that family involvement leads to
more interaction and enthusiasm in staff to involve the person with dementia in activities.
Furthermore, a care philosophy that is clear among the care staff, for example on communication
with family caregivers, also plays a role in higher activity involvement. In previous research, a
clear care philosophy for staff, management as well as family, was found to be the key factor in
providing good care for living arrangements for people with dementia because it served as a true
guide for how to deliver care, and it provided answers in difficult situations’.

Inconsistently with the literature, the supervisor support perceived by care staff was found to
be negatively related to higher activity involvement. Based on the assumption that care staff
would find themselves more supported in the choices they make, for example in spending time
on interacting with residents, we did not expect to find a negative association. The same holds
for transformational leadership, since it stands for being a role model, being supportive, giving
room for the own creativity and ideas of staff, and being visionary®. If a supervisor is not activity-
minded however, supportive leadership might result in less activation than directive leadership
by someone who strongly values activity provision to residents. More research is needed to
explore this relationship.



In our study we found that higher job demands as perceived by care staff strongly
predicted residents’ lower activity involvement. Several interventions to reduce job
demands and job strain are proposed. These include giving staff more influence in
making their own work schedules®?, giving them more decision-making authority®,
reviewing time-consuming rules and regulations which care staff have to act upon
(the Dutch government is currently working on this®?), or replacing working routines
with the provision of person-centered care®®. However, it is likely that job demands
were at least partly caused by staffing levels, since these factors were correlated in
this study.

Both higher staff ratio (subordinate) and higher staff educational level predicted
greater activity involvement among residents. These factors are based on the
financial resources of care facilities and are often perceived as hard to influence in
times of economic recession. However, the care homes in our study varied greatly in
educational level and staff ratio (ranging from 23 to 100% of staff with educational
level 3 or higher, and 13.86 to 30.48 hours of care staff a week per resident
respectively) while having more or less the same financial input per resident. Staff
ratio and educational level were not correlated in the analyses. In other words, a
higher staffing level was not explained by a higher percentage of staff with a lower
educational level. This insight highlights the urgent need for care homes to look
into the distribution of their financial means. A less hierarchical organization of
the larger care providers and a review of overhead costs (for example, losing the
secretary, policy makers or the laundry service), might be a key factor in better
spending the available means.

Attracting volunteers can be another solution to increase the number of people who
are willing to engage residents in activities. In this study, we found that more hours
of help from volunteers related to higher activity involvement among residents.
Earlier, we found that there is much variety in the number and quality of volunteers
available in care homes’®. Several care homes have reported that they experience
difficulty in finding and retaining volunteers. Care homes with many volunteers
report that it requires creativity and reciprocity to attract and keep volunteers.
A culture change is needed: from care homes where volunteers are perceived as
visitors who solely contribute to the organization, to a place where they are truly
part of the organization, where they feel welcome and where they contribute but
also gain from their work, such as receiving learning possibilities, experience being
part of a team, or receive support in a job-finding process. Care homes may be
helped by sharing experiences. This requires the willingness to do so, which is not
always the case when policy is focused on market mechanisms, giving care homes
the idea that they need to compete.

To summarize, a change towards better education on activity provision and more
archetypal small- scale group living home care provision, with a clear wellbeing-
focused philosophy of care among staff and management and good cooperation with
family in care provision for a resident, might result in higher activity involvement.
However, appropriate conditions for good care provision need to be created first.
This study has strengths and limitations. Strong features are the large numbers
of participants, representing a large number of dementia care homes in the
Netherlands, and the wide variety of factors included in this study. A limitation
is that, although causality is an underlying assumption in backward prediction
analyses, this study gives no causal certainty over the relationships found due to
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the cross-sectional character of our study.

Furthermore, we were not able to study all factors that were found or proposed in literature
to influence activity involvement, since not all factors were measured in the LAD-study.
Therefore, some important predictors might have been missed, for example the role of specific
environmental features (e.g. access to a garden®® or light intensity in the living arrangement?*#).
For most factors that were studied, there was a clear measurement instrument available in the
LAD-study. However, sometimes, an instrument was used that approached a factor mentioned
in literature (e.g. for the factor ‘instability in care teams’ we used the number of vacancies per
resident, and for ‘knowledge about dementia / lack of skills / formal staff training’, we used the
percentage of staff with a higher education level).

For feasibility reasons, we were not able to train staff in completing the observational
guestionnaires on resident characteristics and outcomes. This may have influenced the data,
since instruments were used that might have needed further explanation. To illustrate, about 1
percent of our study sample had a Cognitive Performance Scale (CPS) sore of 0, indicating that
these persons had no signs of cognitive problems. Since all residents participating in this study
lived in dementia care units based on a diagnosis of dementia or other cognitive problems, a
score of 0 is questionable. On occasion, a person might have scored low on the CPS due to an
alternative form of dementia without clear signs of memory impairment in the earlier stages of
the disease (for example frontal lobe dementia). But when talking with staff about their scorings
of, for example, the CPS, we found that some of them overestimated the cognitive performances
of residents based on their own support. For example, they scored a resident who suffered
from severe aphasia as ‘having no problems in making himself clear’, because they normally
could understand the person without using many words. Based on this experience, we strongly
recommend clear instructions for care staff on filling in the CPS before use.

Moreover, the reliability and validity of the instrument used for measuring time of activity
involvement is unclear. To our knowledge, little specific information is available on the intra- and
interrater reliability of the standardized Activity Pursuit Patterns of the MDS*®*’. It is mentioned
however that the instrument was filled in with little accuracy®. Our experience with the
instrument confirms this. The instrument relies on the observations of care staff regarding activity
involvement by residents during the past three days. It is doubtful that observations could be
recorded entirely by the staff member filling in the questionnaire, all the more so because in this
study, the Activity Pursuit Patterns was expanded with a time variable. Care staff work in shifts,
making them dependent on reports and observations of colleagues. This probably resulted in
estimations of time involved in activities instead of real-time involvement. Also, the fact that
residents were reported to be involved in certain types of activities for extreme lengths of time,
makes it likely that some staff found it difficult to discriminate actual activity involvement from
being present in a room with stimuli. This could have resulted in an overestimation of activity
involvement. For this reason, the activities talking, watching television and listening to music
or radio, were excluded from the analyses, with consequences for the reliability of the data.
Unfortunately, at the time of data collection, no good alternative instrument was available in
terms of psychometric properties and feasibility. Ideally, activity involvement is measured by
real-time observational instruments such as Dementia Care Mapping®. However, Dementia Care
Mapping is time-consuming, and it requires certified ‘mappers’ to collect the data. Furthermore,
occupation of residents is only measured when they are in the common living room of their care
unit, thereby eliminating the activities that are done outside this common space, for example in
recreational areas or the private room of the person with dementia. Just recently, the Maastricht
Electronical Daily Life Observation (MEDLO) method was developed®. With MEDLO, occupation
in daily life of residents with dementia throughout the care home is observed using tablets,



making it more easy to report on. However, a convenient sample of residents
available at that time is observed and trained observers still have to be present at
the location sites. For a large-scale study such as the LAD-study, staff observations
of actual activity involvement are preferable. Staff have to be trained properly
though, mainly in differentiating actual involvement in activities from being present
in a room where activities are available.

Conclusions

The lack of activity involvement by care home residents with dementia may be
targeted with programs focusing on: 1) Reducing the working demands that are
experienced by care staff; 2) Increasing staff’s educational level and staffing levels;
3) Training staff in providing suitable and accessible activities concerning the
behavior, cognitive capacity and functional ability of residents and the integration
of activities in daily care; and 4) Limiting resident numbers at a facility site and
securing the proper implementation of the essence of the group living home
care environment; furthermore, 5) Working by a clear philosophy on care that
focuses on the wellbeing of residents and the involvement of family caregivers,
and 6) Attracting and retaining volunteers might help increase activity involvement
amongst residents with dementia.

To act upon these directions, the redistribution of the available means within care
homes might be essential. Therefore, the key factor in turning around passiveness
may still be recognizing the value of activities for residents with dementia, both by
care staff, care home directors and policy makers.

List of abbreviations
None.

Declarations

Ethical approval and consent to participate

For this study, the usual daily practice in nursing home care for people with
dementia was studied without disturbing the residents in any way. Data of residents
were collected through observational questionnaires by the regular care staff and
processed anonymously. The Dutch medical-ethics committee METiIGG declared
that this study did not come within the scope of the Medical Research Involving
Human Subjects Act (WMO) and therefore needed no approval.

Regarding the questionnaires filled in by care staff, staff received written information
on the purpose and use of the study data. They were not asked to fill in informed
consent forms since they were free to not return the questionnaire if they did not
wish to participate and the questionnaires were fully anonymous.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Availability of data and materials
Data collected and used for this study can be made available upon reasonable

Chapter 7

25



Seize the day!

request for validation purposes or non-commercial research, when permitted by the participating
living arrangements.

Funding

This study was based on the second wave of the Living Arrangements for people with Dementia
(LAD-) study, which was funded by grants from the Dutch Ministry of Health, Welfare and Sport,
and the Dutch Alzheimer Association (grant number 1059345/317150).

Authors’ contributions

DS, JdLand AMP developed the research questions as described in this paper. DS did the literature
review, analyzed the data and drafted the manuscript. BW helped in analyzing the data, and
helped to draft the manuscript as did JdL. AMP helped to draft the manuscript, checked the
analyses, and was principal investigator of the LAD-study. All authors contributed to the design
of the LAD-study. All authors read and approved the final paper for publication.

Acknowledgements
We thank the dementia care homes, their staff and family caregivers that participated in this
study.

References

1. Moyle W, O’'Dwyer S. Quality of life in people living with dementia in nursing homes. Current opinion psychiatry,
2012; doi: 10.1097/YCO.0b013e32835alccf.

2. Schreiner AS, Yamamote E, Shiotani H. Positive affect among nursing home residents with Alzheimer’s dementia:
the effect of recreational activity. Aging & Mental Health 2005; doi: 10.1080/13607860412331336841.

3.  Volicer L, Simard J, Pupa JH, Medrek R, Riordan ME. Effects of continuous activity programming on behavioral
symptoms of dementia. Journal of the American Medical Directors Association 2006; doi 10.1016/j.
jamda.2006.02.003.

4. BrookerDJ,WooleyRlJ,LeeD.Enrichingopportunitiesforpeoplelivingwithdementiainnursinghomes: Anevaluation
of a multi-level activity based model of care. Aging & Mental Health 2007; doi: 10.1080/13607860600963679.

5. Milte R, Shulver W, Killington M, Bradley C, Ratcliffe J, Crotty M. Quality in residential care from the perspective
of people living with dementia: The importance of personhood. Archives of Gerontology and Geriatrics 2016; doi:
10.1016/j.archger.2015.11.007.

6. Cadieux ME, Garcia LJ, Patrick J. Needs of People With Dementia in Long-Term Care: A Systematic Review. Am J
Alzheimers Dis Other Demen. 2013; doi: 10.1177/15

7. World Report on Aging and Health, WHO 2015. http://apps.who.int/iris/
bitstream/10665/186463/1/9789240694811_eng.pdf?ua=1 Accessed 10 April 2017.

8. Kuhn D, Kasayka RE, Lechner C. Behavioral observations and quality of life among person with dementia in 10
assisted living facilities. Am J Alzheimers Dis Other Demen. 2002; doi: 10.1177/153331750201700508.

9. Hancock GA, Woods B, Challis D, Orrell M. The needs of older people with dementia in residential care.
International Journal of Geriatric Psychiatry 2006; doi: 10.1002/gps.1421.

10. Orrell M, Hancock GA, Galboda Liyanage KC, Woods B, Challis D, Hoe J. The needs of people with dementia in care
homes: the perspectives of users, staff and family caregivers. International Psychogeriatrics 2008; doi: 10.1017/
$1041610208007266.

11. Harper-Ice, G. Daily life in a nursing home Has it changed in 25 years? Journal of Aging Studies 2002; doi:10.1016/
S0890-4065(02)00069-5

12. Den Ouden M, Bleijlevens MH, Meijers JM, Zwakhalen SM, Braun SM, Tan FE, Hamers JP. Daily (In)Activities of
Nursing Home Residents in Their Wards: An Observation Study. Journal of American Medical Directors Association
2015; doi: 10.1016/j.jamda.2015.05.016.

13. Sloane, Ph.D.,, Brooker, D., Cohen, |., Douglass, C., Edelman, P., Fulton, B.R., et al. (2007). Dementia Care Mapping
as a research tool. International Journal of Geriatric Psychiatry, 22, 580 — 589. doi: 10.1002/gps.1721

14. Smit D, De Lange J, Willemse B, Twisk J., Pot AM. Activity involvement and quality of life of people at different
stages of dementia in long term care facilities. Aging & Mental Health 2016; doi:10.1080/13607863.2015.1049
116.



15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

Kuhn D, Fulton BR, Edelman P. Factors influencing participation in activities in dementia care
settings. Alzheimer’s Care Quarterly 2004;5:144-152.

Zimmerman S, Sloan PD, Williams CS, Reeds PS, Preisser JS, Eckert JK, et al. Dementia care
and quality of life in assisted living and nursing homes. The Gerontologist 2005; doi: 10.1093/
geront/45.suppl_1.133.

Dobbs D, Munn J, Zimmerman S, Boustani M, Williams CS, Sloane PD, Reed PS. Characteristics
associated with lower activity involvement in long-term care residents with dementia. The
Gerontologist, 2005; doi: 10.1093/geront/45.suppl_1.81.

Kolanowski A, Buettner L, Litaker M, Yu F. Factors that relate to activity engagement in nursing
home residents. Am J Alzheimers Dis Other Demen. 2006;21:15-22.

Abrahamson K, Clark D, Perkins A, Arling G. Does Cognitive Impairment Influence Quality of Life
Among Nursing Home Residents? The Gerontologist 2012; doi:10.1093/geront/gnr137.

Buettner LL, Fitzsimmons S. Activity calendars for older adults with dementia: what you see is not
what you get. Am J Alzheimers Dis Other Demen. 2003; 18(4):215-26.

Voelkl JE, Winkelhake K, Jeffries J, Yoshioka N. Examination of a Nursing Home Environment: Are
Residents Engaged in Recreation Activities? Therapeutic Recreation Journal 2003;37(4):300-314.
Voelkl JE, Fries BE, Galecki AT. Predictors of Nursing Home Residents’ Participation in Activity
Programs. The Gerontologist 1995;35(1):44-51.

Tak SH, Kedia S, Tongumpun TM, Hong SH. Activity Engagement: Perspectives from Nursing Home

Residents with Dementia. Educational Gerontology 2015; doi: 10.1080/03601277.2014.937217
Cohen-Mansfield J, Dakheel-Ali M, Marx MS. Engagement in persons with dementia: the
concept and its measurement. The American Journal of Geriatric Psychiatry 2009; doi:10.1097/
JGP.0b013e31818f3a52.

Kolanowski A, Bossen A, Hill N, Guzman-Velez E, Litaker M. Factors Associated with sustained
attention during an activity intervention in persons with dementia. Dementia and Geriatric
Cognitive Disorders 2012 doi: 10.1159/000338604 .

Van Beek APA, Frijters DHM, Wagner C, Groenewegen PP, Ribbe MW. Social engagement
and depressive symptoms of elderly residents with dementia: a cross-sectional study of
37 long-term care units. International Psychogeriatrics 2011;doi: https://doi.org/10.1017/
$1041610210002061.

Harmer BJ, Orrell, M. What is meaningful activity for people with dementia living in care homes?
A comparison of the views of older people with dementia, staff and family carers. Aging & Mental
Health 2008;doi: 10.1080/1360786080234019.

Ducak K, Denton M, Elliot G. Implementing Montessori Methods for Dementia in Ontario long-
term care homes: Recreation staff and multidisciplinary consultants’ perceptions of policy and
practice issues. Dementia 2016;, pii: 1471301215625342. [Epub ahead of print]

Buettner LL. Simple Pleasures: A multilevel sensorimotor intervention for nursing home residents
with dementia. Am J Alzheimers Dis Other Demen. 1999;doi: 10.1177/153331759901400103 .
Bates-Jensen BM, Schnelle JF, Alessi CA, Al-Samarrai NR, Levy-Storms L. The Effects of Staffing on
In-Bed Times of Nursing Home Residents. JAGS 2014; 52(6):931-938.

Kuhn D, Edelman P, Fulton BR. Daytime sleep and the threat to well-being of persons with
dementia. Dementia 2005;d0i:10.1177/1471301205051094.

Kolanowski A, Fick DM, Campbell J, Litaker M, Boustani M. A preliminary study
of anticholinergic burden and relationship to a quality of life indicator, engagement in activities,
in nursing home residents with dementia. JAMDA 2009; doi: 10.1016/j.jamda.2008.11.005.
Pulsford D. Therapeutic activities for people with dementia — what, why... and why not? JAN
1997;26:704-709.

Perrin T.Occupational need in severe dementia: a descriptive study. JAN 1997;d0i:10.1046/j.1365-
2648.1997.1997025934.x .

Train GH, Nurock SA, Manela M, Kitchen G, Livingston GA. A qualitative study of the experiences
of long-term care for residents with dementia, their relatives and staff. Aging & Mental Health
2005; doi: 10.1080/13607860412331310236.

Green S, Cooper, BA. Occupation as a Quality of life Constituent: A nursing home perspective.
British Journal of Occupational Therapy 2000;doi: 10.1177/030802260006300104.

Edvardsson D, Petersson L, Sjogren K, Lindkvist M, Sandman PO. Everyday activities for people
with dementia in residential aged care: associations with person-centeredness and quality of life.
International Journal of Older People Nursing 2013; doi: 10.1111/0pn.12030.

Wood W, Womack J, Hooper B. Dying of boredom: an exploratory case study of time use, apparent
affect, and routine activity situations on two Alzheimer’s Special Care Units. The American Journal

Chapter 7

127



39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.
56.

57.

58.

59.

60.

61.

62.

Seize the day!

of Occupational Therapy 2009;63:337-350.

Karasek RA, Theorell T. Healthy work: Stress, productivity and the reconstruction of working life. New York: Basic
books; 1990.

Johnson JV, Hall EM. Job strain, work place social support, and cardiovasculair disease: a cross-sectional study
of a random sample of the Swedish working population. American journal of Public Health 1988;78:1336-1342.
Fleming R, Purandare N. Long-term care for people with dementia: environmental design guidelines. International
Psychogeriatrics 2010;doi: 10.1017/51041610210000438.

Schwarz B, Chaudhury H, Tofle RB. Effect of design interventions on a dementia care setting. Am J Alzheimers Dis
Other Demen. 2004;doi: 10.1177/153331750401900304.

Verbeek H, Zwakhalen SMG, Van Rossum E, Ambergen T, Kempen GIJM, Hamers JPH. Dementia care redesigned:
Effects of small-scale living facilities on residents, their family caregivers, and staff. JAMDA 2010; doi: 10.1016/j.
jamda.2010.08.001.

Smit D, De Lange J, Willemse B, Pot AM. The relationship between small-scale care and activity involvement of
residents with dementia. International Psychogeriatrics 2012; doi: 10.1017/51041610211002377.
Morgan-Brown M, Newton R, Ormerod M. Engaging life in two Irish nursing home units for people with dementia:
Quantitative comparisons before and after implementing household environments. Aging & Mental Health 2013;
doi: https://dx.doi.org/10.1080/13607863.2012.717250.

Cohen-Mansfield J, Thein K, Dakheel-Ali M, Marx MS. The underlying meaning of stimuli: Impact on engagement
of persons with dementia. Psychiatry Res. 2010;doi: 10.1016/j.psychres.2009.02.010.

Cohen-Mansfield J, Thein K, Dakheel-Ali M, Marx MS. Engaging nursing home residents with dementia in
activities: The effects of modeling, presentation order, time of day and setting characteristics. Aging & Mental
Health 2010; doi: 10.1080/1360780903586102.

Kolanowski A, Litaker M, Buettner L, Moeller J, Costa PT. A Randomized Clinical Trial of Theory-Based Activities
for the Behavioral Symptoms of Dementia in Nursing Home Residents. JAGS 2011; doi: 10.1111/j.1532-
5415.2011.03449.x.

LeBlancLA, Cherup SM, Feliciano L, Sidener TM. Using choice-making opportunities toincrease activity engagement
in individuals with dementia. Am J Alzheimers Dis Other Demen. 2006; doi:10.1177/1533317506292183 .

Nolan M, Grant G, Nolan J. Busy doing nothing: activity and interaction levels amongst differing populations of
elderly patients. JAN 1995;22(3):528-38.

Smit D, Willemse B, De Lange J, Pot AM. Wellbeing enhancing occupation and organizational and environmental
contributors in long term dementia care facilities: an explorative study. International Psychogeriatrics 2014; doi:
10.1017/51041610213001397.

Willemse B, Smit D, De Lange J, Pot AM. Nursing home care for people with dementia and residents’ quality of
life, quality of care and staff well-being: Design of the Living Arrangements for people with Dementia (LAD) —
study. BMC Geriatrics 2011;d0i:10.1186/1471-2318-11-11

Te Boekhorst S, Depla MFIA, De Lange J, Pot AM & Eefsting JA. The effects of group living homes on older people
with dementia: a comparison with traditional nursing home care. International Journal of Geriatric Psychiatry
2009; doi: 10.1002/gps.2205.

Te Boekhorst S, Depla MFIA, Pot AM, de Lange J & Eefsting JA. The ideals of group living homes for people
with dementia: do they practice what they preach? InternationalPsychogeriatrics, 2011; doi:10.1017/
$1041610211000858

interRAI (2005). Resident Assessment Instrument. interRAI LTC

Hutchinson AM, Milke DL, Maisey S, Johnson C, Squires JE, Teare G, Estabrooks CA. The Resident Assessment
Instrument-Minimum Data Set 2.0 quality indicators: a systematic review. BMC Health Services Research 2010;
doi: 10.1186/1472-6963-10-166.

ShinJH, Scherer YK. Advantages and disadvantages in using MDS data in nursing research. Journal of Gerontological
Nursing 2009; doi: 10.3928/00989134-20090101-0.

Katz S. Assessing self-maintenance: Activities of daily living, mobility and instrumental activities of daily living.
Journal of quality of life in the frail elderly 1983;31:721-726.

Kaufer DI, Cummings JL, Ketchel P, Smith V, MacMillan A, Shelley T, Lopez OL, DeKosky ST. Validation of the NPI-Q,
a brief clinical form of the Neuropsychiatric Inventory. Journal of Neuropsychiatry and Clinical Neuroscience
2000;12:233-239.

De Jonghe JFM, Kat MG, Kalisvaart CJ, Boelaarts L. Neuropsychiatric Inventory vragenlijst (NPI-Q):
validiteitsaspecten van de Nederlandse versie [Neuropsychiatric Inventory questionnaire (NPI-Q): validity aspects
of the Dutch form]. Tijdschrift voor Gerontologie en Geriatrie 2003;34:74-77.

Morris JN, Fries BE, Mehr DR, Hawes C, Phillips C, Mor V, Lipsitz LA. MDS Cognitive Performance Scale. Journal of
Gerontology 1994;49(3):174-182.

Carless SA, Wearing AJ, Mann L. A Short Measure of Transformational Leadership. Journal of Business and
Psychology 2000;d0i:10.1023/A:1022991115523.



63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.

77.

78.

79.

80.

81.

82.

83.

Edvardsson D, Fetherstonhaugh D, Nay R, Gibson S. Development and initial testing of the Person-
centered Care Assessment Tool (P-CAT). International Psychogeriatrics, 2010;doi: 10.1017/
$1041610209990688.

Trimbos-instituut. Eenduidigheid in Visie op Zorg [Unity in care philosophy]. Utrecht: Trimbos-
instituut; 2010 https://assets.trimbos.nl/docs/d7f965e8-0103-4c84-bb3a-b1036c¢70911d.pdf
Accessed 10 April 2017.

Maas M, Buckwalter K. Final report: Phase Il nursing evaluation research: Alzheimer’s care unit
(RO1 NRO6189-NCNR). Rockville, MD: National Institutes of Health; 1990.

Hausser JA, Mojzisch A, Niesel M, Schulz-Hardt S.. Ten years on: A review of recent research on
the job demand-control (support) model and psychological well-being. Work & Stress 2010;24:1-
35.

Van der Doef M, Maes S. The Leiden Quality of Work Questionnaire: its construction,
factor structure, and psychometric qualities. Psychological Reports 1999; doi: 10.2466/
pr0.1999.85.3.954.

Maslach C, Jackson SE. MBI: Maslach Burnout Inventory: manual research edition. 2 edition. Palo
Alto: Consulting Psychologists Press, Inc; 1986.

Schaufeli W, Dierendonck D. UBOS: Utrechtse Burnout Schaal: Handleiding SWETS. Test Publishers:
Consulting Psychologists Press, Inc; 2000.

Te Boekhorst S, Depla MFIA, De Lange J, Pot AM, Eefsting JA. The ideals of group living home
care for people with dementia: do they practice what they preach? International Psychogeriatrics
2011; doi:10.1017/51041610211000858.

Twisk JWR. Applied Multilevel Analysis: A Practical Guide for Medical Researchers (Practical
Guides to Biostatistics and Epidemiology). Cambridge University Press; 2006.

Perrin T, May H, Anderson E. Wellbeing in dementia, an occupational approach for therapists and
carers, second edition. Edinburgh: Churchill Livingstone Elsevier; 2008.

Elliot GM. Montessori Methods for Dementia, focusing on the person and the prepared
environment. Hamilton, Ontario, Canada: McMaster University; 2011.

Dutch Ministry of Health, Welfare and Sports. Bestuurlijke afspraken ‘Investeren in kwaliteit
verpleeghuiszorg’: Zinvolle daginvulling en deskundig personeel. [Governmental agreements
‘Investing in quality nursing home care’: meaningful occupation and equipped staff.] Den Haag:
Dutch Ministry of Health, Welfare and Sports; 2015. https://www.rijksoverheid.nl/ministeries/
ministerie-van-volksgezondheid-welzijn-en-sport/documenten/rapporten/2015/11/13/
bestuurlijke-afspraken-investeren-in-kwaliteit-verpleeghuiszorg-zinvolle-daginvulling-en-
deskundig-personeel. Accessed 27 December 2016

Beerens HC, Zwakhalen SM, Verbeek H, Tan FES, Jolani S, Downs M, De Boer B, Ruwaard D, Hamers
JP._The relation between mood, activity, and interaction in long-term dementia care. Aging &
Mental Health 2016;13:1-7. [Epub ahead of print]

Te Boekhorst S, Depla MFIA, De Lange J, Pot AM, Eefsting JA. Small-scale group living for
elderly with dementia: a clarification. [Kleinschalig wonen voor ouderen met dementie: een
begripsverheldering]. Tijdschrift voor Gerontologie en Geriatrie 2007;38(1):17-26.

Verbeek H, Van Rossum H, Zwakhalen SMG, Kempen GIJM, Hamers JPH. Small, homelike care
environments for older people with dementia: a literature review. International Psychogeriatrics
2009;doi: 10.1017/51041610208008.

Pol F. Er is pas sprake van kleinschalig wonen als er zelf gekookt wordt [You can only speak of
group living home care when there is being cooked] In Van Waarde, H. (ed), Denkbeelden over
kleinschalig wonen voor mensen met dementie [Images on group living home care for people
with dementia] (pp. 46-61). Houten, Bohn Stafleu van Loghum; 2008.

De Lange J, Willemse B, Smit D, Pot AM. Monitor Woonvormen Dementie. Tien factoren voor een
succesvolle woonvoorziening voor mensen met dementie [The Living Arrangements for people
with Dementia study. Ten factors for a successful living arrangement for people with demential.
Utrecht: Trimbos-instituut; 2011.

Doody O, Doody CM. Transformational leadership in nursing practice. British Journal of Nursing
2012;21(20):1212-1218.

Van Rijn M. Waardigheid en trots, Liefdevolle zorg. Voor onze ouderen. [Dignity and pride: Loving
care. For older adults]. Den Haag: Dutch Ministry of Health, Welfare and Sports; 2015.

Willemse B, De Jonge J, Smit D, Depla M, Pot AM. The moderating role of decision authority
and coworker- and supervisor support on the impact of job demands in nursing homes: A cross-
sectional study. International Journal of Nursing Studies 2012;doi: 10.1016/j.ijnurstu.2012.02.003.
Willemse B, De Jonge J, Smit D, Visser Q, Depla M, Pot AM. Staff’s person-centredness in dementia

Chapter 7

29



84.

85.

86.

87.

Seize the day!

care in relation to job characteristics and job-related well-being: a cross-sectional survey in nursing homes. JAN
2015;doi: 10.1111/jan.12505.

Chomiak A, Eccord M, Frederickson E, Class R, Clickman M, Crigsby, J, et al. Final report: Development and testing
of a minimum data - set accuracy verification protocol. Baltimore: Centers for Medicare &Medicaid Service; 2001.
De Boer B, Beerens HC, Zwakhalen SM, Tan FE, Hamers JP, Verbeek H. Daily lives of residents with dementia in
nursing homes: development of the Maastricht electronic daily life observation tool. International Psychogeriatrics
2016;doi: 10.1017/51041610216000478.

Orsulic-Jenas S, Judge KS, Camp CJ. Montessori-based activities for long-term care residents with
advanced dementia: effects on engagement and affect. Gerontologist 2000;40(1):107-11.

Wood W, Harris S, Snider M, Patchel SA. Activity situations on an Alzheimer’s disease special care unit and
resident environmental interaction, time use, and affect. Am J Alzheimers Dis Other Demen. 2005;doi:
10.1177/153331750502000210.



Chapter 7

Appendix - Chapter 7

131



Seize the day!

SaLUALDR PaZI|_NPIAIPUI JO pE3ISUl

paw.yu0d ‘paipnis Surqesig s9|npayds AjIAnoe paepueis Jo asn
43440 ALIAILDY
paw.lyu0d ‘paipnis 3uigesig 9sn 3nup d1doJjoydAsd
FHNLIND VD

paw.yu0d ‘paipnis Sunqesig Aduspuadap 1av 49y3IH JUSWIA|OAU] |EN)OE pUE 0z£00T
pawJyuod ‘paipnis Sunqesig uawuedw! aAlUS0d JaySiH Apnis ouaJaya4d ‘aunsi9| ‘sBuliayo ‘suowwiszii4
SIN3alsIy 10T |0J3u0d 3se) Jepud|ed AyAapoe uo Apnis pue Jaupang

JUSWIA|OAU|

SWa}l |BUO[IBDII3I JOJOWISUDS 1991UN|OA pue a3pajmouy

pawJyuod ‘palpnis 3ulqeuy 0] ssa22e Apeas pue Ajddns pooo ugisap J4e1s ‘susiA Ajjwey uo 1pedwi

¥3440 ALIAILDY JINO $S01D pue sjyuapisal Jo Joineyaq

pa1saddns Sulgesig $92JN0S2J PUB dWIL} JO SSBUIIOYS yum Apnis uo Swiall |euonealdal spew
Ol1vY 44VIS SS |eauawiiadxy -puey Jo s310942 Yl uo Apnis | ,666T 4aunang

pawJyu0d ‘palpnis Suijqesig 9ouewJoylad aAIUZ0d Ul Swa|qo.d SaLIALDE |eNPIAIPUI

pawJyu0d ‘palpnis 3uljqesig 1@V ul swa|qoid Suipn)oul yuswadedus |edos

pa1saddns Suljgeus $924N0S3J [B120S AUOIA| uo 3ul19S 4B Ul SIIUAIIYIP
'S"u ‘palpnis 3urqesig a3e JaysiH Apnis pue sJ1sId1deIBYD ,SIUSPISA 520102
SIN3aIS3Iy 20S | |euonass ssoud 40 9]04 Auojeuejdxa uo Apnis W FENEETNV[Y

9)eljul pinyj pue
pooy pue Juswadedus |e|dos 0s700T
pawJlyu0d ‘palpnis 3uljqesig |[9A8| Suyjeis moT Apnis ‘das|s awnAep uo sjans| Sul “|e 19 9||auyds
OllvY 44VIS 788 | |euondas sso4) | -4Jeis moj 4o 19949 3yl Apnis of ‘uasuar-saleg

pawJyuod ‘paipnis Suljqeus 1un aJed |epads 3] Jo Al

LNINNOYIANT TVDISAHd -lenb uo sauspa1eIRYD AYjIDRY
pawJyuod ‘palpnis 3uigesig uawuedwi aAnIuS0) Apnis pue jusawuiedw! aAUZ0d 10T “ID
SIN3als3y €86ET | |BUOLDILS S50 40 ddUdN|4UI dY1 Uo Apnis 12 uosweyeliqy

ydJ4easal annel
-1jenb wouy 3nsas Apnis
/ Yyoaeasais anneiquenb Suijqesip syalqns

ui paipnys / paisadsng | / Suiqeuy (s)4ordeq | Apnmis | Apnisjo adAL uonduasap Apnis Jeak / saoyiny

(poyiaw |legMOUS

3uimo||o} ‘ojulydAsd pue 22ua12s Jo gam ‘pawagnd ul [241] Jo Aljenb YO Suiaq|jam YO JUSWBA|0AUI YO JuswW3e3ud YO saniAnde [njSuluesaw YO a4nsia| YO uonednado
40 AuAnoe] Ny [pade ays 4oy sawoy YO 4.3 AlJap|e YO dwoy Buisinu YO aJed wid) Suol] ANV [Sawisyzie YO equswap], Sulis ydleas Suisn) 3un1eJall| ul paisad

-8ns 4o palpnis se aJed eUBWAP WIS} SUO| Ul SIUIPISD JO JUSWDA|OAU] ANALOE JO S1030e) Sul|gesip pue Suljgeua JO M3IAIDAO T Xipuaddy




"JusWaA|oAul Axaloe Jaysiy 03 91NGLIIUOD PIIPUI SIUBUOAWOD 3S3Y] B 30U JO JOYIBYM UleMddUN S| 3| 0S A|93eledas palpnis 10U 9Jam UOLUSAISIUL 3Y3 JO SJUBUOdWod

JUDIBPIP 9Y} UDASMOH "JUDWSA|OAUL AIALIOE UO S10949 aAnisod pey ajoym e se weidoud ay] "wesdoid sapiunyioddo Suiydriug ayi Jo syusuodwod aJe S1010.f 3SaY}

S9LIAL}OE PIIUSLIO
3SE} pUB [|NWLS [BIDOS ‘S3Se} PlIOM

pawJyuod ‘paipnis Suijqeus |eaJ Jo aABeIUSaIdal ‘[INwlS |eay
uonduny aALU30d Usp 91eludoidde pue
pawJyuod ‘palpnis 3ulqeuy -ua3 o1 Ijnwns Jo adAl Jo Juswisnlpy Apnis pasnyau ‘Buiedua aJe ||nwins 9 0TOC /0 12
43440 ALIAILDY €61 | |eauawiIadxy UYa1ym aulwialep 03 Apnis | playsuein-usyod
juedppied
pawJyu0d ‘palpnis Suljqeus 0} 159491ul 3sed JO SaLIALIR BUOIN
43440 ALIAILDVY
'S"u ‘palpnis 3urjqesig suonedIpawW 4o Jaquinu JaysiH
FYNLIND YYD
'S"u ‘palpnis Suigesig Suneay Jood
pawJyu0d ‘palpnis Suiiqeus po03sJapun }|3s Supjel
pawJyu0d ‘palpnis Suiiqeus Alaed yoaads
pawJyu0d ‘palpnis 3urjqesig Suluonouny aaniudod JaysiH
pawJyu0d ‘palpnis 3urjqesig 92uspuadap 1V 49y3iH
pawJyu0d ‘palpnis 3urjqesig xapu| AJipigJowod JaysiH
puaJl ‘palpnis Suiiqeus Jopuagd sjewaS Apnis | 1uawade3us uo sonsiieldeIRYD vz 600C €319
SIN3AIS3IY €6T | |euonaas sS04 |euossad 1oedwi uo Apnis | playsueln-uayo)
Suiaq|om |enualod yoeau
wpawLuod ‘palpnis Surjqeus SIUDPISDJ SULINSUD 3|04 JJBIS J0IUSS
wpawJLuod ‘palpnis Surjqeus Sulures yeis
uonednddo pue
wpawJLuod ‘palpnis Suigeus | Auanoe uny pue ajdwis pazijenpialpul
sysaJajul pue Ajjjeuosiad ‘Asoisiy
wpawLuod ‘palpnis Surjqeus | 31| ‘sanl|ige JO JUSWSSISSE [eNpPIAIPU|
wpawJLuod ‘palpnis Surjqeus Aj1oey ay3 Jo 1no Sumen
wpawLuod ‘palpnis Surjqeus juswdinba pue adeds [eunwiwio)
INININOYIANIT TVIISAHd
«p3WLuod ‘paipnis Suljgeus diyssapea| pue Juswadeuew 3uoils
wpawLuod ‘palpnis Suiqeus 9JBJ P3JIUSI-UOSIDd ugisap s309( (s4e2 JO |opow paseq Ay +200¢ @97 pue
FYNLIND YYD -gNs UlyUM | -IABOE [9A3-InW 3|qeuleisns) | A3jjoop Uaxooig
pa1sadsns 3uljqesig 4e1s Jo Aljigelsu) saunseaw weuSoud santunlioddo payou /00T ‘Asjjoom
Ol1vY 44VI1S STT pajeaday -U3 3y3 Jo 10943 aY3 uo Apnis pue Jsx0049




Seize the day!

'S"u ‘palpnis Suljqeus uoisinoad Alianoe aiey|ioey o1 Sululed|
JUDWIDA|OA
pawJyu0d ‘palpnis Suljqeus ul Alianoe jo Juswagdeinodus Jeis
'S"u ‘palpnis Suljqeus [9A9] uoisinoad Alanoe JaysiH
pawJLyu0d ‘palpnis Suljqeus (329m/1y) 3uswanjonul Ajiweq
Y3440 ALIAILDY
s9ouaJayald pue
'S"u ‘palpnis Surjqeus sanljiqe AJIALOE JO JUDWISSISSE JJe1s
saniARoe
pawJLyu0d ‘palpnis Suljqeus 1UBWISSISSe Ul panjoaul Ajlwed
JYNLIND FHVO
'S"u ‘palpnis Suljqeus 9z1S J9||eWS
'S"u ‘palpnis Suljgeus uonezjuedio 14o4d Jo4
LININNOYIANT TVIISAHd
SanIADOe pPalns
'S"u ‘palpnis Suljgeus apinoJd 03 92ua12dw0d 4O Suljaa4
SNOILd3D¥3d 44V1S
pawJlyu0d ‘palpnis 3urqesig uopiugo)
'S*U ‘palpnis 3uigesig ) ejul poo) Mo
pawJLyu0d ‘palpnis 3urqesig Aduspuadap 1av
'S*U ‘palpnis 3uigesig Aljigoww|
'S"u ‘palpnis 3urjqesig uled
'S"u ‘palpnis 3urqesig swoldwaAs [esoineyag JUSWIA|OAU]
'S"u ‘palpnis Suijqesig uoissaldaq Apnis ANADDE JOMO| YUM Pa1eId0S 41 S00C
SIN3QISTY TZy | |euondas ssosd -se sonsiua30eIeyd uo Apnis "I 13 sqqoQ
Suiuiow
pawJyu0d ‘paipnis 8uljgeus JO pedlsul UOOUJIIYE Y1 Ul SILIANDY
pawJyu0d ‘paipnis Surjqeus Joineyaq 91erudoadde jo 3uijopon
43440 ALIAILDY
(6-%)
pawJyuod ‘paipnis Suiqeus 9|doad jo dnoug |jews Jo 9Juasald [NWIBs yum
pawJyu0d ‘paipnis Suljgeus punoS JO S|9A3| 1BJSPOIA| 1uawade3ua uo s19)43 uon
pawJyu0d ‘paipnis Suljgeus (>4ep 30u) Y31 3Y31q JO [eWION Apnis -ejuasald pue soisia3dRIRYD 5 0T0C /D 13
LININNOYIANI TVIISAHd €671 uonuaAIU| 8umas jo oedwi uo Apnis | playsuen-usyo)




juswagelnodusd / uondelalul

el UaWAP Y3m suositad
104 sa1|1oe} 2Jed wud} Suo) Jo

HEIS UM paulquiod uaym ‘aoeds apis s9jopJe ugisap ayj ul pasn aq p|noys
pawJyuod ‘palpnis Sulqeus -1N0 4O 32uU3saJd pue SSaUI|PWOH AU ETEY] M3INDI SUOLIEPUBWILIODAI [EIUSWIUOL 1 0T0T ‘@Jepuel
1NINNOYIANT TVIISAHd 8T ainjeJall -IAUR YoIym Ajauapl 0y Apmis | -nd pue Sujwald
SjuapisadJ jo agpa
pa1saddns Suljgeus |[mouy| |euoiduny pue |ealydesdolg
pa1sadans Suiigesig AjigIxapul / Suydom pajualio ysel
pawJyuod ‘palpnis Suiiqeus 948D PAJIUII UOSID(
FYNLIND IUVYD
pa1saddns 3ulqesig peop4om y3iy paniadiad saniAnoe AepAiana uj
SNOILd30¥3d 44V1S uonedpnued pue aji| jo Alljenb
pawJyuod ‘palpnis Suiiqeus $39402S 9ALIUS02 JaySIH Apnis ‘91e2 PaJ33UdI JUDIDd UBIM] 1 €T0T
SIN3AIS3Y 99¢7T | |eUOLD3S SSOJD -aq diysuone|as ayy uo Apnis ‘uosspJenpy
JUBWUIINO0S
1nsaJ Apnig 3uljqesig J0 suope|ngaJl pue sa|nJ AALLIISY
Y3H1O0
Heis
1nsaJ Apnis Suijqesig |Jeuonjeatdals Aq papinoid saniAldY
43440 ALIAILDVY siuel
JB1S JO S3LIALDE JO S109Yd -|[nsuod
1nsaJ Apnis Suijqesig [eldoyauUaq Uo I8pajMouy| parwI] Aseuyd
1jnsaJ Apnis Suijgesiag 1USWUOIIAUD }JOM PIJUBIIO dSe| -19s1p SM3IA
FYNLIND YYD -gnw -J93ul duoyd
1jnsaJ Apnis Suijgesiag $92JN0S3J pPAyWI] pue -39]93 paJn} sawoy aJed wua) Suo| ueipeu
OlLvY 44V1S yeis -onJis lwes -8) Ul epquawia( 404 SPOYISIN 8z
1nsaJ Apnis Surjqeus sanges||0d pue yadeuew jo poddng uoneal 8uisn Apnis | 110SS21UO|A JO uoneluswadwi 9T0Z 101||]3 pue
SNOILd3D43d 44V1S -091 /T aAnel|enD pa1daye 1eys sioye} uo Apms uojua(g “eanq




Seize the day!

‘pPasu BWUN
pa402s Ajuowwod 1s0W Se san|
-ABoe dwnAep Suneinwns yum

pawJyu0d ‘palpnis Suigesig Ayeixuy ‘Spasu 1Pwun Jo 3|eas INVD
pawJyu0d ‘palpnis Suigesig uoissaidaq uo 24025 S| dwo2Ino Apnis
pawJyu0d ‘palpnis 3urqesig Aeis jo y13us| Janoys 'SPIdU }DWUN JO S|9AI| Y31y
pawJyu0d ‘palpnis Suigesig 28e ya8unop YHM pa3e|d0sse soislialoeleyd
pawJyu0d ‘palpnis 3urqesig swa|qo.d |esoineyag Apnis pue epuawap yum ajdoad Jo 6900¢C
SIN3AISIY Q€T | |euondas ssoud | spasu dwun Ajauapi 01 Apnis “Ip 32 }200UEH
sanianoe
3nsaJ Apnis Suljgeus |ewJou, Jo an|eA Jo uoniusoday
Ainnoe
1nsaJs Apnis Suljgeus J0O 9210Yd pue J3A0 |0J1U0D SIUSpIsSay
Y3440 ALIAILDY
sjuaplisas Jo Awouoine
3nsaJ Apnis Suijqesig Suniwi) ssupnoJ [euoneziuediQ
3nsaJ Apnis Surjqeus 2Jed jo Aydoso|iyd
3nsaJ Apnis Surjqeus diysiopes| 3uoss SM3IA
3¥NLIND 38VD -131ul pauny (oy1d3ds enuawap jou)
uopeAow SE} -onJ3s -lwas | sawoy Suisinu ul sduewJload
3nsaJ Apnis Surjqeus 10 |9A3] pue Ajljige syuspisay -8euew 3uisn Apnis |euonpednddo 03 3s0W 3INqL4} 9 000 4ad
SIN3AISIY 31ed 0g aAnelenp -uod 1ey3 s1o3oey uo Apnis -00) pue uaaln




pa1s933ns 3ulgesig Jayo Ayanoe jo Anjenb Jood
43440 ALIAILDY
'S'u ‘palpnis 3uigesig asn 3nup 21848uljoydnuy ‘Juswadedus Alanoe
3¥NLIND 34YD pue s3nJp d131auljoydue Jo
pa1sadans Suigesig onel Jjeis mot 95N UDaM19Q UOLIBID0SSE B3
Ol1lvY 44V1S pue equawap YHUm sjuspisal
pa1s933ns 3uigesig uolssasdap paleall-uoN Apnis awoy 3uisinu jo uapang 213 26 600 “|e
SIN3AISIY 9TT | |eUOLIS SS0ID -Jaujjoydue ayl uo Apnis 19 DjSMoue|oy
'S*u ‘palpnis 3uljqesig asn uopedipaw (31dos1oydAsd)
JHNLIND FUVD
pawJyu0d ‘palpnis 3uljqesig Aduapuadap 1av y10q pue ‘sisasajul
pawJyu0d ‘palpnis 8uljgeus 94025 ISININ 42YSIiH payd1ew 1ey3 SanIADIe ‘|9AI)
's'u‘paipnis | Sulgesia Aynissed [IDS 03 paydlew saiALe Ul
‘S*u ‘palpnis 3uljqesig uonelsy |eauswiiadxe | uopedpnJsed pue Jusawadedus e 900C |0
SIN3AISIY 0€ JONO SSOJD) | 4O dwl Jo si031paltd uo Apnis 19 Djsmoue|oy
siaydom Ajinpoe
3 nsaJ Apnis Suijgeus 03 pa3213saJ Jou uoisinoad Auanoy
3 nsaJ Apnis 3uigesig Sal}IALOe pazjuedlo Jo yoeT
9JuaJaaud pue
3 nsaJ Apnis Suijgeus S[|13s 01 paisnipe Jayo Ayanoe paing
Y3440 ALIAILDY
sapiABoe ul Juswade3dua
3 nsaJ Apnis 3uigesig J0 douejiodwi uo I3pajmouy Jo XoeT
Spasau |e1o0s
3 nsaJ Apnis Suiigesig | -oydAsd uano |eaisAyd jo uonezniiolid
FYNLIND FUVD
3 nsaJ Apnis 3uigesig J4B1S JUSIDLYNS JO oeT
1ynsaJ Apnis 3uigesig S[I13}S 4O Yoe]
Ol1vY 44VIS
3 nsaJ Apnis 3uigesig 1S2431Ul JO SSO| / UOLIBALIOW JO XJET
sdnoug Ayuouiw ISENF
1nsaJs Apnig 3uigesig J1Uy3 Ul swa|qouad uoredIUNWWO) Ajlwey g SM3IAJIDIUI -24e2 Ajlwey pue yeis ‘sswoy
juswuJred Heis st dnoJd snooy 9Jed U] eRUAWSP yym sjdoad
3 nsaJ Apnis 3uigesig wl 9ARIU302 03 aNp Sau|Ige 4O SSOT sjuap 3uisn Apnis Aq pauyap se Ayanoe |nj8ul 12 800C ‘|I2440
SIN3IAISIY -1Sa4 /T aALel|enp -ueaw Jo 3dasu0d uo Apnis pue JawJieH




Seize the day!

Jels aJed 9jod jo

saileuuol}
-sanb Jeis pue

"JJe1s aJed 4O syaljaq pue

1ynsaJ Apnis 3urjqesig 1Jed se uaas jou sj uoisinoad Alanoy uoneAIasqo s3umas |exdsoy om} ul syua}
sanliAnoe He1s ¢ play dusied -ed Aeis 11oys pue Aeis Suo|
1ynsaJs Apnis 3urjqesig apinoad Aj9|os s1axiom Alandy Sjuap -njeu Jo spo ‘9y1dsau 3s8uowe s|ans| Alan os S66T ‘UB|ON
Y3440 ALIAILDY | -1l 6 “Yisw paxiN -OB pue uopdeIdIUl U0 Apnis | pue juels ‘uejoN
poylaw JUSWUOJIAUD [9powl
uoneAIasqo | ployasnoy e o3 sswoy uisinu o
10ysdeus | JO UOISISAUOD JOYE pue 24037 €10 ‘posawQ
pawJLu0d ‘palpnis Surjqeus JUSWUOJIAUS P|OY3SNOH Buisn Apnis uonednddo aAldeISIUI pUB pue uoIMapN
1ININNOYIANT TVIISAHd |euoeAIsqO jusawadedus |e1oos uo Apnis ‘umoug-uediop
1uswage8ua uo JuUsWSSasse
1nsaJ Apnis Sunqeuy s9210y2 Ajianoe Suliayo Apnis | 92uauaga4d 9210Yd-7 B JO suols & 900C
43440 ALIAILDY 14 |0J3u0d 3se) -19A ¥ J0 199449 33 uo Apnis “Ib 32 2ue|ga
pa1s933ns 3uigesig saniAnoe dnougd a3ie
43440 ALIAILDV
pa1s933ns 3uigesig asn 3nup o1dosloydAsq
FYNLIND YYD
pa1s933ns 3uigesig S[|13S JO ¥oeq
SNOILd3DYId 44VIS saniAnoe ul uonedpied
pawJtfuod ‘palpnis Surjqesig jJuawJiedwi jeuooun4 suoneAlas uo Sumas a4ed pue JuswJied
paw.tfuod ‘paipnis 3uigesig uawredw! aAnIudo) -qo Suiddew -W| |euonduny pue aARu30d | o 00Z ‘Uew|ap]
SIN3AIS3IY 99T | aJed epuawaq uo dauanjul 3y uo Apnis 13 U0} N4 ‘uyny|
uonuansul Ajianoe
'S"u ‘palpnis Suljqeus SS9USNOLUIIISUOD ue ul Juswadeduasip pue ysel
'S"u ‘palpnis 3urqesig wsipnoINaN uo W} ‘UOLIUINE pUE SI03DE.Y
pawJyu0d ‘palpnis Suljqeus pOOW pa3ei-§|9s dALISOd |el} pa]j0Juod Alljeuosiad pue poow usami < CT0C “’|D
SLN3QIS3y 87T paziwopuey | -aq diysuone|as ayy uo Apnis 12 bjsmoue|oy|
s1sa4a3ul |euostad swoldwaAs |esjoineyaq
pawJLyu0d ‘paipnis Surjqeus puB |9A3) ||1)S Uo paisn(pe salALdY |eld} pa]j0Ju0d | uo uonuaAalul AlAnde paseq e TTOT
43440 ALIAILDV 8¢CT paziwopuey A10ay3 Jo 1030 uo Apmis ‘Bismoue|oy




(,8unjuiys Buiyiou
JO ||e, OU ‘|enplAlpul 3y} Joj S1yauaq

1 nsaJ Apnis Sunqeuy 91 1e 3uj00|) 94ed PaIIUI UOSIDd
3 nsaJ Apnis 3uljqesig S9LIALNDE WOJ) JYauaq panladsad oN
1ynsaJ Apnis 3uljqesig ,qol Aw 1ou,
FHNLIND IHVD
1 nsaJ Apnis 3uljqesig Jeis Jo ssaulioys
OlLvY 44V1S o|qe paJago
3 nsaJ Apnis 3uigesig S[I1S JO 3ae| -|lene 10U sawnAWOoS aue Asyl Aym
1nsas Apnis Surqesig aw Jo yde| uonew SUOSEDJ pUB ‘SSOUDALIDYD
1nsaJ Apnis Sulgesig Spuew?ap paje|aJ yse1 pue jeuoyowy -iojul M3l J19y3 ‘papinoud aue saniande
SNOILd3043d 44V1S ON 2J4njesa onnadesayl yoiym uo Apnis | /66T ‘PIojsind
uonsadang 3urqesig 340M P1E|aJ }SE} UO SNJ04
FHNLIND VD
uonsadsng Sulgesig euaWap Jo 93pajmous| JualdLnNsu| suopeAsas
uonsadsns 3uigesig S[|13S JO ¥oeq -qo Suiddew BlJUSWAP JIASS Ul pasdu
OlLvY 44V1S 60T | 2Jedenuswaqg | [euonednddo Ajnuspl ol Apnis ve L66T ‘UL
Jayo
1ynsaJ Apnis Suljgeus Auanoe dnous |lews pue |enpliAlpu| 109k pue Juawade3us 3 000C
pa1saddns 3urqesig Jayo Ananoe dnoud a8ie |0J3U02-35Ed uo sanIAlROe paseq-14ossay | ‘dwe) pue a8pnr
43440 ALIAILDY 9T | [eyudwiiadx3y -UOIN JO 393443 33 U0 Apnis ‘seuaf-alnsiQ
pa1s9388ns Sunqeuy jJuswuoJiAul Suenwys uonednddQ
INIWNOHYIANT TVIISAHd
sanliAnoe
pa1se33ns 3uigesig [nj3ulueaw pue JuUeA3|aJ JO oeT
43440 ALIAILDVY
pa1se33ns 3uigesig SaIAL1OE PJEMO] Spn1le aAne3aN
FHNLIND VD
pa1se33ns 3ulqeus |[9A8| uoneanp3
pa1sadsns Suljgeus 1B1S JO Junowy saniAnde asay3 Sulnp suon
OILVY 44V1S -1sod Apoq pue syuapisau swoy
pa1sadsns 3uljqesig 9JualIadxa yiom annedaN Apnis Suisanu onewos pue d43el93
pa1sadsns 3uljqesig peopiom ysiH uoneAIasqo |e -oyoAsd jo sanianoe Ajiep syl 1 STOT “|e
SNOILd3043d 44V1S €C¢L | -UORBIIS-5S04) ojul y3isul apiroad 03 Apnis 19 uspnQ usp




Seize the day!

juapisal

1 nsaJ Apnis Suljgeuy yoea Joy suejd Ajianoe ajep o1 dn
saniAnoe
1 nsaJ Apnis Sunqeuy 40 Sutuueld ul syuapisas SUIA|OAU|
sanioeded pue saduaJalaud ‘spasu
1 nsaJ Apnis Suljqeus 0} paJojle)} sanlAlnde |njSulues|n
(sjela1ew ‘uoneliod
3nsaJ Apnis Sunqeuy -sueJ) ‘@2eds) sallALDEe J0) $D2IN0SAY
saniAnoe Suloduo
1ynsaJs Apnis Suijgeus pue JuaPYNS ‘snoliea jo Ajljige|ieny SM3IA
43440 ALIAILDVY -J93ul yadap
1ynsaJ Apnis Suijgeus S|9A3] punos pue ysi| 21e4NJdY Ul pue SMaIA ‘BUAWAP
INININOYIANIT TVIISAHd -431Ul papus UM sjuapisas swoy 3uisinu
(3y81s @A ‘Bunieay ‘swa| uado Joys Aq panieaJad se saniAnoe 01
1 nsaJ Apnis 3uigesig -qoud yoeq *3-9) suonenwi| |eaisAyd yum Apnis SJaluJeq pue JUSWSA|OAUI
SIN3AIS3y LE aAQel|eny Awnnoe jo sadAy uo Apnis | ¢, STOZ “|e 39 YeL
1nsaJ Apnis Sulqeuy weuSoud ANAnDe |esluad JO 3JUasqy
43440 ALIAILDY guiddew
JUSWUOJIAUD 2Jed BUBWIA(Q Apnas ul
1ynsaJ Apnis Suijqeus Supueyua uonoelalul [B120S Suisn Apnis -1NQ1J3U0D |EIUBWIUOIIAUD pue
1ynsaJ Apnis Suljqeus 2Jaydsowie aI|dWoH |euoneAtasqo | |euonezjuedio pue uonednddo e
INININOYIANT TVIISAHd LS anneJo|dx3 40 sadA1 pausyo uo Apnis | €TOT /0 19 WS
'S'u ‘palpnis Suljgesig | Ao} Ul SJUBPISAL JO JBQWINU J3|[BWS
sonsliaoeIRYD 1UdWIBA|OAUI AJIAROE
pawJLyu0d ‘palpnis Suljqeus 24e2 3ulnl| swoy dnoJd 9jeds ||ews Apnis puB 2JEJ 3|eJS ||BWS UaM1S( .
INININOYIANT TVIISAHd LCET | [BUORI3S SSOUD diysuone|as ayy uo Apmis | 10T /0 32 HWS
sapnianoe dnoug
3nsaJ Apnis Surjqeus ||ews Jo uoisinoad ul Suluiesis Jeis
43440 ALIAILDY sdnoJ3
saniAnoe Suipuodsaliod sjuap SN0y ‘qusw
1ynsaJs Apnis Suigesig PUE JUSWUOJIAUS UdaMmlaq deg -I1SaJ 0€ -uoJiAu 3ul
1ynsaJ Apnis Suiqeus JUSWUOJIAUD 3Y|I[SWOH -0z uo -J91|e punoJe AJanijap aued jo suondadiad
LNINOYIANI TVIISAHd | spouad Suiddew JJe1s pue Juapisal uo Ayjioey 2 700T
pa1sa83ns 3uljqesig Janouuny yeis ysiH Suid |eJolABYSq | 248D WJD1 SUO| Ul SUOLUSAIRIUL ‘a)jo) pue Auny
Ol1lvY 44VIS -dew ¢ | 31s9104d 1591944 ugisap JO S199y9 9yl uo Apnis | -pney) ‘ziemyds




wooJ ul Aeys

ueayludis ‘paipnis Suljgesig | 01 9douaJa)aid — seduaJaR4d UONEIOT
uesylusis ‘palpnis Suliqeus 92uaJajaid / aslouadad AlAndy uonedipnied Alanoe
¥3440 ALIAILDY ,S3npe Jap|o jo saduanbasuod
ueayludis ‘paipnis Surjqeus 9ALBLIUI JO SUIS puE S1UdPIIBIUE UO [dpow
ueayludis ‘paipnis Suijqesig uolssasdag SUOIMET UO paseq swesd
uesylusis ‘palpnis paxiN uoniudod Janag -04d Ayianoe uj uopedpnaed
uesylusis ‘palpnis Suliqeus J9puasd sjewad (swajgqoud aaniugod Inoyum
ueayiudis ‘paipnis Suijqesig $92JN0S3J DJBD JO BSN Apnis pue Yyim) syuapisaJt sawoy 22 S66T ‘PI9|eD
SIN3AIS3IY 249°7 | |euondas ssos) | Suisinu jo si03oipatd uo Apnis | pue ‘satid4 ‘PjI9oA
JJB1S pue sJanidaled
Ajlwiey ‘syuapisaJ uo sanl|1oe}
uedyIusis ‘paipnis Suljgeus Ax[1oe) BuInl 91€dS [|lPWS sjuapl Apnis |eyusw 9Je2 eUBWDP UlAl| 9|edS e 0TOC
INININOYIANT TVOISAHd | -S84 6S¢ -11adxa 1senp llews Jo s19314 ay3 uo Apms N CRER EELREN
saniande dnoud jo pealsul
1nsaJ Apnig Suljgeus Spaau |enplAlpul 01 salIAlde paJdo|ie|
43440 ALIAILDV
paoejdau yeis SM3IA s3umas
1ynsaJ Apnis Suijqesig 10U 249M 1BY] JJB1S P3||I)S JO 9L 0€ ‘Senn -J91ul painy 9J4e2 W43} Su0o| Ul eUBWSP
OILVY 44VIS | -elpa /T -ONJ3S 1WAS yum sjdoad pue yeis ‘sisued
3nsaJ Apnis Suijqesig awL} JO )oe| — peo| Yo\ ‘syuapl yum Apnis | Ajiwey jo seouauadxs aanedau < S00C
SNOILd3043d 44V1S -S94 T¢ aAnelleny pue aApisod aojdxa 03 Apnis b 32 uled




Seize the day!

1ynsaJ Apnis Surjgeus | 1uawuoliAuL Suneande Jo ash Supjen
1ynsaJ Apnis Sulgesig e|paw punoJdyoeg 1094e pue
1ININNOYIANI TVIISAHd suooelaul ‘9sn awly ujuId
pasau -Uuod 1jun aJed |ejPads aseasip
1ynsaJ Apnis Suiiqeus AlAnoe 97]US0234 03 JBIS JO S||I)S s,JoWIaYyz|y ue uo suonenyis vs SO00C
UNLIND 34VD L Apnis ased Aunnoe sunnou uo Apnis “Io 32 POO
s9|npayds AlAnde jeuonipeJy Jo
pawJyu0d ‘palpnis Suiiqeus pealsul wes3oad AlAROe Snonuluo)
4e1s Auanoe
1ynsaJ Apnis Surgeus | Ajuoou ‘yeis |je Aq uoisinoid Alanoy
1ynsaJ Apnis Suljqeus uoisinoad AlAnoe uo 23pajmouy
43440 ALIAILDY swa|qoud |esoineyaq
pawJyu0d ‘palpnis Suigesig oneJ JJeis moq uo Sujwwesdoud Ayanoe snon £ 900C
Ol1lvYd 44V1S 06 | [eUOLBAJISSQQ | -ULUOD JO S3IBYS Y} U0 Apmis I 32 1321||OA
s92uaJ9)a4d pue spasu
0} paisnlpy "ainiuuny a1eudosdde
‘S]UBPISaI JO) JUSWUOIIAUD
3nsaJ Apnis Surjqeus SuniAul — JuswuoJIAuS |edISAyd
1NINOYIANI TVIISAHd
JJe1s [euonealdal pue
3nsaJ Apnis Suijqesig 2Jed diysuone|as Supldom 3ndyig
1ynsaJ Apnis Suijqesig aunnoy
1ynsaJ Apnis Suijgesiag $924N0SJ [EUOLIEDIID JO YoET]
3nsaJ Apnis Surjqeus sanianoe ul Ayaliep
Y3440 ALIAILDY
1nsaJ Apnig Suigesig Aydosojiyd yeis pajuslio ysel
JHNLIND FUVI
1nsaJ Apnig 3uljqesig JaAouuny yeis
Ol1vY 44VIS
1nsaJ Apnis 3uljqesig uolissasdag ‘saniAnoe
1nsaJ Apnig 3uljqesig sall|ige uonesuNWWOoI JO 3oeq yeis ul Juswoadedua ,suaplsal Jo
1ynsaJ Apnis Suijqesig aweys se yons suondadsad juapisay UYHM SM3IAID) S92UePJOYE puUe SIalIIeq ‘SI0)
3nsaJ Apnis Suiiqeus S92uUaJ9)a4d |eUOSIad -ut dnou3 snaoy -o1paJud uo suondadiad yeis 1z €00C
1ynsaJ Apnis Suiiqeus sanljige |eaisAyd sanag Hels gzt pue suonea uo pue ‘YJels pue syuspIsSal ‘B)0I1YSOA pue
1nsaJs Apnig 8uljgeus uoniudod Janag Sjuap -19sg0 3uisn JO JUBWIUOJIAUS dwoy Sul salyar ‘ayey
SIN3QIS3Y | -Isad gy Apnisase) | -sunu sy jo asn syl uo Apnis “[UIM ‘PIISOA




Sjuapisal

paw.yuod ‘palpnis Surjqeus JO JUBWIILAU] U] SS9IINS PAAIDIIDJ
's'u ‘palpnis 8ujqesig $5941S YO
paw.yuod ‘palpnis Surjqeus uoneysnes JJoM
SNOILd30Y3d 44V1S
2oueseadde
pawJLYuU0d ‘palpnis 3ulqesig o1eluidoaddeul Jo pswoosdun
paw.yuod ‘palpnis Buijqesig uoissaidag
'S°U ‘palpnis 3uligesig Aupiqiowio)
paw.yuod ‘palpnis Surjqeus JuswWJledwi [euonduny ssa SUOLIBAIDS
pawJLYuU0d ‘palpnis Suljgeus swoldwaAs [ejoineyaq oN -qo Suiddew INDQ Ul siolneyaq pood
paw.yuod ‘palpnis Surjqeus sniels aARIuS0d Janag 2Jed epuawap | 9q 01 SuliapIsuod sapod Aiode
paw.yuod ‘palpnis Surjqeus syuow T > Aeis jo yidua pue syodal -1ed Jolneyaq T adA| Jo / pue
's'u ‘palpnis |eJinaN sniejs |ejlen yeis ‘spodas | ANALROY-QY Ul 70D UO 34005 Jd
'S"u ‘palpnis |edInaN aoey juaned Suisn | -y3iy :pariodal sawo02INQ "B
's'u ‘palpnis |eJinaN Japusn saL|1o.) S Ul Jo Aljenb juapisas 03 paiejal
's'u ‘palpnis |eJinaN 23y Apnis [euon 2Je 2Jed eUBWAP WU Suo) 91 00T D
SIN3aIs3y 147, -39S sS04 JO suUaWd|d yaIym uo Apnis 19 UBWIAWWIZ
3nsaJ Apnis Suijgesiag He1s Ajanoe jo souasqy
uonednddo AepAiana
3nsaJ Apnis Suljgesig | o peaisul s3|npayds AlIANOE UO SNJ04
43440 ALIAILDV
3nsaJ Apnis 3uigesig e|paw punoidyoeq
INIINNOHYIANI TVIISAHd
suonoeJaul
3nsas Apnis Suigesig 1USPISDI-YBIS JO S|9AS| MOT
sanljigeded
pue saAneniul ‘spaau |euonednddo Suiaq
3nsas Apnis Suijqesig S,JUSPIS3J 01 UOLIUSNIE JUBIDYYNSU| -||oM |eUOLIOW?S pue 35N swl
uonednioo Ajlep pue snJS z uo suonenys s 600T
1ynsaJs Apnis Suigesig J0 9ouepodwi Sulpuelsiapun Jo yoe Ananoe sunnou Suowe sdiys 4adooH pue
™UNLIND JHUVD 2 Apnis ase) | -uonejauisiul aJojdxa 01 Apnis | oerWOMN ‘POOM




Seize the day!

'S*U ‘palpnis
'S*U ‘palpnis
'S*U ‘palpnis
'S*U ‘palpnis

pawuyuod ‘palpnis
pawuyuod ‘palpnis
pawuyuod ‘palpnis
pawuyuod ‘palpnis
panoidsip ‘palpnis
pawuyuod ‘palpnis

'S'U ‘palpnis

'S*U ‘palpnis
pawuyuod ‘palpnis

'S*U ‘palpnis

pawuyuod ‘palpnis
pawuyuod ‘palpnis

pawuyuod ‘palpnis

suijqeus
suijqeus
uljgesiq
Suijqeus

|ed3naN
uljgesiq
suijqeus
suijqeus
suijqeus
suijqeus
suijqeus
uljgesiq
suijqeus
suijqeus

suijqeus
uljgesiq

uljgesiq

1INwils Jo asn

saniAnoe ageinodul

aARdadsiad Jaom pazijepads

(d29Mm / 4y) JuswaAjoAul Ajiwie
Y3440 ALIAILDY

(1youd-uou

JO U0} ‘9]eds ||ews 4o 28Je| ‘|opow

M3U Jo |euonipeJy) adAl Anjioe4
1NININOYIANI

SJUIBJISDI Ul PAAISSAO

opnoudAy

9ALBPIS J0 d10ydAsdiue Jo asn

J011g1Yul 95BJ31S2UI|0YD JO IS

Jdom uosiad

aAnIsod /10e3u0d [eaisAyd / ye1s yum

uondeIUI / UOLEIIUNWWOD SALISOd

JUDWISSISSE JUIPISDY

Sujuue|d ased uj soipaweled

Jo suepisAyd Jo JuswaA|oAu|

(401neyaq 2neWSa|qOLd

pue ‘a84eydsip ‘uoissiwpe

uo saoijod) saondesd pue sa19110d

epuawap yym sjdoad 03 yoeouddy
JYNLIND FUVD

Suluiesy yeis |ewuod

1uawieaJ) jeuolssajosdun

Jo |euoissajoud Sulniedau oney

JanouJN} Jeis

sjuswudisse

1uapisal-sapinoad jo Aljiqels
Ol1lvYd 44VIS




Chapter 8 — General discussion



Seize the day!



1. Introduction

The first aim of this study was to clarify the relationship between activity
involvement and daily occupation’ of care home residents with dementia
on the one hand, and their wellbeing and quality of life on the other. Our
second aim was to study whether there was a relationship between various
characteristics of the dementia care home environment and daily occupation
and activity involvement of dementia care home residents. In the existing
literature, activity involvement and daily occupation have been described
as an important need for people with dementia®® '3, yet researchers have
consistently found a lack of stimulating activities in dementia care homes**®.
With our research, we aimed to provide more insight into the potential of
activity involvement to improve the wellbeing of care home residents with
dementia, including residents with severe cognitive impairment, and to
identify potential barriers and facilitators in the nursing home environment
for the involvement of residents in activities and daily occupation.

In the current chapter, our findings are summarized and discussed, by
answering the main research questions of this thesis. Methodological
considerations are addressed, and recommendations for clinical practice,
health care policy and future research are presented.

2. Summary of the main findings

Research question 1:

To what extent is the involvement in activities and daily occupation related to
the quality of life and wellbeing of people with dementia living in care homes?
Is this relationship different for people at different stages of dementia?

Activity involvement is beneficial for the overall quality of life of care home
residents with dementia

In this thesis, we found that overall, residents who were involved in activities for
more than three hours over the course of three days (defined as higher activity
involvement), had a better relationship with their professional caregivers compared
to residents who were less involved in activities. They also had a more positive
mood, less restless behavior, better social relationships with other residents, and
they had something to do more often.

However, higher activity involvement was also related to a less positive self-image
and more social isolation of residents, as compared to those who were involved in
activities for less than three hours over the course of three days (chapter 4).

"We have defined Involvement in activities as engagement in recreational and leisure activities. Examples are
physical exercise, painting, group conversations, singing, and board games.

Daily occupation for people with dementia entails more than activity involvement. Occupation refers to
involvement in recreational and leisure activities, but it also includes having a meal, receiving physical care, taking
interest in a stuffed animal, watering flowers, helping others, social conversation, and so on.
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s

Better care relationship with staff

More positive affect

Less restless behavior +
Better social relationships

More often having something to do

Less positive self-image
More social isolation

Figure 8.1: the relationship between higher activity involvement and domains of quality of life

Certain types of daily occupation are related to higher wellbeing, others are not

Trained researchers observed that residents who were involved in reminiscence, leisure,
expressive and domestic activities experienced higher levels of wellbeing than when they
were involved in other types of occupation. The former were defined as ‘wellbeing-enhancing
occupation’. It must be noted that physical exercise, a type of occupation that has been found to
positively influence wellbeing in earlier research’?, did not take place during the observations in
our study (chapter 3).

In our research using staff observations (chapter 5), we found that the occupation types ‘having
visitors, playing games, physical exercise or sports, reminiscence, and conversation’ had the
strongest relationship with wellbeing. Engaging in domestic tasks, expressive activities and mind
exercises were also related to wellbeing but to a somewhat lower degree. Eating or drinking, and
listening to music or watching TV only had a minor positive relationship with wellbeing.

r

1. Having visitors

2. Playing games / leisure activities
3.  Physical exercise

4. Reminiscence

5. Conversation

6. Domestic tasks

7. Expressive /creative activities

8. Mind exercises

9. Eating or drinking

10. TV or music

Figure 8.2: Overall ranking of the types of occupation that relate to higher wellbeing (from highest to lowest impact
on wellbeing)



Involvement in activities and daily occupation is also important for residents with
severe dementia

In this study, residents with severe dementia and a higher activity involvement
showed a higher quality of life, especially with respect to positive affect and restless
behavior (chapter 4).

In our sample of residents with severe dementia, several types of types of daily
occupation were related to a higher wellbeing as observed by staff, but the types of
occupation that were related to wellbeing were different than for people with less
severe dementia. In people with severe dementia, eating or drinking seemed to
have become more important, as did ‘looking around’. The impact of conversation,
receiving visitors, and physical exercise or sports, was less important for the
wellbeing of residents with severe dementia than for the wellbeing of residents
with fewer disabilities (chapter 5).

Table 8.1: Ranking of the types of occupation that related to higher wellbeing (presented from high-
est to lowest impact on wellbeing) across three groups of residents divided according to their cogni-
tive status, as observed by staff

Mild - moderate Moderate-severe Severe-very severe
dementia! dementia? dementia®

Types of 1. Having visitors 1. Having visitors 1. Playing games
occupation | 2. Playing games 2. Religious activities | 2. Reminiscence
related 3. Physical exercise 3. Playing games 3. Looking around
to higher 4. Reminiscence 4. Domestic tasks 4. Eating and drinking
wellbeing 5. Conversation 5. Physical exercise

6. Creative activities | 6. Reminiscence

7. Domestic tasks 7. Conversation

1CPS score 0 to 3; 2CPS score 4; 3CPS score 5 or 6

Although there is much variation between and within care homes, overall it can
be said that there is only occasional involvement of dementia care home residents
in activities or wellbeing-enhancing types of occupation.

In this study, we found that - despite the increased awareness of the need for
meaningful activities in the literature and long term care policies — residents
were not often engaged in types of occupation or activities that related to higher
wellbeing.

Regarding duration of activity involvement, there was considerable variation in
involvement in activities between residents, also within care homes. Overall, 38.8%
of the residents were involved for less than one hour over the course of three days,
30.2% were involved for one to three hours, and 31% for more than three hours
(chapter 4; see figure 8.3 for the distribution of hours of activity involvement of the
residents in our sample).

With respect to daily occupation, types of occupation that were found to be related
to wellbeing (‘wellbeing-enhancing occupation’) were observed in less than 5% of
the timeframes on average. These observations were conducted by trained observers
(chapter 3). Again, we found much variation between care homes participating in
this study in engaging the observed residents in wellbeing enhancing occupation. In
one care home, residents were engaged in wellbeing enhancing occupation during
25% of the observed timeframes on average. By contrast, in a second care home,
the figure was less than 1% (chapter 3).
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In our study using staff observations, we found that residents were sleeping, eating or drinking,
talking with staff or other residents, or looking around doing nothing for 84% of the observed
one-minute time frames. Again, we found that types of occupation that strongly related to
wellbeing, were infrequently offered (chapter 5).

400 Mean = 2 565
Sid. Dev_= 2,806
N=1144

300 W

200

Frequency

100 |

—e—

I T
fuli] 5,00 10,00 15,00 20,00

hours_involved_during_3_days
Figure 8.3: the distribution of hours of activity involvement of the residents in our study sample (n=1144)

Research question 2:
Which characteristics concerning residents, environment and staff of the care home

influence activity involvement and daily occupation?

Disease-related and socio-demographic characteristics strongly influence the residents’ level
of activity involvement

Physical and cognitive limitations and agitated behavior had a strong, negative impact on
duration of_activity involvement of care home residents with dementia (chapter 7). Behavioral
symptoms physical limitations, as well as age and gender of residents were also associated with
the involvement in fewer different types of activities (chapter 6).

Also, in our data derived from staff observations, we found that residents with more severe
cognitive and physical limitations, were less involved in types of daily occupation that were
associated with higher wellbeing (chapter 5).



Physical and cognitive limitations,
agitated behavior
Physical limitations,
behavioral symptoms, male gender
‘ Physical and cognitive limitations ' - —

Figure 8.4: Resident characteristics that are negatively related to activity involvement and daily
occupation

Small-scale group living home care facilitates the activity involvement of dementia
care home residents

The implementation of more characteristics of small-scale group living home care
(like having a home-like atmosphere, the preparation of meals in a normal kitchen
that is accessible for residents, and residents having a say about when they get out
of bed) was related to involvement in more types of activities in general as well as
in preferred activities. Residents of care homes with more characteristics of group
living home care were more involved in task-related activities, outdoor activities,
leisure activities, physical exercise, and interaction with others. The number of
residents living at the total facility site was not related to involvement in more types
of (preferred) activities (chapter 3).

We found that a smaller number of residents in the total facility predicted more time
of activity involvement (more than one hour a day) among care home residents with
dementia. A higher number of group living home characteristics was also related to
more activity involvement, yet these characteristics were found to have a weaker
relationship with activity involvement than the scale of the facility (chapter 6).

More characteristics of group living
home care \
‘ Fewer residents at the care facility ' - —

Figure 8.5: The positive relationship between small-scale group living home care and activity
involvement

A stimulating environment increases the residents’ involvement in activities and
daily occupation

Based on our resident observations, we found that care homes that frequently
engaged their residents in wellbeing-enhancing types of occupation, more often had
a home-like atmosphere, supported social interaction through the environment,
and did not have a central activity program (chapter 3). Studying predictors of
duration of activity involvement among people living in dementia care homes, we
found a small negative impact of offering activities in a club-wise arrangement.
The presence of a central activity program had no impact on activity involvement.
(chapter 7)
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More involvement in wellbeing enhancing
occupation

Less time involved in activities

Figure 8.6: Environmental features that relate to daily occupation and activity involvement

Staffing levels and the perceived job demands of staff are important predictors of activity
involvement

In this study, we found that a higher educational level of care staff was a main predictor for
more time spent in activity involvement among dementia care home residents. The quantitative
staffing levels (or staff ratios) were also found to be related to higher activity involvement, but
proved to be of less influence than educational level. The percentage of care staff with a higher
educational level, and staff ratios varied considerably between the care homes in our study. The
percentage of staff with educational level 3 or higher ranged from 23% to 100%, whereas the staff
ratios ranged from 14 to 31 hours of care staff a week per resident. Educational level and staff
ratio were not inter-correlated (implying that a low staff ratio was generally not compensated by
higher educated staff, or vice versa).

Moreover, higher job demands (or a higher workload) as perceived by staff were found to be
a main (negative) predictor of activity involvement by residents. Contrary to our expectations,
also higher social supervisor support as perceived by staff was an important negative predictor
of residents’ activity involvement. The same (weak) relationship was found for transformational
leadership and activity involvement.

Other characteristics that were found to relate to activity involvement but were only of minor
influence were: more involvement of family caregivers in the decisions and procedures in the
care for their relative, greater unity in care philosophy, and more help from volunteers at the
facility (chapter 7).

Higher percentage of staff with educational level 3 or higher;
Less job demands perceived by staff
Less supervisor support perceived by staff

Higher staff ratio
Less transformational leadership
More family involvement
Well implemented care philosophy
More assistance from volunteers

Figure 8.7: Characteristics of the organization and culture of the care home that predict activity involvement



3. Reflections on the findings

Our findings show that the involvement in activities and daily occupation by people
with dementia living in care homes should receive a prominent place in care practice
in which maximizing the psychological wellbeing of the residents is a primary
goal. Previous research already showed that people with dementia considered
meaningful activity engagement as one of their core needs'*!°. This need was found
to be largely unmet among care home residents with dementia®>*%*, Qur findings
show that occupation and involvement in activities are more than a luxury wish
for people with dementia. They are related to various aspects of quality of life and
wellbeing and can therefore be perceived as a basic need. This also holds for people
with severe cognitive limitations.

This conclusion is consistent with the recommendations of the World Health
Organization (WHO)*2. When applied to the WHO’s Healthy Aging model, our results
suggest that by facilitating activity engagement or occupation among its residents,
the care environment has the potential to compensate for the functional and
cognitive losses of people with dementia that negatively influence quality of life.
Activity involvement or meaningful occupation may improve functioning, resulting
in higher psychological wellbeing. Thus, care homes must take responsibility for
facilitating higher activity levels among their residents.

That said, one might argue that the relative impact of activity involvement on
quality of life was modest compared to the impact of disease related characteristics.
However, we found that most of the residents were involved in activities for less
than one hour a day. Because duration of activity involvement was not normally
distributed, as illustrated in Figure 8.3, we were not able to use it as a continuous
variable. By dichotomizing the variable, we had to define ‘higher activity
involvement’ as ‘involvement for more than three hours over the course of three
days’. In other words, most residents who comprised the ‘higher activity’ group,
were still unoccupied for the largest part of the day. It is entirely possible that the
effect of activity involvement on quality of life would be much higher if we were
able to compare low activity involvement with activity involvement for a more
substantial part of the day.

The low levels of activity involvement and wellbeing enhancing types of occupation
amongdementiacarehomeresidentsimplythatthereis muchroom forimprovement
in care homes. In our study, we found considerable variation in activity levels of
residents between care homes. Consistent with the literature*?, differences in
staff education, experienced workload and staff ratio seem to be largely responsible
for this variation. Furthermore, while no clear positive effect was found for small-
scale group living home care and residents’ quality of life in previous studies!’?°,
a home-like, small-scale care environment that embodies characteristics of group
living home care does lead to higher levels of occupation and activity involvement.
The extent to which the opportunities of a group living home care environment are
actually used to stimulate and activate its residents might be a key aspect for group
living home care to be effective?’. The fact that the size of a care home is an important
predictor of activity involvement by residents might indicate that, within larger care
facilities, it is more difficult to make the transition towards a care philosophy with
a focus on wellbeing and person-centeredness, with attention for activities and
occupation. In our study we found that a well-implemented care philosophy and
the involvement of family caregivers in the care for their residents facilitate activity
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involvement. All these components point to the need for a culture shift in certain care homes. In
order to meet the need for activity involvement, the principles of small-scale group living home
care must be embraced, leading to more person-centered care, and strong cooperation with
family caregivers. Moreover, care facilities must review their use of the available financial means,
in order to reach higher staffing levels with better educational levels.

However, there was also much variation in the involvement in activities or wellbeing-enhancing
types of occupation of residents within the same care home. Resident characteristics are largely
responsible for this variation, consistent with previous research ¢& 222, These findings address
the need to improve the skills of staff to engage residents who have more complex care needs?.
Furthermore, our findings teach us that certain types of occupation are more important for
residents’ wellbeing than others. While it is always important to adjust activities to personal
preferences and interests®®?, knowing that in general, physical exercise and reminiscence are
more important for wellbeing than for example having a conversation, helps staff to use the
available time most effectively.

4. Methodological considerations

4.1 The Living Arrangements for People with Dementia (LAD-) study

In this thesis, data of three measurement cycles of the LAD-study were used to study activity
involvement and occupation of residents with dementia living in care homes (2008 — 2014).
The main strength of this study is its broad scope in terms of research settings, participants and
measures. In the first two measurement cycles, data were derived from 136 and 144 settings
throughout the country, representing around 10% of the dementia care homesinthe Netherlands.
Data were obtained from 1,327 and 1,389 residents in total. With the selection procedure, we
ensured that the five dominant types of nursing home care for people with dementia in the
Netherlands were represented, ranging from large-scale traditional nursing homes to small-
scale group living home facilities. Therefore, it is likely that these large samples have led to
generalizable results. The large sample sizes also made it possible to use advanced statistics
which enabled us to correct for variance found between individuals that should be attributed to
differences in care settings (clustered data). Because in the third measurement cycle, fewer care
homes participated (n=54), the generalizability of the findings may have decreased.

With the LAD-study, a wide range of data was collected, covering organizational characteristics,
as well as environmental features, staff experiences, resident wellbeing, indicators of quality of
care, and family perceptions. This enabled us to study relationships regarding variables derived
from different sources.

A limitation of the design of the LAD-study is its cross-sectional character. Cross-sectional
data give no certainty about the causality of the relationships found. Although the studied
relationships were based on clear hypotheses to minimize this chance, we cannot rule out that
it is also possible that higher quality of life resulted in higher activity involvement instead of the
other way around. The proposed direction of the relationship between activity involvement and
quality of life was confirmed however by our Dementia Care Mapping and staff observations of
the daily occupation and wellbeing of residents with dementia. With these observations, the
direct impact of occupation on wellbeing was observed repeatedly.

4.2 Measurement instruments for activity involvement and occupation

In this thesis, three different instruments were used to obtain data on the involvement in
activities and occupation of care home residents with dementia. Each instrument suffers from
limitations. The strength of this research lies in the combination of the three instruments, that



together give a clear insight into the current status of activity involvement and
impact on wellbeing.

1. The Activity Pursuit Patterns (APP)

For obtaining information on residents’ involvement in activities, the Activity
Pursuit Pattern (APP) instrument, developed for the Minimal Data Set (MDS)%*,
was used. Little information was available about the psychometric properties of
this instrument333, Before applying it in the first measurement cycle of the LAD-
study, we had no experience with this instrument. We came across important
limitations. We found that in using the original APP, only the number of activities
the person was involved in could be studied in our sample, and not the extent to
which a resident was involved in this activity. Although the APP used in the MDS
also includes a question on how much time the residents are involved in activities
during the day, this question was not accurate due to the broadness of the answer
categories ranging from ‘not involved’, ‘involved for 1/3 of the day’, ‘involved for
2/3 of the day’, to ‘involved almost all day’. Almost all residents in our sample were
classified by staff as being ‘involved in activities for 1/3 of the day’.

For this reason, we extended the APP in the second measurement cycle of the LAD-
study with a time variable. Again, we discovered limitations in using this instrument.
First, the fact that many data were missing in questionnaires raised the question
whether staff were able to reliably recall what residents had done during the past
three days; even more so, because they might not have worked the last three
days, making them dependent on reports or observations of colleagues. It is likely
that our retrospective research method has resulted in an estimation of the time
residents are usually involved in the listed types of activities as perceived by the
care staff, instead of accurate daily records. Secondly, staff sometimes seemed to be
unable to discriminate between active and passive activity involvement, which may
have resulted in an overestimation of activity involvement. For example, there is a
difference between sitting in a room where the radio is on (passive involvement),
and actively listening to one’s favorite music (active involvement). For the activities
talking, watching television and listening to music or radio, the reported time of
involvement was at times so extreme — some people were found to be involved
in watching television for more than 24 hours during the past three days — that
they had to be excluded from analyses to improve the validity of the findings. It
is imaginable that the same problem also occurred for other types of activities,
without being clearly visible in the data.

2. Dementia Care Mapping (DCM) observations

Dementia Care Mapping is sometimes questioned as a research tool since it
was primarily developed to evaluate and improve care practice®*. Although the
observation technique is standardized and performed by trained observers, it has
certain psychometric limitations, such as low variability and low inter rater reliability
in the wellbeing code®. Despite these limitations, DCM can measure behavior and
wellbeing simultaneously, enabling the study of the relationship between both
in detail. The method is costly however, and the presence of the dementia care
mapper might have influenced the observed behavior of both residents and staff.
In 2010, an in-depth study was performed in 10 care homes that participated in
the LAD-study. The general aim was to look closer at the reason why these care
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homes scored particularly high or low on outcomes of staff wellbeing, quality of care and quality
of life. Dementia Care Mapping observations were used to generate information on activity
involvement and wellbeing in this study®. Although the sample size of the observed residents
was rather small, with the DCM method we tried to capture the experience of care from the
perspective of the residents with dementia using standardized methods.

3. Staff observations on occupation and wellbeing

To our knowledge, we were the first to use staff observations of the occurrence of occupation
amongst residents during their shift. The instrument we used was based on behavior and activity
types of the DCM and APP instruments. The instrument was easy to use amongst care staff and
more accurate than the APP, and could therefore constitute a feasible alternative for collecting
data on activity involvement and occupation in large-scale research. After receiving a one-hour
training, observations were performed in 50 of the 54 participating care homes. However, staff
often reported more than one type of occupation during one minute of observation. It may be
better to instruct staff to choose the dominant type of occupation perceived in one minute,
because noting several types of occupation can lead to an overestimation of the effect of less
meaningful types of occupation. For example, when someone participates in a reminiscence
activity while having a cup of tea, we suspect that wellbeing is mainly influenced by the
reminiscence activity rather than drinking tea. Furthermore, more research is needed on the
instrument’s intra- and interrater reliability, and whether the fact that the observations are
conducted by care staff who are also providing care at the same time influences the data. For
example, more activities may be initiated during their observations, or because staff might tend
to report that people enjoy the activities that they organized themselves. Also, there is room for
improvement with regard to the description of the occupation types that were listed.

4.3 Measurement instruments for resident characteristics

To obtain information on the characteristics of residents concerning their level of functional and
cognitive impairment, standardized instruments on physical limitations and cognition were filled
in by a professional caregiver who was familiar with a particular resident. For some instruments,
it has been recommended that the questionnaires concerning these elements should be
completed by two individuals®**’. For feasibility reasons, we sent the questionnaires to one staff
member per resident. We were not able to provide the staff with intensive training on how to
use the instruments. With the data-cleaning process, we found certain peculiarities in our data.
For example, about 1 percent of the sample had a Cognitive Performance Score of 0, indicating
that there were no signs of cognitive problems. Since the persons participating in this study all
lived in dementia care units based on a diagnosis of dementia or other cognitive problems, a
score of 0 is questionable. A possible explanation may be that the type of dementia does not
immediately cause cognitive problems that are detected by the CPS (as can be the case with
Frontal Lobe Dementia, where memory problems and difficulties with time and planning occur
later in the disease process, while substantial behavioral changes can cause a person to need
constant guidance and care).

However, to obtain more insight into the use of the CPS instrument by care staff, Dieneke Smit
(currently working as a director of a dementia care facility — that was not involved in our study)
asked some care staff members to fill in the CPS on residents known to have substantial cognitive
problems. Care staff filled in the questionnaire in pairs. Dieneke noticed that some staff members
greatly overestimated the cognitive abilities of residents as proposed by the CPS. For example,
with the CPS item of the third subscale (concerning expression), care staff sometimes filled in the
answer category ‘the person is understood’, indicating that there were no problems with making



oneself clear. Talking about this, they explained that they knew this resident well,
and always understood what she meant. Also with the wayfinding item of subscale
2 of the CPS (answer categories memory problems yes or no), they argued that
with a little bit of help, the person always knew the way to her own apartment and
thought that the answer was ‘no cognitive problems’.

From this experience, we hypothesize that a very person-centered attitude of care
staff possibly causes them to overestimate the actual abilities of residents.

Thus, having the CPS be filled in by care staff, may have influenced our study data. The
fact that care staff were asked to fill in the questionnaire on resident characteristics
individually instead of in pairs in our study, might have been of influence. But in our
‘experience’, we found that even pairs of care staff could fill in the questionnaire in
another way than intended .

These observational measurement instruments might need a more clear instruction,
or staff members should be trained in how to fill in the questionnaire before use.

5. Implications for practice and health care policy
Several recommendations for health care practice and policy can be made based on
the results of the research conducted in this thesis.

5.1 A change in perception of the content of nursing home care is needed:
involving residents in activities is just as vital for resident wellbeing as providing
physical care

Traditionally, the nursing home environment was primarily focused on the physical
care and medical treatment of residents with dementia. In recent decades, care
professionals have recognized the value of a person-centered approach for the
individual resident, with a focus on wellbeing. Our findings reveal the large potential
of involvement in activities for several outcomes of quality of life for residents
with dementia. We therefore recommend that involvement in activities should
be perceived as a core element in long-term dementia care. Since involvement in
activities by the residents in our study samples was generally low, we think there
is much to gain when it comes to wellbeing. To implement activity provision in
dementia care practice, we present the following recommendations.

Care managers need to include meaningful occupation in the care home’s care
philosophy

It has been stated that the low involvement in activities by residents with dementia
is mainly attributable to the lack of value care professionals accord this issue
with respect to a resident’s wellbeing!*%®. If care managers truly want wellbeing
enhancing occupation or activity provision to become a key aspect of the care for
residents with dementia, this should be addressed accordingly in the care homes’
care philosophy.

In previous research, a clear care philosophy for staff, management, as well as
family, was found to be a key factor in providing high quality care, because it serves
as a guide in how to deliver care, and it provides answers in difficult situations®.
Having a clear care philosophy ensures that all those involved in the care for people
with dementia serve a common goal and have common standards on how this care
should look. A care philosophy only serves its purpose when it is well implemented.
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This means that care staff must be aware of the care philosophy and be taught how to work
accordingly. The daily work should be discussed in alignment with the care philosophy on a
frequent basis®.

Every staff member providing direct care for residents should facilitate activity involvement

We advocate that activities or meaningful occupation should (also) be provided by the regular
care staff, and not solely be the responsibility of recreational or activity workers. Therefore,
regular care staff should learn how to integrate meaningful activities or occupation in the daily
care for their residents, even when residents have complex care needs (see also 5.3).

In our study, we noticed that having a central activity program or activities provided in clubs,
might result in lower activity involvement. We suspect that these elements result in regular care
staff not feeling responsible for activities other than specially organized activities*.

Attracting not only Certified Nursing Assistants or Registered Nurses to provide the daily care to
residents, but also staff with a wellbeing-oriented background such as a recreational worker or
social worker, might make it easier to incorporate activity provision into daily care practice. As
was described in the literature, it is helpful to combine staff with various education backgrounds
so that both the physical and the emotional aspects of long-term care are taken into account in
the normal living environment of residents®.

Meaningful occupation can best be admitted as a core goal in the personal care plan

In our study, we found that a large proportion of the observed residents were involved in hardly
any activities throughout the day (38.8%). A good way to increase awareness of the need for
occupation on a daily basis, might be to include meaningful occupation (adjusted to one’s
preferences and abilities) as one of the core goals of a resident’s personal care plan.

In the Netherlands, working with a personal care plan for each resident is a quality demand by
the Dutch Healthcare Inspectorate®. This personal care plan must contain the primary goals
regarding care for the person with dementia, that reflect the needs and wishes of the resident
and his or her representatives (instead of primarily focusing on disease-related problems). In
many care homes, care staff keep these goals in mind when writing their daily resident reports.

The responsibility of care homes to provide meaningful occupation to their residents should be
addressed in healthcare policy

In order to substantially increase activity involvement and occupation among residents with
dementia, we recommend that care homes be stimulated in this respect by governmental
support and regulations. The limited attention to activities by care homes and the need for the
development of skills amongst care staff, as our results point out, have recently been recognized
by the Dutch government®. Care homes are receiving substantial subsidies when they stimulate
activity provision by their care staff, during the period from 2016-2020. Furthermore, meaningful
occupation is also integrated in the new ‘Quality framework’*? that has been developed and
commissioned by the Dutch government. With this Quality framework, care homes are required
to report on the way they address the need for meaningful occupation for their residents in
their annual reports. Presumably this will also be checked by the Healthcare Inspectorate. The
Dutch Healthcare Inspectorate is currently developing a new way of measuring quality of care
within care homes*. Instead of checking mainly procedures and protocols, they also try to obtain
information about the actual care, guidance and attention that is provided by the care home.
Hopefully, these developments will lead not only to increased recognition of the importance of
activity provision, but also to increased sustainable knowledge and skills among care staff in this
field.




5.2 Knowing the residents is a precondition for activity involvement that is aligned
with the person’s needs

In order to offer appropriate activities to more impaired residents, care staff must be
aware of the cognitive and functional abilities of each individual resident!>?4>, Also,
a more person-centered attitude among staff, knowing more about the resident’s
life history, specific interests, and preferred activities, might result in a better suited
activity program?.

In our study, we found that people with more severe dementia benefitted from other
types of occupation than residents who were less cognitively impaired. In addition,
more physical limitations predicted lower activity involvement. And residents with
agitated behavior were found to be less involved in activities than residents without
these behavioral symptoms. Research has shown that when activities are tailored
to the individual functional level (for example, using larger ball or a balloon in a
ball game, or transferring from verbal into nonverbal communication or singing),
residents who suffer from agitated behavior could stay involved?’.

We also found that being male was correlated with involvement in fewer types of
activities. We suspect that the predominantly female care staff find it harder to
engage male residents in activities. Increasing their knowledge on the personality
and preferences of their residents would enable them to provide more suitable
activities.

5.3 Care staff must be taught what meaningful occupation entails, and how to
integrate activity provision within their daily work

Based on the results of this study, for the sake of the wellbeing of people with
dementia, itisnolongeracceptable that providing activities or facilitating meaningful
occupation, plays little or no part in the education of care staff in the Netherlands.
The training course for Certified Nursing Assistants (CNAs), Nursing Aids (NAs) or
Registered Nurses (RNs) was — and still is — mainly focused on the physical care and
guidance of nursing home residents. Providing activities is the specialism of trained
activity or recreational workers. In many care homes, this task differentiation is still
present. Not surprisingly, care staff perceive providing activities to be the task of the
recreation worker?’, and the activity involvement of residents sometimes depends
on the presence of such a colleague.

Engaging care home residents with dementia in activities requires knowledge,
creativity and ideas to engage people with severe functional limitations and who are
less capable of initiating activities themselves, in a meaningful way?>#’. To increase
involvement in meaningful activities or occupation, we therefore recommend that
care staff should receive more training on the job and in college, on how to make
occupation meaningful, i.e., aligned to the residents’ needs, and how to offer or
facilitate this.

Facilitating activity involvement and meaningful occupation should be included in
the education program of RNs, NAs and CNAs
Although colleges try to place a larger emphasis on wellbeing in their curriculum
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for their nursing education programs nowadays, they still inadequately address the provision of
meaningful occupation or activities in general. Where students did receive lessons on activity
provision, we found the program to be outdated, focusing on traditional group activities that are
not adjusted to the individual needs and functioning level of residents*. There is a gap between
skills that are needed in care practice, and skills that are being taught. Teachers often have little
working experience of care practice, or may have left care practice years ago when there was little
knowledge of or attention for the psychological needs of care home residents with dementia.
Moreover, colleges do not seem to base their curriculum on the latest knowledge available. To
address the need for more multitask care staff in care practice, colleges are merging different
education profiles to create professionals who can both provide physical as well as emotional
care and are focused on wellbeing®. However, we believe that the care students’ knowledge
level can be further improved by better awareness of the ‘state of the art of dementia care’. At
the same time, care professionals should be aware of the curriculum and willing to help develop
it, thereby building bridges between practice and theory*.

Current care staff of dementia care homes should be trained in meaningful activity provision as
well

To change care practice, the current care professionals should be educated to provide or organize
meaningful occupation for their residents®. Many staff who had no training in activity provision,
feel uncertain about facilitating meaningful occupation and activities. They need to know what
constitutes meaningful occupation for people with dementia, expand their knowledge on creating
personally meaningful activities, and on how to offer these activities to the individual residents
within their capabilities?’. With this knowledge, care staff will become equipped to spend their
time in a more beneficial way in terms of resident wellbeing. An example that emerged from our
study was that without spending extra time, care staff could engage in reminiscence instead of
merely making small talk, with a positive impact on wellbeing.

Secondly, with the overall increasing care dependency of residents in long-term care homes,
it is important to train care staff in assessing the capabilities and interests of residents, and
to develop activity skills accordingly. Our findings suggest that residents with severe dementia
still benefit from activity involvement. However, we found that activity levels were far lower
among people with severe dementia. Engaging severely impaired residents in activities
requires expertise and the use of adapted materials, based on the (limited) capabilities that are
preserved®#>% Literature shows that by training care staff to adapt activities to the needs and
wishes of people with dementia, the wellbeing and functioning level of residents improved, and
the use of psychotropic medication decreased?.

Furthermore, staff have to acquire skills on how to use the environment (see 5.4), and make
activity material available for their residents. This also includes knowing how to actually use
material for activities for residents with different preferences and functioning levels (for example
physical exercise, sensory stimulation, reminiscence activities, music activities).

In addition, staff must learn to integrate physical care with meaningful occupation when the
resident’s care demands increase; for example, by singing, playing someone’s favorite music, or
giving a massage while bathing. It is about making contact, and taking the time to do so?’.

Most importantly, the care management has to facilitate the change towards activity provision
and create a supportive environment for this purpose. New knowledge does not in itself lead to
a real change of practice. Whereas a proper training program is important, change of practice
depends on the staff’s motivation to adequately follow the program, use the derived knowledge,
and feel the confidence and support to apply it in practice®.




5.4 Care homes should become a stimulating environment that lowers the
threshold for staff to provide activities

We recommend that care homes should create a stimulating environment (in terms
of a home-like ambiance, an accessible kitchen, pets to care for, an aquarium to
look at, magazines, old photographs, a radio playing old and familiar tunes) that
lowers the threshold for staff to engage residents in an activity.

People with dementia lose the ability to initiate activities on their own. They need
verbal or visual cues to be involved in occupation®. It is suggested that activity
involvement might be improved by alterations to the physical environment which
facilitate active participation of residents in household activities®. In this study, we
found that an environment that stimulated social conversation (by the arrangement
of furniture), and a homelike environment seemed to contribute to higher activity
levels.

Furthermore, based on the preferences and functioning level of the individual
residents of a dementia care unit, material should be purchased or collected from
the resident’s former home to create the most suitable environment for the current
group of residents of the dementia care unit.

However, a small sample study by Wood et al.?* showed that residents with dementia
were not more active in a more stimulating environment because staff did not offer
the material. A proper implementation of how to make use of the environment in
order to stimulate residents should therefore not be overlooked.

Nursing home care can best be provided in care homes with smaller resident
numbers and a homelike ambiance

Although in previous research, no direct relationship between small-scale group
living home care and quality of life was found'’*%, our findings indicate that these
facilities are beneficial for residents in terms of daily occupation and activities.

In this study, we repeatedly found that a care environment with more characteristics
of group living home care was related to higher activity involvement. It seems
the homelike environment might provide more opportunities for residents to
be engaged in meaningful occupation®, and make it easier to offer activities to
residents as suggested above.

Although group living home care characteristics can also be implemented in a
large-scale care home, we found evidence that higher levels of activity involvement
among residents are present within smaller care homes. In the Netherlands, many
care facilities try to offer group living home care in larger clusters of resident groups
nowadays. Our data suggest that providing small-scale care within a large-scale
setting, might not be a good alternative for the archetypal® small-scale group living
home care in terms of their residents’ occupation. Perhaps, providing care on a
large scale makes it more difficult for the care facility to provide truly individually
tailored care, based on the personal contact with residents and family caregivers.
Furthermore, it is possible that making the transition from traditional medically
oriented nursing home care towards a care home that is aimed at maximizing
wellbeing, is harder to achieve in larger care homes. These care homes often have
a long history of providing nursing home care for residents with dementia, and a
transition would require enormous alterations in care culture and work style of
both care staff and management.
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Care homes should recognize the potential of technological devices to assist care staff in fulfilling
the need for activity involvement

We recommend that care homes should make optimal use of the technological aids available
that can help to pleasantly activate or stimulate their residents with dementia.

Our study findings point to the fact that many residents with dementia are unoccupied for
large parts of the day, and that job demands as experienced by care staff result in lower activity
involvement. Since in our data-cleaning process, we found residents to be watching TV for up to
8 hours a day, we suspect that this is a consequence of care staff often experiencing insufficient
time to involve residents in activities.

Today, there are many technological devices available that can be used for activities with people
with dementia. Examples are the robot seal ‘Paro’*® that reacts on being touched, by moving
and producing sounds; the ‘Tovertafel’> (Magic Table) that projects interactive virtual games
onto a table; the ‘CRDL>® that produces 20 different sounds types when two persons connect to
the object that looks like a wooden baseball; the ‘Qwiek-up’>® that projects calming or familiar
images on the ceiling, for example when receiving care on the bed; ‘snoezel’ bathtubs with
bubbles designed for emotion-oriented care; but also simply laptops and tablets to Skype with
family and play virtual games or look at photographs; iPods to play favorite music on a playlist;
smart TVs to watch nostalgic programs and many more.

Three major objections arise regarding the use of these technological devices. First, most devices
are costly. Second, people are afraid that these devices will replace the attention that staff can
give. Third, people think that high tech devices do not fit with the altered perception of a person
with dementia and therefore should not be used.

But taking into account the limited amount of time available to care staff to provide personal
attention and activities, and the fact that devices can often be purchased using funds, they may
be an excellent way to entertain residents with dementia when their caregivers are engaged with
other residents. When the devices are implemented well and staff have learned how to use them,
they can provide residents with extra meaningful types of activities, that are perfectly adjusted
to the residents’ functioning level and that are aimed at stimulation, activation or relaxation.

5.5 Cooperation with family members is essential for residents to ‘continue to live their lives’
To maximize the wellbeing of care home residents with dementia, continuous involvement of
their relatives is vital. Therefore, care homes must invest in this relationship.

The results of this study point to the importance of family involvement in the care for residents
with dementia, in two ways. First, we found that having visitors was strongly related to the
wellbeing of residents with dementia. It can be a challenge to keep family members involved
in the lives of their relative. Visiting a relative with dementia is sometimes difficult for family
members. Naturally, the past relationship with the person with dementia plays a role, as well as
opportunities to visit, the relative’s own health condition, transport possibilities, etc. But family
members also struggle sometimes with the impact that the progressive dementia syndrome has
on their relative, as well on co-residents, in terms of cognitive abilities and changed behavior.
In order to keep family members involved, it is important to give them proper support and
information to cope with the dementia process and accompanying loss. They also find it hard
sometimes, to make contact with their relative, or do not know what to do during their visit.
Giving relatives suggestions about what they can do, for example go on an outing, play a game,
or help with preparing dinner, can make them more at ease in the contact with their relative®.
Itis also essential that relatives feel appreciated in the care home and feel welcome at any time.
Secondly, we found that both the level of involvement of relatives in decision-making about the
care thatis delivered, and better communication with relatives and staff, predicted higher activity



involvement. Meaningful occupation is seen as an important aspect of quality of
care by family caregivers®®. Their involvement in decision making might lead to a
better advocacy regarding the provision of activities to their relative with dementia.
Much can be improved in involving family in the care for relatives with dementia. In
this case, the dementia care home sector still suffers from its history. Originally, the
nursing home constituted a hospital-like setting where the medical staff controlled
the treatment and care of their patients. Nursing homes took over the care from the
family caregiver, and had set visiting hours®?. Even today, family members are not
always welcome at multidisciplinary meetings to discuss the care for the resident
with dementia®2. When a person with dementia moves into a care home, it should
be explained to the family that they are essential in maximizing their relative’s
wellbeing in the care home. Family members are essential for informing the care
staff about personal history, someone’s personality, preferences, needs, and wishes.
They must be assured that they are still involved in decision-making concerning the
care for their relative. And with mutual responsibility, family members and care
professionals must look for opportunities for visits or other moments of contact,
and whenever possible, continue the activities that the client was used to do before
moving to the care home.

5.6 Care homes should embrace the potential of volunteers and discover their
needs and motivation in order to get and keep them on board

Under the right circumstances, the help of volunteers can substantially contribute
to the activation and occupation of care home residents with dementia. This
study showed that more hours of help from volunteers was related to higher
activity involvement among care home residents with dementia. When financial
and human resources are limited, the assistance of volunteers might be a good
alternative to keeping residents involved in meaningful activities. Earlier, we found
that there is much variety in the number and quality of volunteers available in care
homes®. Many care homes were found to experience difficulties in finding and
engaging volunteers. Care homes that were supported by numerous volunteers
report that it requires creativity and reciprocity to attract and keep volunteers.
This suggests that a culture change is needed: from care homes where volunteers
are perceived as outsiders who come to contribute to the organization as a cheap
workforce, to a place where they are truly part of the organization, where they feel
welcome and where they contribute but also gain from their work; for example, by
receiving opportunities to learn, experiencing being part of a team, deriving mental
satisfaction, or receiving support in a job finding process.

5.7 Care staff must be supported in the increasing care needs of residents
by training in the latest standards of dementia care and by embracing their
aspirations, creativity and ideas for a better life for residents

To improve the activity levels of residents with dementia, care staff must be
adequately equipped to provide good quality dementia care. In our study we found
that higher job demands as perceived by care staff strongly predicted residents’
lower activity involvement. Over the years, several organizational strategies to
reduce job demands and job strain have been proposed, such as according staff
greater influence in making their own working schedules®®, giving them more
decision authority®, reconsidering time-consuming rules and regulations (which

ISCUSSIion

Chapter 8 - General d

163



Seize the day!

the Dutch government is currently addressing)®, or replacing working routines by the provision
of person-centered care®.

However, a first step in supporting care staff is acknowledging that caring for people with dementia
isa complex job. Often, it is done by individuals with a low education level, and in some countries,
by some who did not receive training in caring for people with dementia at all®. Providing good
dementia care requires certain skills. These skills encompass having knowledge of the dementia
syndrome, providing person-centered care, being able to make contact with residents, being a
good observer, being able to deal with complex behavior, and being creative®%%’. These skills
must be trained when they are not yet present .

Care homes must teach staff to use activity provision to manage complex behavior or to make
contact with people with severe dementia, instead of taking restrictive measures or feeling
unable to comfort a person with severe dementia. This might increase their experienced working
competence, which can protect them from job strain®. It might also make their work more
meaningful. It is important to support initiatives that come from care staff, embrace staff’s own
creativity, let staff make their own choices in education programs so that they learn what they
find of interest and what they are motivated for, and give staff room to learn from each other.
Furthermore, management can support care staff by organizing regular meetings to discuss the
behavior of residents with the care home’s psychologist, and by facilitating peer supervision.

5.8 Proper staffing levels in care homes are essential for good care provision and need to be
ensured. Therefore, care homes must evaluate their use of the available means

Job demands as experienced by care staff are at least partly caused by inadequate staffing
levels, since these factors were correlated in this study. Both a higher staff ratio and a higher
educational level of staff were related to greater activity involvement by people with dementia
living in care homes. Although it was found that the quality of care did not entirely depend on
the staffing levels within care homes®, care managers cannot expect their care staff to provide
activities to their residents, when they have to take care of 10 residents on their own for the best
part of the day.

Based on the Quality framework that calls for more staff in dementia care homes, the Dutch
Government has recently decided that from 2018, 435 million Euro will be made available to
secure higher staffing levels in all care homes.

However, extra money will not be the full solution to the problem. In our study, we found
considerable variation in staffing levels between care homes. Whereas the mean staffing level
was 21 hours of staff per week per resident, the actual levels varied from 14 to 31 hours a week
per resident. These differences are striking, since the care homes participating in this study were
all state financed and delivered care to the same types of residents, and therefore received
virtually equal governmental funding for each resident they cared for. Staff ratio and educational
level were not found to be correlated, in other words, a higher staffing level was not compensated
by a higher percentage of staff with a lower educational level. This indicates that other financial
choices are responsible for the variation in staffing levels, for example overhead costs. This insight
prompts an urgent call for care homes to look into the distribution of their financial means. A less
hierarchical organization of the larger care providers and a reduction of overhead costs, might
be a key factor in better allocation of the available means. This recommendation supports the
conclusion of the Dutch Healthcare Authority, that also noticed a large variation in staffing levels,
and called for the careful evaluation of the differences in spending the available means between
care homes™.



5.9 The care sector must restore a positive image of working in long-term
dementia care

Working in long-term care for older people has acquired a negative image over the
years. The work is relatively low paid and the career perspectives are limited. People
work irregular hours and often there are no fulltime jobs available. This image as
well as the working conditions must be improved, in order to attract and keep more
workers in this sector. The 435 million Euro allocated by the Dutch government are
meant to create 7,000 extra fulltime jobs, but many care homes already struggle
to fill their current vacancies with equipped care staff’2. Showing society that
working in nursing home care also includes fulfilling the residents’ need for activity
involvement and thereby making time for making true contact and having fun with
residents, will help restore the sector’s image.

6. Implications for future research
Based on this study, we make the following recommendations for further research.

6.1 The maximum potential of activity involvement can best be studied with
longitudinal research

In our study, we found that activity involvement and resident wellbeing were related,
as measured at a single point in time. Our study does not provide evidence that
‘regular activity involvement’ or daily occupation also affects wellbeing or quality of
life in the long run. Therefore, longitudinal research is needed.

Conducting longitudinal research among people with dementia is a complex task,
due to the progressive nature of the dementia syndrome that can influence (bias)
the results. Still, we argue for this kind of research, to obtain more insight into the
effect of activity involvement on quality of life or wellbeing. The research would also
shed light on the effects on cognition, functioning level and behavioral symptoms,
as well as contact with the social environment, involvement of family members and
volunteers, and family satisfaction and the mental health of informal caregivers.
As stated in the Healthy Aging model of the WHO?, it is important to look not only
at the characteristics of a disease, but to also at how these characteristics interact
with trajectories of functioning. Perhaps, with the right amount of occupation or
with the right activities, the usual trajectory of deterioration due to the dementia
syndrome can be mitigated.

A good example of a relatively small study on the effect of individually adjusted
activities on quality of life is the Enriching Opportunities program, that was
completed in the UK. In this study, an intervention of increasing meaningful
occupation in nursing home units with the regular care staff, was studied with a
repeated measures within-subjects design. Both qualitative and quantitative data
were collected for 127 residents at three points in time during a 12-month period,
with a follow-up seven to 14 months later, demonstrating a positive impact of the
program on wellbeing and a reduction in levels of depression. This type of research
could lead to recommendations for care practice to implement such interventions.
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6.2 Monitoring of care for people with dementia provided in care homes should be continued
In order to further improve nursing home care in the Netherlands for people with dementia, we
strongly recommend that the Dutch government put more emphasis on monitoring research
and making optimal use of the knowledge that has already been generated by several research
institutes.

The LAD-study gave us the opportunity to monitor the developments in long-term dementia care
in the Netherlands, and to study questions of policy makers as well as care practice, and provide
recommendations. We found that when the Dutch government decided that care homes should
cover a part of the financial costs themselves, many care homes stopped participating. At that
time, care homes were asked to participate in other studies by other research teams as well,
often with similar study aims.

Monitoring is extremely important in order evaluate all developments that take place in nursing
home care for people with dementia. Examples are the introduction of the Quality Framework?*?
and the extra financial means that the Dutch government has made available for both daily
occupation and staff education®®. Another example is the impact of the decreasing work force
in dementia care due to the aging population and the increasing care demands of dementia
care home residents. However, monitoring must be done efficiently, with the collaboration of
various research institutes, to avoid collecting the same data with different instruments, and to
make sure care practice can actually use the data that is collected (for example for accountability
purposes), making it worthwhile for care homes to invest in participation.

With the ‘Delta-plan for Dementia’”® that was initiated in 2013, research institutes and care
professionals are encouraged to work collectively on improvements in dementia care. However,
the focus mainly lies on innovative research projects (such as alternative day care projects, use of
new technological aids, studying the benefits of physical exercise programs, development of new
programs for the support of informal caregivers), whereas we believe that it is also necessary to
monitor current practice for providing recommendations for improvement.

6.3 Both the research field and care practice would benefit from further development of our
instrument that uses staff observations for daily occupation and wellbeing

As described in chapter 5 of this thesis, we have used staff observations to derive information
about the daily occupation of care home residents with dementia and their wellbeing. We believe
that this instrument has the potential to adequately measure daily occupation and wellbeing on
a large scale and should therefore be developed further.

Our study results when using this method were in line with previous research, although we did
find several points for improvement concerning the description of the classification categories
as well as the distinction between types of occupation. The instrument should also be tested for
intra- and interrater reliability.

Whereas further development of the instrument may lead to a feasible alternative to collecting
data, it could also be used to increase awareness among care staff of the effect of meaningful
occupation on residents’ wellbeing , and the actual level of wellbeing enhancing types of
occupation with their own care practice. Currently, Dementia Care Mapping is increasingly used
for this purpose’. Dementia Care Mapping is more complex in use however, and the observers
must undergo thorough training. Our proposed alternative measure has the potential to be more
feasible, and can be widely used in care practice.



6.4 The role of activity involvement as part of the impact of small-scale group
living on resident wellbeing should be further investigated

In previous research, no strong evidence was found for the beneficial effect of
small-scale group living home care on resident quality of life?”'°. However, in this
study, we found that small-scale care was related to higher activity involvement,
and higher activity involvement was related to better quality of life. This implies
that activity involvement might act as a mediating variable in the potential effect of
group living home on quality of life. In other words, the effect of group living home
care on quality of life might be determined by the extent to which the environmental
stimuli and compensations for which the concept was intended?, are actually used.
Further research should point out if this assumption is correct.

6.5 Additional research on the role of family in enabling care home residents to
continue to live a meaningful life is needed

It would be helpful to further study the role of family involvement and its impact
on residents’ wellbeing. The participation of family members in the care for their
relative is a hot topic in dementia care practice. Besides the (politically driven) idea
that family caregivers should contribute to daily care practice for financial reasons,
in light of the aging population, it is increasingly recognized that family involvement
is essential for other reasons. These include advocacy on behalf of the residents’
needs and wishes, and providing the care home with information about a resident’s
life history and personal habits in order to enable person-centered care. Despite
the availability of tools and shared experiences between care organizations’s,
care homes still have difficulties with regard to increasing the involvement of and
cooperation with family members. More in-depth research might contribute to
solving this problem.

6.6 The determinants of job demands (or work pressure) among care staff need
further exploration

An expected yet important result of this study, is the finding that the job demands
as experienced by care staff are a key predictor of activity involvement. The
experienced workload is determined by all kinds of factors, for example the physical
and emotional care needs of residents, staffing levels, but also by support from
colleagues and supervisors, and thoughts and feelings about the tasks that have
to be executed and feelings of competence in this regard®’’. Examples of these
thoughts and feelings that were found to result in limited activity provision to
residents, are a conviction of being incapable of involving residents in activities®?",
and a perceived lack of support from colleagues with regard to spending time on
providing activities?®. With the shrinking labor market in mind, it is essential to
further explore the concept and determinants of experienced job demands among
care staff, in order to make their work conditions more favorable, resulting in a
beneficial influence on the wellbeing of residents.

6.7 The role and mechanism of good leadership in care practice should be studied
Inconsistent with the literature, the supervisor support perceived by care staff was
found to be negatively, yet strongly, related to higher activity involvement. Based
on the assumption that care staff would find themselves more supported in the
choices they make, for example in spending time on interacting with residents, we
did not expect to find a negative association. The same holds for transformational
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leadership, since it stands for being a role model, being supportive, allowing room for staff’s
own creativity and being visionary’®. Perhaps, if a supervisor is not activity-minded, supportive
leadership might result in less activation than directive leadership by someone who strongly
values activity provision to residents. Further research is needed to clarify the relationship
between the role of leadership and activity involvement by residents.

Concluding remarks

When comparing with other countries, we realize that Dutch nursing home care is already of
a high standard. This starts with the fact that in the Netherlands, people with dementia have
access to long-term care. Together with Sweden, the Netherlands spends the highest percentage
(3.5% in 2011) of gross domestic product on long-term care (including dementia care)??, of all
European countries. This number is likely to rise in 2018. Furthermore, as compared with most
other countries, staff have received a higher level of education, especially in terms of their
training in communicating with people with dementia”.

However, also in the Netherlands there are large differences in quality between care homes®.
The enormous variation in the quantity and education level of the available staff, as well as the
variation in activity involvement found in this study, show that financial budgets are not the
primary cause of low activity levels among people living in care homes.

In line with the Healthy Aging model of the WHO?*?, care organizations have the task to maximize
their residents’ wellbeing by ensuring an optimal alighment between the residents’ individual
needs and the care environment. Today, several good practices show that this is possible. In
order to make real change towards a better life for residents with dementia in care homes, it is
time for care organizations to stop thinking that money is the sole cause of their problems, and
take responsibility for the wellbeing of their residents within the available budgets. Let’s make
their lives worth living.
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Chapter 1 is the general introduction to this thesis. There is increasing awareness of
the potential influence of daily occupation and activity involvement on the wellbeing
of people with dementia living in care homes. However, researchers consistently
find a lack of activity involvement in care homes for people with dementia. This
thesis addresses this anomaly.

Over the past decades, an immense transformation has taken place in nursing
home care for people with dementia. Whereas until the 1970’s, nursing home care
had a mainly medical focus, seeing residents as patients who needed treatmentin a
hospital-like setting, itis now recognized that maximizing the residents’ psychological
wellbeing should be the center focus of the care and guidance that people living
with dementia receive. ‘Psychological wellbeing’ is generally perceived as the most
important component of quality of life, and has been described in terms of positive
mood, happiness, enjoyment and satisfaction.

With the Healthy Aging model that was published in 2015, the World Health
Organization (WHO) has explicitly called upon the care environment to take
responsibility for people’s wellbeing. The Healthy Aging model states that diseases
such as depression, and geriatric syndromes like dementia, comorbidity and other
health related factors do not determine the wellbeing of older people, rather the
extent to which the reduction in capacities as a result of these diseases are, or are
not, compensated by the environment.

In the Netherlands, small-scale group living home care has, for some time, been
seen as an important way to influence wellbeing through the environment. With
small-scale group living home care, residents live together in groups of 6 to 8, and
receive care and guidance in a recognizable, home-like environment. Today, it is
estimated that 20 to 30 percent of care homes are arranged in a group living home
care manner. However, research has not produced convincing results pointing at
a higher quality of life for residents of group living home facilities as compared to
residents of traditional nursing home facilities. This anomaly has led to the insight
that altering the physical environment does not necessarily generate high quality
care as provided by care staff. Care that is focused on the fulfillment of psychological
needs might play a more important role in maximizing the residents’ wellbeing.
One of these basic human needs is engagement in life in a meaningful way, or
meaningful occupation. People with dementia are increasingly less able to fulfill
this need themselves, and must rely upon the social environment to involve them
in daily activities.

While awareness has increased in the dementia care sector of the need for
occupation, care homes generally do not yet seem to have succeeded in providing
activities to an accepted level. This is often expressed by people with dementia and
their representatives, and also reflected in the research. Activity provision is often
perceived as a secondary task for care professionals. And activity programs and
interventions as proposed in the literature, generally require a financial investment
for implementation in care practice.

With this thesis, we have tried to provide more insight on this matter by studying
the relationship between daily activity involvement and wellbeing, as well as the
barriers and enabling factors regarding the provision of activities in care home
settings. To generate this information, the following research questions were
studied: 1) To what extent are involvement in activities and daily occupation
related to the quality of life and wellbeing of people with dementia living in care

Summary

75



Seize the day!

homes? Is this relationship different for people at varying stages of dementia? And 2) Which
characteristics concerning residents, environment and staff influence involvement in activities
and daily occupation?

Chapter 2 describes the overall design of the Living Arrangements for people with Dementia
(LAD-)study. The LAD-study is an ongoing Monitor of developments in Dutch nursing home
care for people with dementia, and of the consequences of environmental and organizational
characteristics on the wellbeing of residents, family and staff. Data collection takes place every
two years. The first measurement cycle of the LAD-study took place in 2008-2009, in which 136
care homes participated -representing different types of Dutch nursing home care. In the second
measurement cycle (2010-2011), 144 care homes participated. Some of these homes were the
same, and some different, from the first cycle. In the third measurement cycle in 2013-2014, 50
care homes were included. The in-depth study was performed in 2010 among 10 care homes that
participated in the first measurement cycle, in order to gain more knowledge on the facilitators
and barriers that determine good dementia care. In this study, data from all three measurement
cycles were used, as well as data from the in-depth study.

In chapter 3, the daily occupation of care home residents with dementia was examined, as well
as their levels of wellbeing when involved in different types of occupation. Data from the in-
depth study were used (2010). For a period of six hours, Dementia Care Mapping observations
were performed on 56 residents representing 10 care homes.

We found that reminiscence, leisure, expression, and vocational occupation seem to be of
greater value for residents’ wellbeing than other types of occupation. We labeled these types of
occupation ‘wellbeing-enhancing’. It must be noted that physical exercise, a type of occupation
that is frequently found to positively influence wellbeing, did not occur during our observations.
We found that the wellbeing-enhancing types of occupation were rarely offered. On average,
residents were involved in wellbeing-enhancing occupation for less than 5% of the observed
timeframes. There was considerable variation, however, between the participating care homes.
Whereas the residents of one care home were engaged in wellbeing-enhancing occupation for
25% of the observed timeframes on average, this was only 1% for the residents of a second care
home.

Care homes in which residents were regularly engaged in wellbeing-enhancing occupation more
often had a homelike atmosphere, supported social interaction through the environment, and
did not have a central activity program.

The findings express the need to evaluate the use of time in daily care practice. With the right
types of occupation, one might reach higher levels of wellbeing among residents with dementia
than is currently the case. An example would be to focus on reminiscence instead of the usual
small talk.

In this study, staff ratio was not found to be clearly related to time spent in wellbeing enhancing
occupation. This suggests that the occupation of residents depends on how care workers use the
available time and how staff are equipped to engage residents in wellbeing-enhancing activities.
Training on involving residents in occupation by using the stimuli that are (or should be) present
in the residents’ living environment might be a key answer to improving their wellbeing.

In chapter 4, our large-scale study on the relationship between duration of involvement in
activities and different outcomes of quality of life is described. Data were obtained by structured
observational questionnaires that were filled in by care staff in the period 2010-2011. For 1,144
residents representing 144 care homes, data on involvement in a wide range of activities and



quality of life were available.

It was found that, on average, residents were involved in activities for less than
three hours during a three day period. For reliability reasons, listening to music,
watching television and having a conversation were not included. There was much
variation between individuals in duration of activity involvement: 38.8% of the
residents were involved for less than one hour over three days (defined as low
activity involvement); 30.2% were involved for one to three hours (medium activity
involvement); and 31% for more than three hours (high activity involvement).
More activity involvement was related to higher outcomes of quality of life in terms
of a better care relationship, higher positive affect, less restless behavior, better
social relations, and more often having something to do. These results likewise
applied to people with severe dementia.

Activity involvement also had negative outcomes. More activity involvement was
related to lower positive self-image as compared with medium and low activity
involvement. Furthermore, high activity involvement was related to more social
isolation as compared with low activity involvement. This shows that activity
provision is a complex task, and should be carefully adjusted to a resident’s
preferences and capabilities.

The sole contribution of activity involvement to residents’ quality of life appeared
to be relatively minor in this study - it explained a small amount of the difference
in quality of life found between residents of the low, medium and high activity
involvement groups. Nonetheless, our findings are promising, since overall,
residents were involved in activities to only a limited extent. The ‘involvement for
over one hour a day’ was defined as ‘higher activity involvement’. It can be expected
that if low activity involvement were compared with truly high activity involvement
(for example involvement for four hours a day), the relative impact on quality of life
would be much greater. The fact that activity involvement was related to several
domains of quality of life, as proposed in several quality of life theories, illustrates
the diverse impact and meaning it may have for someone’s wellbeing.

The measurement instrument used in this study, the Activity Pursuit Patterns, proved
to be difficult in practice, presumably because of its retrospective character. Owing
to incomplete data, 17% of the resident sample could not be studied. In addition,
care staff found it hard to discriminate passive from active activity involvement,
with consequences for the validity and reliability of our study results.

In chapter 5, the level of occupation among care home residents with dementia
and its relationship with wellbeing for these residents was studied once more, while
taking their stage of dementia into account. Based on our experiences with the
measurement instruments that were used in previous studies, a new observational
method was applied as a potentially feasible alternative instrument for monitoring
occupation in this study population. With this method, care staff members observed
the occupation and wellbeing of two residents, during three work shifts. In total,
171 residents representing 50 care homes were observed in 2013-2014.

We found that various types of occupation were related to higher wellbeing. In
the overall sample, the occupation types ‘having visitors, playing games, physical
exercise or sports, activity related to the past, and conversation’ had the strongest
relationship with wellbeing. Performing domestic tasks, creative activities and
occupying the mind were also related to wellbeing but at a somewhat lower level.
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Eating or drinking, and listening to music or watching TV only had a small positive correlation
with wellbeing.

The relationship between types of occupation and wellbeing was found to vary amongst people
at different stages of dementia. In those with very severe dementia, eating or drinking seemed
to be more important for their wellbeing than in other groups. Activities related to the past
were also of great importance in this resident group. Additionally, this group benefitted from
looking around with attention, in other words, being passively involved. Having visitors was less
important for this resident group in terms of wellbeing.

Our findings reveal the need for residents to stay in touch with their network, or with other
persons who specifically come to visit them and give them personal attention, at least for
those with mild to moderately-severe dementia. Our study also shows that active stimulation
of residents with dementia is desirable. However, consistent with our previous research, the
observed residents mainly spent their time in types of occupation that were not significantly
linked to better wellbeing, which implies there is room for improvement.

The findings also show that different types of occupation are important for residents, depending
on their stage of dementia, which underlines the importance of identifying the resident’s
functioning level. When the disease progresses, care staff and family must re-discover what
types of occupation are suitable for the person with dementia and discuss how to organize these
activities.

This study suggests that regular care staff seem able to observe their residents’ occupation and
wellbeing. Although there is a need to study its validity and reliability in more detail and to
further fine-tune the different types of occupation, the instrument seems promising.

Chapter 6 contains a description of the relationship between small-scale group living home
characteristics and involvement in activities in general, and activities that are specifically
preferred by the resident. The study used a sample of 1,327 care home residents with dementia.
These residents lived in 136 care homes that represented different types of nursing home care in
the Netherlands and their data were collected in the first measurement cycle of the LAD-study
(2009-2010).

A first indicator of small-scale group living home care was the care home’s score on the Group
living home care characteristics questionnaire, reflecting the implementation of typical features
of group living home care (e.g.: living rooms have a homelike atmosphere, dinner is prepared in
the kitchen of the living rooms, nursing staff do housekeeping, and residents can get out of bed
whenever they want). Secondly, the number of residents at the total facility site was used as an
indicator of small-scale care.

Residents of facilities with more group living home care characteristics were involved in more
general as well as preferred activities. Furthermore, they were more often involved in task
related activities, outdoor activities, leisure pursuits, physical exercise, and interaction with
others. For the other types of activities (religion, creative activities, intellectual activities and
activities involving the senses) no differences were found as compared to residents with fewer
characteristics of group living home care.

The number of residents at the total facility site was not related to involvement in activities,
except for the finding that residents of larger facilities were less involved in intellectual pursuits.
The results appear to contradict the concerns that a strong focus on a normalized life, and the
absence of a central activity program or specialized activity workers, lead to low activity levels
among residents within small-scale care homes.

As a secondary finding, we discovered that neuropsychiatric problems and ADL dependency
(needing more help with physical care, transferring, toileting and eating and drinking), as well as



the age and sex of residents were stronger predictors of activity involvement than
the indicators of small-scale care. These findings indicate that older residents, male
residents, residents with more challenging behavior and more ADL dependency
should receive specific attention when it comes to activity involvement.

Chapter 7 explored the predictive value for activity involvement of several
resident characteristics, resources in terms of finances and staff, care culture,
staff experiences, the environment and activity offer. A sample of 1,218 residents
representing 139 care homes was used, derived from the second measurement
cycle (2010-2011) of the LAD-study.

Out of 40 factors that were studied, seven were identified as having the strongest
relationship with higher activity involvement (defined as involvement for more
than one hour a day). Higher activity involvement was predicted by: less agitated
behavior, less ADL dependency and cognitive impairment, a higher educational
level of staff, fewer perceived job demands and less social supervisor support,
and a smaller number of residents in the facility. Factors that were also related to
higher activity involvement, but proved to be of secondary importance, were: more
involvement of family caregivers in the decisions and procedures in the care for their
relative, greater unity in care philosophy among staff, more group living home care
characteristics, and more help from volunteers at the facility, less transformational
leadership, a higher staff ratio and not offering activities in the form of clubs.

The results imply that in order to increase the activity involvement of care home
residents with dementia, it seems vital to 1. Reduce staff’s experienced job
demands, 2. Elevate their overall educational level, 3. Train staff to provide suitable
activities considering the behavior and preserved capabilities of residents and 4.
Foster transition towards small-scale care. In order to do so, care organizations
might need to evaluate the use of their financial means.

Further research is needed to study the role of the supervisor in activity involvement
of residents.

Chapter 8 contains the overall discussion of this thesis. In this chapter, the main
findings are summarized and discussed. Furthermore, several implications for care
practice, health policy and future research are described.

Main study outcomes

In our study, we consistently found that activity involvement is beneficial for the
overall quality of life of care home residents with dementia. Residents who were
more involved in activities had higher scores on several quality of life subscales,
and their involvement in several types of daily occupation was related to higher
wellbeing scores.

This conclusion can be drawn for people in all stages of dementia, although the
correlation with activity involvement and quality of life was somewhat weaker for
residents with very severe dementia, and somewhat different types of occupation
were related to their wellbeing compared to residents with less advanced dementia.
Our observation of the types of daily occupation that residents were involved in
revealed that certain types of daily occupation were related to higher wellbeing, and
others were not. Having visitors, playing games and engaging in leisure activities,
physical exercise, reminiscence activities, conversation and domestics tasks had the
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largest impact on wellbeing. However, these ‘wellbeing enhancing types of occupation’ were not
often observed.

Although there is much variation between and within care homes, overall it can be said that
there is only occasional involvement of dementia care home residents in activities or wellbeing-
enhancing types of occupation. This implies that there is much room for improvement in care
homes.

Several factors were found to enhance or limit activity involvement or daily occupation. These
facilitating and impeding factors should be referred to when attempting to improve activity
involvement in care homes for people with dementia. First, disease-related characteristics of
residents are strongly related to their level of activity involvement: residents who are more
physically and cognitively impaired are generally less involved in activities. Second, a stimulating
environment seems to increase the residents’ involvement in activities and daily occupation.
Characteristics of small-scale group living home care as well as fewer residents living in the
care facility predicted higher activity involvement and were also related to more involvement
in activities of preference of the resident. A home-like atmosphere and an environment that
supports social interaction might contribute to more involvement in wellbeing-enhancing types
of occupation. Third, factors relating to the manpower that is needed to provide activities for
residents with dementia (a higher percentage of staff with educational level 3 or higher, less
perceived job demands by staff, a higher staff ratio, more assistance from volunteers) are related
to higher activity involvement. And finally, more involvement of relatives in decision making,
a well implemented care philosophy, and less supervisor support and less transformational
leadership were associated with higher activity involvement.

Implications for care practice and health policy

Based on our study findings, we have several recommendations for care practice and health
policy.
- Toincrease the provision of activities in care homes, a change in perception of the content of
nursing home care is needed. It should be recognized that involving residents in activities is
just as vital for resident wellbeing as providing physical care.

Since activities should match the physical and cognitive abilities of a resident and also his
or her interests, knowing the residents is a precondition for activity involvement that is
aligned with the person’s need.

Providing activities to residents with dementia during the day is not an easy task. Therefore,
care staff must be taught what meaningful occupation entails, and how to integrate
activity provision within their daily work.

Our findings show that the physical environment can contribute to activity involvement.
Care homes should become a stimulating environment that lowers the threshold for staff
to provide activities. Providing small-scale group living home care is a good starting point.

Having visitors is important for residents; family involvement in decision making is related
to more activity involvement and family can provide information on a resident’s life history,
preferences and social network. Therefore, cooperation with family members is essential
for residents to get the most out of their lives in the care home.



Care homes should embrace the potential of volunteers in activity provision.
Since finding as well as keeping volunteers is challenging, care homes must
discover their needs and motivation in order to get and keep them on board.

Today, people often move into care homes when they have complex care needs.
To be able to offer these people activities besides providing physical care, care
staff must receive training on the most recent care guidelines and evidence
on dementia care. Furthermore, care managers should embrace their staff’s
aspirations, creativity and ideas for a better life for residents.
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Proper staffing levels in care homes are essential for activity provision in the
care home and need to be ensured. The large differences in staff ratio and
educational levels between care homes, indicate that care organizations must
evaluate their use of the available means.

If more money becomes available for dementia care homes for the purpose
of attracting more staff, the care sector must repair the negative image of
long term dementia care. Showing society that working in nursing home care
also includes fulfilling the residents’ need for activity involvement and thereby
making time for making true contact and contributing to the happiness and
wellbeing of residents, will help in this process.

Suggestions for future research

The outcomes of this research, as well as our experiences with the data material

and study design, led us to make the following suggestions for future research.

- In our study, we found that activity involvement and resident wellbeing were
related, as measured at a single point in time. Our study does not provide
evidence that activity involvement or daily occupation also affects wellbeing or
quality of life in the long run. The maximum potential of activity involvement
can best be studied with longitudinal research.

In order to further improve nursing home care in the Netherlands for people
with dementia, we recommend that the Dutch government puts more
emphasis on monitoring research and making optimal use of the knowledge
that has already been generated by several research institutes.

As one of the instruments to measure daily occupation and wellbeing of
residents with dementia, we used staff observations. Further development of
this instrument may lead to a feasible alternative to collecting data, but also
to increased awareness among care staff on this area. 181

The role of activity involvement as part of the impact of small-scale group
living home on resident wellbeing should be further investigated. Based on our
research, we hypothesize that the effect of group living home care on quality of
life might be determined by the extent to which the environmental stimuli and
compensations for which the concept was intended, are actually used.
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Additional research on the role of family in enabling care home residents to keep living
a meaningful life is needed. This study points at the importance of family involvement.
Despite the availability of tools and shared experiences between care organizations, care
homes still have difficulties with regard to increasing the involvement of and cooperation
with family members. More in-depth research might contribute to solving this problem.

The determinants of job demands (or work pressure) among care staff need further
exploration. Experienced job demands are not the sole result of staffing levels. Given the
important impact on activity involvement of residents, it is vital to further explore what
contributes to job demands, in order to combat this negative experience of care staff.

Inconsistent with the literature, the supervisor support perceived by care staff was found
to be negatively, yet strongly, related to higher activity involvement. Further research is
needed to clarify the relationship between the role of leadership and activity involvement
by residents.

To conclude, activity provision should be recognized as a core element of the care for people
with dementia living in care homes, even for those with severe dementia. When care homes
succeed in finding ways to ensure proper staffing levels and equip their entire care staff with
skills to integrate activity provision in their daily work, the wellbeing of residents at all stages of
dementia can be improved. It is often thought that this is a matter of having enough financial
resources. Best practices show us, however, that attention for activities is possible, even within
the budgets that are currently available. Therefore, to make a real change, it is essential for care
homes to recognize that money is not the sole cause of the problem, and that they must take
responsibility for the activation of their residents.
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Hoofdstuk 1 is de algemene introductie van dit proefschrift. Er is steeds meer
aandacht voor het potentiéle effect van dagelijkse bezigheden en betrokkenheid in
activiteiten, op het welbevinden van mensen met dementie die in zorgvoorzieningen
wonen. Uit onderzoek blijkt echter steeds weer dat deze mensen zeer weinig
gestimuleerd worden. Deze tegenstrijdigheid vormde het uitganspunt voor dit
proefschrift.

De afgelopen decennia heeft de verpleeghuiszorg voor mensen met dementie een
enorme verandering doorgemaakt. Tot de zeventiger jaren had de verpleeghuiszorg
een hoofdzakelijk medisch karakter. Bewoners van woonzorgvoorzieningen (toen
nog echte verpleeghuizen) werden als patiénten gezien, die langdurig behandeld
en verzorgd werden in een ziekenhuisachtige omgeving. Tegenwoordig is men
overtuigd dat niet de medische behandeling maar het psychologische welbevinden
van bewoners centraal moet staan in de geboden zorg en begeleiding van mensen
met dementie in woonzorgvoorzieningen. ‘Psychologisch welbevinden” wordt
beschouwd als de belangrijkste component van kwaliteit van leven, en kan worden
omschreven als ‘een positieve stemming’, ‘geluk’, ‘tevredenheid’, of ‘blijheid".

In 2015 publiceerde de Wereld Gezondheidsorganisatie (WHO) het Healthy Aging
model. Hiermee riep de WHO de zorgomgeving expliciet op om verantwoordelijkheid
te nemen voor het welbevinden van ouderen met gezondheidsproblemen. Het
Healthy Aging model zet uiteen dat ziektes zoals depressie en geriatrische syndromen
zoals dementie, comorbiditeit en andere gezondheidsgerelateerde factoren
niet verantwoordelijk zijn voor een bepaalde staat van welbevinden van oudere
mensen, maar dat het welbevinden afhangt van de mate waarin de beperkingen
die samengaan met deze aandoeningen, wel of niet worden gecompenseerd door
de omgeving.

In Nederland is het principe van kleinschalig wonen lange tijd gezien als dé
manier om de beperkingen van mensen met dementie te compenseren middels
de omgeving, en daarmee het welbevinden van deze mensen te optimaliseren. In
kleinschalige woonvoorzieningen wonen bewoners samen in groepen van 6 tot 8
mensen, en worden zij verzorgd in een herkenbare en huiselijke omgeving. Naar
schatting is tegenwoordig zo’n 20 tot 30 procent van de woonzorgvoorzieningen
waar verpleeghuiszorg voor mensen met dementie wordt geboden, ingericht als
kleinschalige woonvoorziening.

Onderzoekleverde echter geen bewijs op dat bewoners van deze woonvoorzieningen
een betere kwaliteit van leven ervaren dan mensen met dementie die in traditionele
verpleeghuizen wonen. Dit leidde tot het inzicht dat het veranderen van de fysieke
omgeving niet automatisch resulteert in een hogere kwaliteit van de geboden zorg.
Mogelijk speelt zorg die gericht is op het vervullen van psychologische behoeften
van bewoners een belangrijker rol als het gaat om het optimaliseren van hun
welbevinden.

Eén van deze psychologische behoeften is de menselijke basisbehoefte om een
betekenisvol leven te leiden, of een betekenisvolle daginvulling te hebben. Mensen
met dementie zijn steeds minder goed in staat om deze behoefte zelf te vervullen.
Zij worden afhankelijk van de sociale omgeving om hen in dagelijkse bezigheden, of
activiteiten, te betrekken.
Terwijlersteedsmeeraandachtisvooreenzinvolledagbestedingindedementiesector,
lukt het woonzorgvoorzieningen over het algemeen nog maar slecht om bewoners
regelmatig in activiteiten te betrekken. Dit gegeven wordt regelmatig met zorg geuit
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door mensen met dementie en hun vertegenwoordigers, en is ook aangetoond in onderzoek.
Het bieden van activiteiten wordt vaak gezien als een neventaak van zorgmedewerkers, de
prioriteit ligt bij de lichamelijke verzorging. Succesvolle activiteitenprogramma’s en interventies
zoals beschreven in de literatuur brengen vaak hoge kosten met zich mee, en zie je maar weinig
terug in de zorgpraktijk. Het lijkt daarom belangrijk om ons zoveel mogelijk te richten op de
normale dagelijkse bezigheden van bewoners.

Dit proefschrift biedt meer inzicht in de genoemde problematiek, door de relatie tussen
dagelijkse betrokkenheid in activiteiten en welzijn te bestuderen, alsmede de bevorderende
en belemmerende factoren voor het bieden van activiteiten in woonzorgvoorzieningen. De
volgende onderzoeksvragen stonden centraal:

1) In welke mate is de betrokkenheid in activiteiten en dagelijkse bezigheden van invlioed op de
kwaliteit van leven en het welbevinden van mensen met dementie die in woonzorgvoorzieningen
wonen? Is deze relatie anders voor mensen met verschillende stadia van dementie? En 2) Welke
kenmerken van bewoners, de zorgomgeving, en zorgmedewerkers beinvloeden hun betrokkenheid
in activiteiten en dagelijkse bezigheden?

In hoofdstuk 2 is de algemene opzet van de Monitor Woonvormen Dementie beschreven. De
MWD is een doorgaande monitor van ontwikkelingen in de Nederlandse verpleeghuiszorg
voor mensen met dementie, en de gevolgen van omgevings- en organisatorische kenmerken
op het welzijn van bewoners, familie en zorgmedewerkers. De gegevensverzameling vindt
elke twee jaar plaats. De eerste meetronde vond plaats in 2008-2009. Destijds deden 136
woonzorgvoorzieningen mee, die verschillende typen verpleeghuiszorg vertegenwoordigden.
In de tweede meetronde (201-2011) deden 144 woonzorgvoorzieningen mee. Een deel van
deze huizen waren hetzelfde als in de eerste meetronde, het andere deel deed voor het eerst
mee. In de derde meetronde (2013-2014) zijn 50 woonvoorzieningen onderzocht. In 2010 is een
verdiepende studie uitgevoerd binnen 10 woonzorgvoorzieningen die meededen in de eerste
meetronde, om meer kennis te vergaren over de bevorderende en belemmerende factoren voor
goede dementiezorg. In dit proefschrift zijn gegevens van alle drie de meetronden van de MWD
gebruikt, alsook de gegevens van de verdiepende studie.

In hoofdstuk 3 zijn de dagelijkse bezigheden van bewoners van woonzorgvoorzieningen voor
mensen met dementie onderzocht, en het welbevinden van deze bewoners op het moment
zij betrokken waren in de verschillende typen bezigheden. Hiervoor zijn de gegevens van de
verdiepende studie gebruikt (2010). Gedurende zes uur werden Dementia Care Mapping
observaties gedaan in tien woonzorgvoorzieningen, waarbij in totaal 56 bewoners zijn
geobserveerd.
Wezagendatreminiscentie-activiteiten(hetophalenvanherinneringen),ontspanningsbezigheden,
expressieve bezigheden, en het doen van huishoudelijke klusjes, meer bijdroegen aan het welzijn
van bewoners dan andere typen bezigheden. We definieerden deze typen bezigheden dan ook
als ‘welzijnsbevorderende bezigheden’. Hierbij moet gezegd worden dat beweegactiviteiten, die
in de literatuur vaak geassocieerd worden met hoger welbevinden, niet voorkwamen tijdens
onze observaties.

De ‘welzijnsbevorderende bezigheden’ werden maar zelden aangeboden. Gemiddeld werden de
bewoners in minder dan vijf procent van de geobserveerde tijdsintervallen in deze bezigheden
betrokken. Er was echter veel variatie tussen de deelnemende woonvoorzieningen. Terwijl
bewoners van de ene woonvoorziening in een kwart van de geobserveerde tijdsintervallen
in welzijnsbevorderende bezigheden werden betrokken, werden bewoners van een andere
woonvoorziening slechts in één procent van de tijdsintervallen in deze bezigheden betrokken.



Woonvoorzieningen waarin bewoners regelmatig in welzijnsbevorderende
bezigheden waren betrokken, hadden vaker een huiselijke sfeer, ondersteunden
de sociale interactie tussen bewoners middels de omgeving (bijvoorbeeld door de
aanwezigheid van gezellige zitjes), en hadden geen centraal activiteitenprogramma
maar boden activiteiten voornamelijk in de huiskamer aan.

De bevindingen laten zien dat het van belang is om stil te staan bij de invulling
van de beschikbare tijd die zorgmedewerkers hebben in de dagelijkse zorgpraktijk.
Wanneer men focust op de juiste bezigheden, kunnen wellicht hogere niveaus van
welbevinden worden behaald dan nu het geval is. Bijvoorbeeld door in een gesprek
heel gericht herinneringen van vroeger op te halen met een bewoner, in plaats van
over koetjes en kalfjes te praten.

In deze studie zagen we niet dat de personele bezetting duidelijk gerelateerd was
aan de tijd die bewoners betrokken waren in welzijnsbevorderende activiteiten.
Dit impliceert dat de bezigheden van bewoners afhankelijk zijn van hoe de
zorgmedewerkers de beschikbare tijd invullen, en in welke mate de medewerkers
zijn toegerust om bewoners te betrekken in welzijnsgerelateerde activiteiten.
Scholing over het betrekken van bewoners in passende bezigheden en het gebruik
maken van de stimuli die aanwezig (zouden moeten) zijn in de woonzorgomgeving
lijkt een belangrijk middel om het welbevinden van bewoners met dementie te
vergroten.

In hoofdstuk 4 is onze grootschalige studie naar de relatie tussen de tijd die
bewoners betrokken waren in activiteiten en diverse uitkomsten van kwaliteit
van leven beschreven. De gegevens van deze studie werden verzameld met
gestructureerde observationele vragenlijsten die zijn ingevuld door verzorgenden
in 2010-2011. Voor 1144 bewoners van in totaal 144 woonvoorzieningen waren
complete gegevens over hun betrokkenheid in 20 soorten activiteiten en kwaliteit
van leven beschikbaar.

We zagen dat bewoners gedurende drie dagen, gemiddeld minder dan drie uur
in de diverse activiteiten betrokken waren. Hierbij is het luisteren naar muziek,
tv kijken, en het hebben van een gesprek echter niet meegenomen. Wegens
betrouwbaarheidsreden moesten deze activiteiten worden uitgesloten uit het
onderzoek.

Er was veel variatie tussen de bewoners in hoe lang zij in activiteiten waren
betrokken: 38.8% van de bewoners was minder dan één uur gedurende drie dagen
in activiteiten betrokken (gedefinieerd als lage betrokkenheid), 30.2% was één tot
drie uur in activiteiten betrokken (matige betrokkenheid), en 31% van de bewoners
was meer dan drie uur gedurende drie dagen betrokken (hoge betrokkenheid).
Meer betrokkenheid in activiteiten was gerelateerd aan hogere uitkomsten op
verschillende gebieden van kwaliteit van leven. Mensen die meer in activiteiten
waren betrokken, hadden een betere zorgrelatie met de zorgmedewerkers, een
hoger positief affect (betere stemming), minder rusteloos gedrag, betere sociale
relaties, en konden zichzelf beter vermaken. Deze positieve relatie met kwaliteit van
leven gold ook voor mensen met zeer ernstige dementie.

Betrokkenheid in activiteiten had ook negatieve uitkomsten. Bewoners met een
hoge betrokkenheid in activiteiten hadden een lager positief zelfbeeld vergeleken
met bewoners die matig, of weinig in activiteiten betrokken waren. Ook hadden
bewoners met een hogere betrokkenheid in activiteiten, een hogere score op
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sociale isolatie dan bewoners die weinig in activiteiten betrokken waren. Dit impliceert dat het
bieden van activiteiten complex is, en dat activiteiten zorgvuldig aangepast moeten worden aan
de voorkeuren en mogelijkheden van de bewoner.

De specifieke bijdrage van betrokkenheid in activiteiten aan de kwaliteit van leven van bewoners
bleek relatief klein in dit onderzoek: slechts een beperkt deel van het verschil in kwaliteit van
leven tussen bewoners kon worden verklaard door hun betrokkenheid in activiteiten. Toch
bieden de bevindingen hoop, omdat de onderzochte bewoners over het algemeen maar zeer
beperkt in activiteiten waren betrokken. ‘Hogere betrokkenheid in activiteiten’ werd gedefinieerd
als ‘betrokkenheid voor meer dan een uur per dag’. Het is te verwachten dat de impact van
activiteiten op kwaliteit van leven veel groter is, wanneer lage betrokkenheid in activiteiten zou
kunnen worden vergeleken met daadwerkelijk hoge betrokkenheid in activiteiten (bijvoorbeeld
betrokkenheid in activiteiten voor ten minste vier uur per dag). Het feit dat betrokkenheid in
activiteiten inderdaad is gerelateerd aan diverse domeinen van kwaliteit van leven, zoals al
werd gesuggereerd in verschillende theorieén over kwaliteit van leven, laat de brede impact en
betekenis van activiteiten voor iemands welbevinden zien.

Het meetinstrument dat in deze studie werd gebruikt, de Activity Pursuit Patterns (APP), bleek
moeilijk in gebruik, waarschijnlijk door het retrospectieve karakter van de APP. Door incomplete
gegevens op dit instrument kon 17% van de bewoners in onze dataset niet worden onderzocht.
Bovendien zagen we dat zorgmedewerkers het moeilijk vonden om onderscheid te maken
in passieve van actieve betrokkenheid in activiteiten. Dit heeft gevolgen voor de validiteit en
betrouwbaarheid van onze studieresultaten.

In hoofdstuk 5 zijn de dagelijkse bezigheden van bewoners van woonzorgvoorzieningen met
dementie en de relatie met hun welbevinden opnieuw onderzocht. Ook hier werd rekening
gehouden met het stadium van dementie waarin zij zich bevonden.

Gebaseerd op onze ervaringen met de meetinstrumenten die we gebruikten in eerder onderzoek,
ontwikkelden we een nieuwe observatiemethode om de bezigheden in deze studiepopulatie
eenvoudiger te kunnen monitoren. Volgens deze nieuwe methode observeerden dagelijkse
zorgmedewerkers de bezigheden en het welbevinden van twee bewoners tijdens drie
werkdiensten. In totaal zijn 171 bewoners van 50 woonzorgvoorzieningen geobserveerd, in
2013-2014.

In deze studie zagen we dat verschillende typen bezigheden gerelateerd waren aan een hoger
welbevinden van bewoners. Over het algemeen hadden de bezigheden ‘bezoek hebben,
spelletjes doen, beweegactiviteiten, reminiscentie activiteiten, en gesprekken’, de sterkste
relatie met welbevinden. Huishoudelijke taken, creatieve activiteiten en intellectuele activiteiten
waren ook gerelateerd aan welbevinden maar in mindere mate. Eten en drinken en het luisteren
naar muziek of tv kijken hadden een zeer kleine positieve relatie met welbevinden.

De relatie tussen typen bezigheden en welbevinden verschilde tussen de groepen mensen met
verschillende stadia van dementie. Bij mensen met zeer ernstige dementie was de bezigheid
‘eten en drinken’ belangrijker voor het welbevinden dan in de andere groepen. Reminiscentie-
activiteiten waren ook heel belangrijk voor het welbevinden van de mensen met zeer ernstige
dementie. Ook passieve betrokkenheid bij activiteiten, dat wil zeggen, geinteresseerd naar
activiteiten kijken, was belangrijk. In onze studie was het krijgen van bezoek bij deze subgroep
niet gerelateerd aan een hoger welbevinden.

De bevindingen van deze studie wijzen op de behoefte van bewoners om in contact te blijven
met hun netwerk, of andere mensen die hen speciaal komen bezoeken en persoonlijke aandacht
bieden (in ieder geval voor mensen met milde tot matig-ernstige dementie). De resultaten
laten ook zien dat actieve stimulatie wenselijk is. De geobserveerde bewoners besteedden hun



tijd echter met name aan bezigheden die niet gerelateerd waren aan een hoger
welbevinden, zoals we ook vonden in eerder onderzoek. Hier is dus ruimte voor
verbetering.

Uit de studie komt ook naar voren dat verschillende typen bezigheden belangrijk
zijn voor bewoners in verschillende stadia van dementie. Dit benadrukt het belang
van het hebben van kennis over de mogelijkheden en beperkingen van bewoners.
Wanneer de ziekte voortschrijdt is essentieel dat de zorgmedewerker en familie
opnieuw ontdekken welke bezigheden passend zijn, en dat zij met elkaar afstemmen
hoe deze bezigheden kunnen worden georganiseerd.

Deze studie laat zien dat dagelijkse zorgmedewerkers in staat zijn om de
betrokkenheid in bezigheden en het welbevinden van bewoners te observeren.
Hoewel er meer onderzoek nodig is naar de validiteit en betrouwbaarheid van de
observatie methode en er ook inhoudelijk verdere afstemming nodig is, lijkt het
gebruikte meetinstrument veelbelovend.

Hoofdstuk 6 omvat de omschrijving van onze studie naar de relatie tussen kenmerken
van het concept ‘kleinschalige zorg’ en de betrokkenheid in activiteiten in het
algemeen, en ook betrokkenheid in activiteiten die de specifieke voorkeur hebben
van de bewoner. In deze studie zijn gegevens van 1327 bewoners onderzocht. Deze
bewoners woonden in 136 woonvoorzieningen, die de belangrijkste verschillende
typen woonzorgvoorzieningen waar verpleeghuiszorg voor mensen met dementie
wordt geboden vertegenwoordigden. De gegevens werden verzameld in de eerste
meetronde van de MWD (2009-2010).

Een eerste indicator voor kleinschalige zorg was de score van de woonvoorziening
op de Vragenlijst kenmerken kleinschalig wonen. Met deze vragenlijst wordt
geinventariseerd in hoeverre typische kenmerken van kleinschalig wonen (zoals
‘de woonkamers hebben een huiselijke sfeer, maaltijden worden bereid in de
keuken van de woonkamers, zorgmedewerkers doen ook huishoudelijke taken, en
bewoners kunnen opstaan hoe laat zij willen’) in de praktijk zijn geimplementeerd.
Als tweede indicator van kleinschalige zorg werd het totale bewonersaantal van de
woonvoorziening gebruikt.

Bewoners van woonvoorzieningen met meer kenmerken van kleinschalige zorg,
werden in meer typen algemene activiteiten, alsook in meer voorkeursactiviteiten
betrokken. Zij werden met name meer betrokken bij huishoudelijke klusjes,
uitstapjes, ontspanningsactiviteiten, beweegactiviteiten, en gesprekken. Er
werden geen verschillen gevonden in de betrokkenheid in andere type activiteiten
(religieuze, creatieve, of intellectuele activiteiten en zintuigstimulering) vergeleken
met bewoners van woonvoorzieningen met minder kleinschalige zorgkenmerken.
Het totaal aantal bewoners van een woonzorgvoorziening was niet gerelateerd aan
de betrokkenheid in activiteiten van bewoners, behalve dat bewoners van kleinere
woonvoorzieningen vaker in intellectuele activiteiten werden betrokken.

De resultaten van dit onderzoek staan haaks op de soms geuite zorgen dat de
grote nadruk op genormaliseerd wonen, en de afwezigheid van een centraal
activiteitenprogramma en gespecialiseerde activiteitenbegeleiders, zou leiden tot
minder betrokkenheid in activiteiten van bewoners van kleinschalige woonvormen.
Als secundaire bevinding zagen we dat onbegrepen gedrag, ADL- afhankelijkheid
(d.w.z. meer hulp nodig hebben in de zelfzorg, het verplaatsen, eten en drinken
en toiletgang), en de leeftijd en sekse van bewoners van grotere invloed waren
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op betrokkenheid in activiteiten, dan de indicatoren van kleinschalige zorg. Dit impliceert dat
oudere bewoners, mannelijke bewoners en bewoners met meer onbegrepen gedrag en ADL-
afhankelijkheid, extra aandacht nodig hebben als het gaat om betrokkenheid in activiteiten.

In hoofdstuk 7 is gekeken welke kenmerken van bewoners, de personele bezetting, de
zorgcultuur, ervaringen van medewerkers, de omgeving en het activiteitenaanbod van invloed
zijn op betrokkenheid in activiteiten. Dit is bekeken in een steekproef van 1218 bewoners, die
139 woonzorgvoorzieningen vertegenwoordigden. Deze steekproef kwam voort uit de tweede
meetronde van de MWD (2010-2011).

Van 40 kenmerken die zijn bestudeerd, bleek er bij zeven een sterke relatie met een hogere
betrokkenheid in activiteiten van verpleeghuisbewoners met dementie (gedefinieerd als
betrokkenheid in activiteiten voor langer dan één uur per dag) te bestaan. Hogere betrokkenheid
was gerelateerd aan: minder geagiteerd gedrag van bewoners, minder ADL-afhankelijkheid en
minder cognitieve beperkingen, meer medewerkers met opleidingsniveau drie of hoger, minder
ervaren werkdruk van medewerkers en minder sociale steun van de leidinggevende, en een
kleiner bewonersaantal van de woonzorgvoorziening. Kenmerken die ook gerelateerd waren
aan een hogere betrokkenheid in activiteiten, maar van secundair belang bleken, waren: meer
betrokkenheid van mantelzorgers in de besluiten en procedures in de zorg voor hun naaste,
meer eenduidigheid van medewerkers over wat de zorgvisie van een woonvoorziening in de
praktijk betekent, meer kleinschalige zorgkenmerken, en een grotere inzet van vrijwilligers bij de
woonvoorziening, minder transformationeel leiderschap, een grotere personele bezetting, en
het niet organiseren van het activiteitenaanbod in de vorm van een verenigingsleven.

De resultaten van deze studie impliceren dat het voor het vergroten van de betrokkenheid in
activiteiten van mensen met dementie die in woonvoorzieningen wonen, essentieel is om 1. de
ervaren werkdruk van zorgmedewerkers te verminderen, 2. hun opleidingsniveau te verhogen,
3. zorgmedewerkers bij te scholen in het bieden van activiteiten die toegespitst zijn op het
gedrag en de mogelijkheden van de bewoner, en 4. de verdere transitie naar kleinschalige zorg
te faciliteren. Om dit mogelijk te maken moeten woonzorgvoorzieningen kritisch kijken naar
hun gebruik van de beschikbare financiéle middelen. Tot slot is er verder onderzoek nodig naar
de rol van de leidinggevende in de betrokkenheid van activiteiten van bewoners, gezien de
opmerkelijke resultaten hieromtrent.

Hoofdstuk 8 is de algemene discussie van dit proefschrift. In dit hoofdstuk worden de belangrijkste
bevindingen samengevat en bediscussieerd. Daarnaast worden diverse aanbevelingen gedaan
voor de zorgpraktijk, het gezondheidsbeleid en toekomstig onderzoek.

Algemene uitkomsten van deze studie

In dit proefschrift zagen we keer op keer dat betrokkenheid in activiteiten belangrijk is voor de
algemene kwaliteit van leven van mensen met dementie die in woonzorgvoorzieningen wonen.
Bewoners die meer in activiteiten waren betrokken hadden hogere scores op diverse subschalen
van kwaliteit van leven, en hun betrokkenheid in verschillende typen dagelijkse bezigheden was
gerelateerd aan hogere scores van welbevinden.

Deze conclusie kan worden getrokken voor mensen in alle stadia van dementie, hoewel de relatie
tussen betrokkenheid in activiteiten en kwaliteit van leven wat zwakker was voor mensen met
zeer ernstige dementie, eniets andere typen bezigheden gerelateerd waren aan hun welbevinden
vergeleken met mensen die zich in een minder ver stadium van dementie bevinden.

Onze observaties van de dagelijkse bezigheden van bewoners toonden aan dat bepaalde
bezigheden gerelateerd waren aan een hoger welbevinden, en andere bezigheden niet.




Bezoek krijgen, spelletjes doen, ontspanningsbezigheden, beweegactiviteiten,
reminiscentie activiteiten, gesprekken, en huishoudelijke taken hadden de grootste
relatie met welbevinden. Deze ‘welzijnsbevorderende activiteiten’ zijn echter niet
vaak waargenomen.

Hoewel we grote verschillen zagen in betrokkenheidin bezigheden en activiteiten
tussen én binnen woonzorgvoorzieningen, kunnen we over het algemeen zeggen
dat mensen met dementie in woonzorgvoorzieningen maar af en toe in activiteiten
of welzijnsbevorderende bezigheden worden betrokken. Hier is dus veel ruimte
voor verbetering.

Diverse kenmerken in de zorgomgeving bevorderen of beperken betrokkenheid
in activiteiten of dagelijkse bezigheden, die kunnen worden aangegrepen om de
betrokkenheid te vergroten. Allereerst blijken ziekte-gerelateerde kenmerken
van bewoners sterk gerelateerd aan een lagere betrokkenheid in activiteiten:
bewoners met meer lichamelijke of cognitieve beperkingen zijn over het algemeen
minder betrokken in activiteiten. Ten tweede lijkt een stimulerende omgeving
de betrokkenheid in activiteiten en bezigheden te vergroten. Kenmerken van
kleinschaligwonenenminderbewonersop eenlocatie hingensamen meteengrotere
betrokkenheid in activiteiten en waren ook gerelateerd aan meer betrokkenheid in
de activiteiten van de specifieke voorkeur van de bewoner. Een huiselijke sfeer en
een omgeving die de sociale interactie tussen bewoners stimuleert, draagt mogelijk
bij aan meer betrokkenheid in welzijnsbevorderende bezigheden.

Ten derde dragen verschillende kenmerken van de personeelsinzet bij aan
betrokkenheid in activiteiten van bewoners, namelijk een hoger percentage
medewerkers met opleidingsniveau 3 of hoger, minder ervaren werkdruk, een hogere
personeelsbezetting, en meer hulp van vrijwilligers. Verder hangen de betrokkenheid
van familie bij de besluitvorming en een goed geimplementeerde zorgvisie samen
met een grotere betrokkenheid in activiteiten in een woonzorgvoorziening. Tot slot
zagen we dat meer sociale steun van de leidinggevende en meer kenmerken van
transformationeel leiderschap, juist zijn gerelateerd aan een lagere betrokkenheid
in activiteiten.

Implicaties voor zorgpraktijk en gezondheidsbeleid

Op basis van onze bevindingen doen wij verschillende aanbevelingen voor de

zorgpraktuk en het gezondheidsbeleid voor mensen met dementie.
Om er daadwerkelijk voor te zorgen dat er in woonzorgvoorzieningen meer
activiteiten worden geboden aan mensen met dementie, is er een omslag
nodig in onze kijk op de inhoud van de verpleeghuiszorg. We moeten erkennen
dat het betrekken van bewoners in activiteiten net zo belangrijk is voor hun
welbevinden, als het bieden van lichamelijke zorg.

Omdat activiteiten bij de lichamelijke en cognitieve mogelijkheden én interesses
van een bewoner moeten aansluiten, is het kennen van de bewoners een
primaire voorwaarde voor betrokkenheid in activiteiten die zijn afgestemd op
persoonlijke behoeften
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Het bieden van activiteiten voor mensen met dementie gedurende de gehele dag is geen
gemakkelijke taak. Daarom moeten zorgmedewerkers leren wat betekenisvolle activiteiten
inhouden, en hoe zij het bieden van activiteiten kunnen integreren in hun dagelijks werk.

Onze bevinden laten zien dat de fysieke omgeving kan bijdragen aan betrokkenheid in
activiteiten. Woonzorgvoorzieningen moeten dan ook een stimulerende omgeving vormen,
om de drempel voor medewerkers om bewoners activiteiten aan te bieden te verkleinen.
Het bieden van kleinschalige zorg is een goed vertrekpunt.

Het hebben van bezoek is belangrijk voor het welbevinden van bewoners, en betrokkenheid
vanfamilie in besluitvormingis gerelateerd aan meer betrokkenheid in activiteiten. Bovendien
kan de familie belangrijke informatie leveren over de levensgeschiedenis, voorkeuren,
en sociaal netwerk van een bewoner die nodig is voor betrokkenheid in activiteiten.
Samenwerking met familie is dan ook essentieel voor bewoners om het meeste uit het
leven in de woonzorgvoorziening te halen.

Woonzorgvoorzieningen zouden het potentieel van vrijwilligers voor het bieden van
activiteiten meer moeten omarmen. Omdat het vinden én het behouden van vrijwilligers niet
eenvoudig is, is het belangrijk dat woonzorgvoorzieningen zich verdiepen in de behoeften
en motivatie van vrijwilligers om hen aan boord te krijgen en houden.

Vandaag de dag verhuizen mensen vaak pas naar een woonzorgvoorziening wanneer zij een
complexe zorgbehoefte hebben. Om in staat te zijn om mensen met een grote geestelijke en
lichamelijke zorgvraag ook voldoende in activiteiten te betrekken, moeten zorgmedewerkers
geschoold worden in de meest recente richtlijnen en kennis over dementiezorg. Bovendien
moeten zorgmanagers oog hebben voor de ambities, creativiteit en ideeén van hun
medewerkers om zich in te zetten voor een beter leven voor bewoners.

Een voldoende personele bezetting is een voorwaarde voor het bieden van activiteiten
binnen woonzorgvoorzieningen, en moet worden gewaarborgd. De grote verschillen in
personele bezetting en opleidingsniveau tussen woonzorgvoorzieningen in dit onderzoek
tonen aan dat zorgorganisaties kritisch moeten kijken naar het gebruik van de beschikbare
middelen.

Nu er meer geld beschikbaar komt voor woonzorgvoorzieningen voor mensen met dementie
om meer personeel aan te trekken, moet de sector het negatieve imago van werken in de
verpleeghuiszorg herstellen. Een startpuntis om de maatschappij te laten zien dat het werken
in het verpleeghuis niet alleen maar gaat over de lichamelijke verzorging van mensen, maar
juist ook gaat over het doen van activiteiten, en het maken van oprecht contact, waarmee
het mogelijk is een verschil te maken in het welzijn van bewoners.



Aanbevelingen voor verder onderzoek

Op basis van de uitkomsten van dit onderzoek en onze ervaringen met de

gegevensverzameling en studieopzet, doen wij de volgende aanbevelingen voor

toekomstig onderzoek.
In onze studie vonden wij dat betrokkenheid in activiteiten en welbevinden met
elkaar samen hingen. Dit hebben wij gemeten op een enkel punt in de tijd. Onze
studie levert daarom geen bewijs dat betrokkenheid in activiteiten of dagelijkse
bezigheden ook het welbevinden of de kwaliteit van leven op de langere termijn
beinvlioedt. De maximale potentie van betrokkenheid in activiteiten kan het
best worden onderzocht in longitudinaal onderzoek.
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Om de Nederlandse verpleeghuiszorg voor mensen met dementie verder te
verbeteren, adviseren we de Nederlandse overheid om meer nadruk te leggen
op monitor-onderzoek en beter gebruik te maken van de kennis die al is
vergaard door diverse onderzoeksinstituten.

Eén van de meetinstrumenten die wij gebruikten om dagelijkse bezigheden
en het welbevinden van mensen met dementie in woonzorgvoorzieningen
te meten, bestond uit een instrument waarbij verzorgenden de bewoners
observeerden. Verdere ontwikkeling van dit instrument kan leiden tot een
goed bruikbare methode om op grote schaal gegevens te verzamelen, en
bovendien het bewustzijn op het gebied van activiteiten en welbevinden
onder zorgmedewerkers te vergroten.

De rol van betrokkenheid in activiteiten als onderdeel van het effect van
kleinschalig wonen op het welbevinden van bewoners zou verder onderzocht
moeten worden. Op basis van ons onderzoek vermoeden we dat het effect
van kleinschalig wonen op de kwaliteit van leven op zijn minst ten dele wordt
bepaald door de mate waarin daadwerkelijk gebruik wordt gemaakt van de
stimulerende en herkenbare omgeving zoals die oorspronkelijk was bedoeld.

Aanvullend onderzoek is nodig naar de rol die familie heeft om bewoners in
staat te stellen een betekenisvol leven te blijven leiden. Dit onderzoek wijst op
het belang van familieparticipatie. Ondanks de beschikbaarheid van tools en
gedeelde ervaringen tussen zorgorganisaties worstelen woonzorgvoorzieningen
nog steeds om de betrokkenheid van en samenwerking met familieleden te
vergroten. Meer verdiepend onderzoek kan eraan bijdragen dit probleem op
te lossen.
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Er is aanvullend onderzoek nodig naar de determinanten van de ervaren
werkdruk van zorgmedewerkers. Deze ervaren werkdruk is niet enkel het
gevolg van een te lage personele bezetting. Gezien de impact op betrokkenheid
in activiteiten van bewoners, is het raadzaam verder te onderzoeken wat nu
bijdraagt aan ervaren werkdruk, als aanknopingspunt dit te verminderen.

In tegenstelling tot wat in de literatuur is beschreven, vonden wij dat sociale
steun van de leidinggevende als ervaren door zorgmedewerkers, en ook meer
kenmerken van transformationeel leiderschap, samen hingen met een lagere
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betrokkenheid in activiteiten. Wij kunnen enkel gissen naar de achterliggende reden
hiervan. De rol en de werking van goed leiderschap in de zorgpraktijk vraagt dan ook
nadere bestudering.

Concluderend zou het bieden van activiteiten moeten worden gezien als een kernelement
in de woonzorg voor mensen met dementie, ook als zij ernstige dementie hebben. Als het
woonzorgvoorzieningen lukt om de aanwezigheid van voldoende personeel te waarborgen, en zij
hun zorgmedewerkers vaardigheden bijbrengen om het bieden van activiteiten te integreren in
het dagelijks werk, kan het welbevinden van bewoners in alle stadia van dementie daadwerkelijk
worden vergroot. Vaak wordt gedacht dat dit een kwestie van geld is. Best practices laten
echter zien dat voldoende aandacht voor activiteiten en betekenisvolle bezigheden nu al
mogelijk is, binnen de beschikbare budgetten’. Om tot ware verandering te komen, is het voor
woonzorgvoorzieningen dan ook van belang om te erkennen dat geld niet de enige oorzaak van
het probleem is, en verantwoordelijkheid te nemen voor het activeren van hun bewoners.

"Ook vooér de tariefsverhoging van 2018 op basis van het Kwaliteitskader.
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