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“It is a journey to find what is meaningful and to maintain the meaningful
activities for the person during the transition from home to nursing
home. It is a journey that the healthcare professional must undertake
together with the person with dementia and their informal caregiver.”

(Participant in the co-creation session, Chapter 6)
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General introduction



Chapter 1

Case

Liesbeth and her partner met late in life. After he became ill, she took care of him, which
was how their relationship began. Her partner tells us that caring for others is in her
nature. Throughout her career, Liesbeth has worked as a home care nurse. When she
could no longer live at home due to the effects of dementia, she moved to a nursing home.
At the nursing home, he reads in the electronic patient care file that Liesbeth was often
restless during the night. At home, they slept in separate rooms because she usually woke
up early. Her partner speculates that this may be related to her former schedule, as she
used to cycle to see her patients before sunrise. In the last few months before she moved
to the nursing home, he would often prepare a laundry basket with clothes for her to
fold. When Liesbeth woke up during the night or early in the morning, she would fold the
laundry and then go back to sleep. This was an activity she always did, she folded the
laundry in a certain way, very neatly. This activity represents the caring person she is,
and being one of the things she can still do, it is important to her. Now that she is living
in the nursing home, is it possible for her to continue this activity there? (Case derived
from the film Do you Know me (in Dutch: Ken je mij? (1))

Still image from the film: Do you know me? (in Dutch: Ken je mij?) (1)

Dementia

Dementia is a syndrome that can be caused by several diseases that progressively affect
cognitive functions, communication and social functioning, and that turn everyday
activities into a challenge (2, 3). As the disease progresses, persons with dementia
increasingly need support from informal and formal caregivers to perform all kinds
of activities, for example, self-care activities (4). It is estimated that approximately
290,000 individuals in the Netherlands are living with dementia (5). In 2021, 116,400
persons with dementia were registered with general practitioners, and 71,000 persons
are living in a nursing home (5). The majority of persons with dementia live at home.
However, when living at home means that the person’s care needs can no longer be
met, the informal caregiver can no longer provide the care (e.g., is overburdened),
or it is unsafe to live at home, the move to a nursing home may be an appropriate
solution (6).
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Nursing home

People living in nursing homes have a high need for medical and nursing care and
support, approximately 75% have cognitive problems, and 44% have a diagnosis of
dementia (6). In the nursing home, residents receive all the care and support they
need 24 hours a day (6). Care is provided by nurses, nurse assistants, physiotherapists,
occupational therapists, speech therapists, psychologists, social workers, spiritual
counselors, and elderly care physicians (7). In the Netherlands, care is now mostly
based on small-scale and homelike settings, often within a larger facility. For example,
people live together in groups of eight to ten persons, have their own bedroom, and
they spend most of the day together in a living room. In this living room, they live and
eat together, and daily activities are provided. Also offered are group activities such
as music groups, arts and crafts, or gymnastics.

Meaningful activities

The possibility to participate in meaningful activities is a quality statement in
international guidelines such as the NICE guideline for mental wellbeing of older people
in care homes (8). Access to activities and the provision of activities in nursing homes
promotes the continuation of self and normality and supports personhood, which
is essential for person-centered care and good quality of care (9, 10). Furthermore,
activities are commonly mentioned in relation to quality of life and wellbeing (11-13),
and also in the management of behavioral and psychological symptoms of dementia
and pain (11, 14).

To contribute to person-centered care, quality of care and quality of life, well-being, and
the management of behavioral and psychological symptoms and pain, it is important
that activities are tailored and meaningful to the person with dementia (10, 11, 15).
Individual preferences for activities are diverse (16). A wide variety of activities are
considered meaningful for persons with dementia, ranging from social interaction, to
music, exercise, and hobbies (17). Therefore, in this thesis, meaningful activities are
defined as any activities or occupations that are important to or valued by the person
with dementia (11). According to persons with dementia, these meaningful activities
provide enjoyment and connectedness, as well as a sense of identity, autonomy, and
continuity (18-20).

Dementia and maintaining meaningful activities

As the dementia progresses, persons with dementia experience difficulties performing
and initiating activities (21, 22). These difficulties can lead to inactivity and loss of
activities. Studies have shown that persons with dementia in nursing homes spend
most of the day inactive (12, 23, 24). Lower levels of activity are associated with a
more advanced stage of dementia, more physical impairment, and the presence of



Chapter 1

neuropsychiatric symptoms (12, 25). In addition, healthcare professionals find it difficult
to engage people in activities, especially persons with more advanced dementia (26, 27).

Several models such as the Comprehensive Process Model of Engagement and the
Person-Environment-Occupation model describe activity/engagement as occurring
in an interaction between factors related to the individual, the activity/occupation/
stimuli, and the environment (28, 29).

Transitions

Persons with dementia go through several transitions while living with dementia,
one of which is moving from their own home to a nursing home (30). The transition
to a nursing home is an impactful life event for persons with dementia and their
informal caregivers (31). Persons in transition are vulnerable and at risk for a decrease
in wellbeing (32). Performing activities and maintaining habits can help persons
with dementia feel at home and positively influence the adjustment after moving
to a nursing home (33, 34). In contrast, the loss of familiar surroundings and change
in lifestyle can have a negative impact on the person with dementia, increasing
behavioral and psychological symptoms, and causing abrupt changes in activities
(34, 35). Transition appears to be a critical time for maintaining meaningful activities.
Furthermore, because of the importance of meaningful activities to the quality of
life and wellbeing of persons with dementia, it is essential to understand how these
activities can be maintained during the transition from home to nursing home.

General aim

This thesis aims to gain insight into how healthcare professionals can support persons

with dementia and informal caregivers in maintaining meaningful activities during the

transition from home to a nursing home. The general aim is divided into three specific

aims to gain insight into:

1. The experiences of professionals, persons with dementia and informal caregivers
with maintaining meaningful activities, and what is known in the literature.

2. The factors that influence maintaining meaningful activities.

3. Assessment of and strategies for maintaining meaningful activities.

Outline of the thesis

A graphic overview of the thesis is presented in Figure 1. Chapter two focuses on the
research question: ‘What are the perspectives of persons with dementia on meaningful
activities in relation to their experienced quality of life over time?’. This chapter describes
a longitudinal qualitative follow-up study with two in-depth interviews with persons
living with dementia, with an interval of at least one year. Chapter three provides
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an answer to the research question ‘What is known about maintaining meaningful
activities for persons with dementia during transitions of care?’. This chapter describes
a systematic review to explore what studies have been conducted on maintaining
meaningful activities during transitions. All transitions between care settings were
included. Chapter four examines the research questions: ‘Which categories of activities
are persons with dementia engaged in at home and in the nursing home? What are the
current methods for assessing the wishes, needs, and abilities of persons with dementia
regarding activities, when were these assessments conducted, by whom, and what is
the satisfaction of informal caregivers with the degree of assessment of activities during
transitions?’ This chapter consists of a cross-sectional survey among informal caregivers.
Chapter five addresses the research question ‘What are the experiences of healthcare
professionals in Dutch nursing homes in relation to maintaining meaningful activities
when persons with dementia move from their home to a nursing home?’. This chapter
presents the results of a qualitative study using four focus groups with healthcare
professionals. Chapter six describes the development of a tool to support healthcare
and welfare professionals in assessing and maintaining meaningful activities during the
transition to a nursing home. The tool was developed in a co-creation with healthcare
professionals. Chapter seven presents the general discussion of the dissertation. In this
chapter the main findings of this thesis are summarized, followed by a discussion of
these findings and methodological considerations. Furthermore, this chapter includes
implications for practice and future research.

Chapter 3
Systematic review of literature
on maintaining meaningful

Chapter 4
Perspectives of Informal
caregivers on activities of

activities for persons with 5 :
: : = persons with dementia at home
dementia dun::fe transitions of and in the nursing home.

Chapter 6
Development of a tool to support in
assessing and maintaining meaningful
activities during transitions

7 i

Chapter 5
Perspectives of healthcare
professionals on meaningful
activitities for persons with
dementia in transition from
home to a nursing home

Chapter 2
Perspectives of persons with
dementia on meaningful
activites and quality of life over
time

Figure 1. Graphic overview of the thesis.
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Abstract

Introduction: The aim of this study is to gain insight into the perspectives of persons
with dementia on meaningful activities in relation to their experienced quality of life
over time.

Methods: Longitudinal qualitative follow-up study with two in-depth interviews with
persons with dementia with an interval of at least 12 months. Data were analyzed
using thematic analysis.

Results: 18 persons with mild to moderate dementia participated (10 males, median
age 78.5 years (IQR 75-82)). Three themes were identified. The first theme ‘meaningful
activities in relation to quality of life over time’ contained four subthemes: activities
made persons feel good, having contact versus being treated differently, being of
value, and sense of autonomy versus sense of dependency. The second theme ‘reasons
for change’ included change in motivation, cognitive and physical limitations, and
psychosocial factors. The last theme ‘strategies and coping with change in meaningful
activities’ entailed starting, stopping, and adjusting activities, support, and acceptance
and sadness.

Conclusions: Meaningful activities contributed to the experienced quality of life of
persons with dementia. Persons with dementia used several strategies to cope with
changes and maintain meaningful activities that contribute to their quality of life. This
knowledge enables caregivers to better support persons with dementia in maintaining
and understanding the value of meaningful activities for quality of life.
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Meaningful activities and quality of life over time

Introduction

Activities that are meaningful to the person with dementia are likely to have a positive
effect on quality of life (1-3). Quality of life is defined by the World Heald Organisation
(WHO) as “an individual’s perception of their position in life in the context of the
culture and value systems in which they live and in relation to their goals, expectations,
standards, and concerns” (4).

Meaningful activities for persons with dementia are activities or occupations that
are important to or valued by the person with dementia (1, 5) because they provide
a feeling of being ‘connected to self, others and environment’ (6). Other studies
found enjoyment, to socialize, engagement, being active, autonomy, and identity as
motivation or reasons to perform activities (5, 7, 8).

What constitutes a meaningful activity differs per person. Therefore, tailoring activities
is essential. Several factors are described as essential for making regular activities truly
meaningful. The wishes, preferences, and needs of the person with dementia are taken
into account. These include past and current interests, physical and cognitive abilities
and environmental characteristics (7, 9).

Activities of daily living generally decline for persons with dementia due to cognitive
and physical deterioration (10). The change in activities that is consequently related
to the progression of dementia requires continuous tailoring of meaningful activities
by caregivers. However, this is challenging as it is relatively unknown how these
meaningful activities change over time. Furthermore, a review highlighted the need
for further investigation of the concept of ‘meaningfulness’ regarding activities (11).

To the best of our knowledge, only three studies have investigated changes in activities
in community-dwelling persons with dementia (12-14). However, most of them described
meaningful activities during the progression of dementia from the perspectives of
informal caregivers of persons with dementia (12, 14). More knowledge is needed about
the perspectives of persons with dementia on meaningful activities over time in relation
to their quality of life. Therefore, this study aims to gain insight into the perspectives of
persons with dementia on meaningful activities in relation to their experienced quality
of life over time. With this knowledge, healthcare professionals and informal caregivers
can support persons with dementia to tailor and maintain meaningful activities during
their disease trajectory and thereby contribute to quality of life.

Materials & Methods

The study has a longitudinal qualitative follow-up design with two in-depth interviews
of persons with dementia. A longitudinal qualitative follow-up design was chosen
because the study focuses on the lived experienced of persons with dementia over
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time (15, 16). The interviews with persons with dementia were conducted with an
interval of at least 12 months. The first round of interviews took place between March
2016 and November 2016. The follow-up interviews were conducted between June
2017 and March 2018.

Ethical approval

The Medical Ethics Review Committee of the Leiden University Medical declared
that the study was exempt from formal approval under the Dutch Medical Research
Involving Human Subjects Act (P15194).

Participants and recruitment

Participants were recruited at eighteen community-based, informative, and public
meetings for people with dementia and their informal caregivers (known as Alzheimer
cafés) in the area of Rotterdam/The Hague/Leiden in the Netherlands. A presentation
was given about the study at these meetings. Interested persons received an
information leaflet and were invited to provide their contact information. General
practitioners (GPs) also helped to recruit participants. The GPs selected persons with
dementia who met the inclusion criteria (see Table 1). With their permission, the GP
passed the contact information of the potential participants on to the researcher.

Within two weeks after they received the information leaflet, the researcher contacted
the participants by telephone. The researcher provided further information about the
study and checked whether the participants met the inclusion criteria (see Table 1). The
Reisberg GDS is an assessment tool for rating the clinically identifiable stage of cognitive
decline in dementia, with scores ranging from 1 (no cognitive decline) to 7 (very severe
cognitive decline) (17). The aim was to recruit an equal number of male and female
participants with dementia. Inclusion continued until data saturation was reached.

Table 1. Inclusion and exclusion criteria

Inclusion Exclusion

Aged 70 years or older Severe hearing problems that may
interfere with their ability to participate in
the interviews

Having a diagnosis of dementia Severe health problems, such as a
psychiatric disorder, severe physical
disease(s) other than the dementia, or a
life expectancy of < 1 year

Mild or moderate cognitive decline, defined by When either the person with dementia or
a score of two or three on the Reisberg the partner withdraws, both members of
Global Deterioration Scale the set are excluded

Living in the same house with their life partner

Sufficient understanding of and level of expression

in Dutch language
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Study procedure and data collection
Persons with dementia were interviewed twice by the same interviewer (AR) in the
comfort and privacy of their own homes. Informed consent was obtained from the
participants before both interviews. The interviewer was a registered healthcare
psychologist trained in qualitative research.

During the first interview, demographic data were collected, which included age,
gender, level of education, and ethnicity. Other items included the date and type of
dementia diagnosis, formal care received, and how long the person with dementia and
their partner had been together. The interview started with open-ended questions:
What is important to you in your life? What in your life influences how you feel? A topic
list based on the literature on quality of life theories, on reviews of qualitative studies,
and exploratory qualitative studies on the quality of life of persons with dementia was
used in both interviews. The topic list contained the following domains of quality of life:
general situation and living environment, health and (care) dependency, activities, social
relationships, and psychological wellbeing and self-image. However, more important
than all subjects on the topic list being mentioned was the person’s narrative, which
was leading during the interviews.

Data Analyses

All interviews were audio recorded and transcribed verbatim. Atlas-ti (version 9)
facilitated the analysis process. Thematic analysis was used to analyse the interviews
(18). The analysis process was based on the steps outlined by Braun and Clarke (19).
Furthermore, longitudinal data analysis methods were incorporated for within-case
analysis and comparison between cases over time (16). To facilitate this, all codes
were included with the interview number and a matrix was created that allowed for a
trajectory analysis of the data (20).

In the first step of the analysis, MG and AL familiarized themselves with the data by
listening to the audio files, reading and rereading the transcripts. The second step was
to code the transcripts. The second step was to code the transcripts. The coding process
had an inductive approach, meaning that the codes were data driven (19). The coding
was carried out independently by two researchers (MG and AL. MG and AL selected
fragments in the transcriptions about current and past meaningful activities, what
interviewees said about how these meaningful activities related to their experienced
quality of life, and what they mentioned about the changes in these activities. Each
code was given a number one or number two corresponding to the interview. MG
and then coded five interviews. The codes were compared, and a codebook was
created. This codebook was discussed with HS. Based on this codebook the first five
interviews were re-analysed and a new batch of five interviews were coded. New
codes were discussed with HS and MC before being added to the codebook. During
the coding process, HS and MC were consulted in case of disagreement. Consensus
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meetings were held with MG and AL after every fifth interview. In addition, regular
team meetings took place with HS, MG, and MC to reflect on the coding process.

After all interviews were coded, step three entailed organizing the codes into themes
and subthemes. This included the relationship between codes, subthemes and themes,
and differences between codes in the first interviews and the second interviews. To
facilitate this process, a matrix was created that included participant characteristics,
reported current and lost activities, codes per interview, and a summary per participant
per interview. Step four entailed reviewing the themes: Reflection with all authors
on themes and subthemes. How do the codes, subthemes, and themes relate to the
research question? Step five involved defining and naming the themes. The sixth and
final step was producing the report.

Results

Participants

Figure 1 shows a flow chart of the study. Of the 19 persons who met the inclusion
criteria, one person withdrew before the start of the interview due to hospital
admission. In the first round, 18 persons with dementia were interviewed and 11
persons were interviewed during follow-up. Seven persons were lost to follow-up
due to admission to a nursing home (n = 2), death (n = 3), and loss of contact (n = 2).
The time between the first and second interview ranged from 14 to 16 months (median
15). Most interviews lasted half an hour, ranging from 19 to 120 minutes.

The baseline characteristics of the participants are presented in Table 2. All participants
had the Dutch nationality and had been diagnosed with dementia between four and
37 months prior to inclusion. Most had Alzheimer's disease (n = 11) and were receiving
some form of formal care (n = 15).
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Recruitment at Alzheimer cafes
and by General Practitioner

1

[ 19 persons with dementia were included |

bl Hospital admission of partner (n = 1)

‘ 18 persons with dementia completed first interview |

Lost to follow-up (n = 7):
& | - Admission to nursing home (n = 2)
- Deceased (n = 3)

11 persons with dementia completed
second interview after one year

Figure 1. Flow chart of study

Table 2. Baseline characteristics of participant with dementia (n = 18)

Characteristic N
Age (median (IQR)) 78.5(75-82)
Male 10
Level of education2

Low 1

Moderate 15

High 2
Type of dementia

Alzheimer’s disease 11

Mixed type of dementia 3

Unspecified 4
Receives formal careb 15
Reisberg GDSc-score

Score of 2 8

Score of 3 10

? Low = fewer than six years of primary school, six years of primary school, more than primary
school/primary school with uncompleted further education; Moderate = (pre-)vocational
secondary education, secondary vocational education, university entrance level; High =
university, tertiary education, higher professional education.

b Formal care can include a case manager, day-care and home care or a combination of these
forms of care

¢The Reisberg Global Deterioration Scale
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Meaningful activities

Participants mentioned a variety of meaningful activities during the interviews (see
Table 3). These activities took place in and around their home, outside and following
a day care programme. The analysis resulted in three main themes and several
subthemes. An overview of these themes and subthemes is presented in Figure 2.

Table 3. Meaningful activities mentioned by persons with dementia in the interviews

Categories of activities

Visiting, going out/on trips, holidays and
having contact or activities related to family,
friends, neighbours and partner

Activities related to celebration/festivities

Activities that give meaning to life

Reminiscence

Creative/art activities

Music/radio/TV

Games

26

Activities

Visiting (grand)children/family/friends
Dining group

Contact with (grand)children/ neighbours/
family/friends

Having a chat/conversation

Going out/on outings with (grand)children/
friends/ partner

Family activities (not specified)

Outings

Holidays

Celebrating holidays

Receiving postcards/birthday carts

Doing something for someone else
Volunteer work/club/association
Going to church

Visiting former employer
Thinking about work

Creating life story book
Sculpting

Collecting model cars

Building models

Visiting museum

Painting

Drawing

Singing

Reading

Listening to music

Listening to radio

Watching TV

Cards

Games (not specified)
Brain trainer

Word search
Completing sayings
Puzzles

Shuffleboard

Fishing

Watching football match (live)
Being on computer
Bowls

Billiards

Table tennis
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Sports/exercise Cycling
Touring bike
Physiotherapy
Exercise bike
Gymnastics
Walking

Activities of daily living and activities and Housekeeping

chores in and around the house Making breakfast
Baking cake
Grocery shopping
Shopping
Washing and dressing
Shaving
Sewing
Getting newspaper
Chores around the house
Working in the shed
Activities in the home

Activities related to garden/outside Gardening/being in the garden
Looking out the window
Activities related to animals Watching animals

Taking care of animals
Walking the dog

Theme 1: Meaningful activities in relation to experienced quality of life
over time

The four subthemes (feeling good, contact versus being treated differently, being of
value, and sense of autonomy versus sense of dependency) reflected the positive
and negative statements that participants made about their meaningful activities and
quality of life over time.

Activities made persons feel good

In general, participants mentioned that activities contributed to their quality of life
when they engaged in meaningful activities that made them feel good. Activities were
a pleasant way to spend time and enjoy themselves"... We all go together. And then we'll
go somewhere to eat, | like that.” (participant 1, female, interview 1). In addition to “nice”,
participants used words like “enjoy’, “sociable” and “fun’. Doing new things and looking
forward to meaningful activities also made participants feel excited. Furthermore,
participants mentioned that being outdoors and in nature made them feel good; it
provided enjoyment and relaxation. “The plants and the trees and the water, over there,
the atmosphere, the whole atmosphere | just really enjoy. [...], it also really calms me, |
have to say” (participant 6, female, interview 1). Experiencing nature could be in their
own garden or outside, or even by looking out of the window of their house. Outside
activities such as walking and cycling were meaningful to participants because they
liked being and staying active. “... trying to stay active. | also cycle during the week and
then | go for a walk in the evening, for an hour” (participant 15, male, interview 1). For
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‘ Activities made persons feel good

r‘ Having contact versus being treated differently ‘

Theme 1: meaningful activities in

relation to guality of life over time L Being of value

‘ Sense of autonomy versus sense of dependency |

‘ Change in motivation

Theme 2: Reasons for change ‘ ‘ Cognitive and physical limitations ‘

‘ Psychosocial factors

f—‘ Starting, stopping, and adjusting activities ‘
|
Theme 3: Strategies and coping with -
change in meaningful activities :. i & el

‘ Acceptance and sadness

Figure 2. Overview of themes and subthemes

» o«

others, being active related to a more general feeling of “keeping busy”. “So I'm just doing
stuff around the house, a bit of this, a bit of that, watching some TV, reading a magazine and
things.” (participant 16, female, interview 2). By contrast, some participants expressed
this as not being active, or as one participant put it, “sitting still” (participant 8, male,
interview 1). For them, these activities did not contribute to being physically active.

Having contact versus being treated differently

During the performance of meaningful activities, participants felt a connection with
others and also made participants feel part of or involved in “It can even be, um, when
you say like um, hi, hello, good morning, you’re here already’, and then, then you have
a, contact, and you're set for the whole day. And so those are, um, moments that are
very precious (falls silent)” (participant 2, female, interview 1). Frequently mentioned
meaningful activities were activities with family (e.g., daily conversations, visiting or
being visited by children and grandchildren), friends, neighbours, and their partner.
Partner and children were the most important for most participants and activities with
them were highly valued.

As opposed to feeling a connection with others. Many participants described feeling
ignored or treated differently when performing meaningful activities. “(...) but you
can feel it. Yes. Yes, that you, that you don’t really belong. That they are afraid I'll do it
wrong or something, or ... you know? Things like that.” (participant 6, female, interview
2). Participants stated that the being treated differently brought sadness, anger, and
frustration. Furthermore, most participants experienced their contact with peers
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(other persons with dementia) as supportive, but some described being with peers
as confronting. The latter participants explained that contact with peers made them
worry about the future.

Being of value

Participants described doing things for others, volunteering or helping others, and
doing chores as meaningful and important for their quality of life. For example, during
the day care programme, at church, or at home for the neighbours. “..Well, those
people are happy that | show up, because | help the people there, who work there. If | can
do something, | do it for the people, you know? (participant 15, male, interview 1). Most of
the things they do for others were related to the things they were used to doing. For
example, some participants described they used to have certain roles in their work,
such as organizing or being handy and technical. They described continuing this role by
organizing the work during the day care programme at the day care centre or providing
help to others when they need a handyman. Performing these activities generated a
sense of pride and recognition for doing the things they used to do and are familiar
with. This was also mentioned for activities that provided a sense of recognition, such
as making a “life story book” or visiting a former employer.

Sometimes activities were referred to as important because they were essential for
people around the participant, such as attending a day care programme or doing some
housekeeping activity. Although these activities did not always match the person’s
interest or preference, they made the person feel valued for doing the activities for
others. For example, because it gave their partners the opportunity to have some rest
or time to themselves.

Sense of autonomy versus sense of dependency

Being able to do and decide what you want was mentioned as important in relation
to activities. This included which activities they wanted to do, where, when and
with whom they wanted to do them. Some participants described this as a feeling of
freedom “Well, freedom that, that... For me it means getting my bike and just go cycle for
a couple of hours or um, through the countryside. Yes, that’s freedom. For me. And um...
Upstairs, doing my hobby ... That's freedom” (participant 11, male, interview 2).

On the other hand, some participants made negative statements about their activities
in relation to their quality of life if the activities made them feel dependent. The latter
was mostly mentioned in the context of being unable to get to activities independently
because of physical immobility or not being allowed to drive a car. “Well, that | can’t
leave then, that | can do what | want every day, that | can get away. Now I'm dependent on
my wife if | want to go somewhere far away, so we have to take the car ... Yes. Otherwise,
I'd get in the car and I'd go everywhere and, or on my bike. But anyway, that, well, that’s not
possible anymore, not anymore. So you're limited.” (participant 9, male, interview 2). Not
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all participants felt dependent if they couldn’t go somewhere alone. This is elaborated
in the subtheme ‘support’.

Theme 2: Reasons for change

Participants mentioned changes in their meaningful activities during the first and
the second interviews. Analyses of the reasons for change they mentioned resulted
in three subthemes: changes in motivation, cognitive and physical limitations, and
psychosocial factors. Participants also mentioned that a combination of these factors
could result in a change in their meaningful activities.

Change in motivation

The first subtheme contains the change in motivation. Participants stated, “l have done
the activity long enough”, “lost the need to perform an activity” or “don’t feel like it". Some
participants mentioned that if activities did not fit with their interests, for example in
a day care programme, or if they did not have the freedom to choose their activities,
their motivation to perform the activity could be lost.

Cognitive and physical limitations

The second subtheme included physical and cognitive limitations such as problems
with remembering, mobility, vision, and hearing or a combination. “Well, yes, | notice
now, for example, that doing puzzles is getting a bit harder, jigsaw puzzles. Because of course
you have to, look where, uh, ‘oh, here | am, so now | need such and such a piece. Well, by
the time I'm looking for it, | don’t remember where...” (participant 18, female, interview 1).

Psychosocial factors

The third and last subtheme comprised psychosocial factors. These factors were
related to the individual (e.g., feeling insecure) or to (changes in) the physical and social
environment. For example, one participant moved to an assisted living environment;
before the move he attended a day care programme, and one of his favourite activities
there was walking “Well, then we would go for a walk, just the two of us or the three of us,
we would just do one or two rounds. I really enjoy doing that outside. Well, | do kind of miss
that now. So, uh... you know (participant 12, interview 2). In the unfamiliar environment,
he is afraid of getting disoriented and losing his way. His relatives also disapproved it if
he went alone. Moreover, his wife “has difficulty walking” and so is unable to walk with
him. In addition to the physical environment, the social environment can also cause
changes in meaningful activities. For example, because people in their environment
told them not to do the activity, or participants felt that others thought it was better
to stop. This was mostly for safety reasons, but also because others or the individual
were afraid that the activity could not be performed correctly.
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Theme 3 Strategies and coping with changes in meaningful activities
Participants mentioned several strategies and how they coped with change in
meaningful activities: The analysis resulted in the subthemes: ‘starting, stopping, and
adjusting activities’, ‘support’, and ‘acceptance versus frustration’,

Starting, stopping, and adjusting activities

The reasons for change mentioned above (motivation, cognitive and physical
limitations, and psychosocial factors or a combination) led to participants starting,
stopping or adjusting activities. Many participants adjusted activities, for example,
instead of doing a whole jigsaw puzzle they only sorted the pieces (participant 12, male,
interview 2), or instead of working in the garden, they sat in the garden (Participant 5,
male, interview 1). Other participants used an aid, such as a GPS tracking device or a
walking aid. These adjustments enabled them to continue the activity on their own,
giving them a sense of autonomy.

Some participants started new activities. For example, one participant started “serving
coffee” for the church. She used to do home visits for the church, which she now does
together with her husband. (participant 6, interview 2).

Almost all participants reported that they had stopped doing some activities. This
was generally difficult for all participants. However, it helped if they could replace the
stopped activity with other activities that were meaningful to them. It also helped if
participants made the decision to stop an activity themselves or felt included in the
decision “Because |, | really want to cycle. But well, we discussed it together and we decided
together that I, uh... won’t cycle anymore, but I'm not told it’s forbidden. So | can decide for
myself.” (participant 14, male, interview 2).

Support

Participants described how their partner, friends, family, and neighbours, as well as
healthcare professionals, supported them to continue activities or start new activities.
For example, one participant explained that he was able to keep working in his shed
because his family organized his tools: “Because I, of course, | had a lot of tools, but at
some point ... Now everything is in its place” (participant 7, male, interview 2). Others
needed support with part of an activity, or the activity was completely taken over
by someone else. For some participants, this resulted in feelings of dependency (see
subtheme ‘sense of autonomy versus sense of dependency’), but other participants
preferred the support. “Well, | dare to go cycling for a bit, to go shopping. But | usually go
with my husband. That’s more enjoyable.” (participant 16, female, interview, 2). Another
participant explained that she prefers to go walking with her husband because she
likes to walk different routes “Then you can take the same walk again and again, but that’s
no fun.” (participant 17, female, interview 1). Some participants described they were
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reluctant to ask for support and help from others, they did not want to rely on others,
or they already felt that they were a burden to others.

Acceptance and sadness

Many participants used words like “accept” and “coming to terms with” when talking
about the changes in their activities. Some participants immediately accepted the
change in an activity, others described a process of accepting. “Well, look, I've had to
go through a, a change, uh, that started about um a year or so ago. Uh ... Well, and | have
actually accepted that.” (participant 14, male, interview 2). Some participants who were
unable to do their meaningful activities, or to do them in the way they were used to,
mentioned feelings of anger, frustration and sadness. “Yes, sad, uh... angry, yes, gosh, yes,
you... You can’t get away anymore.” (participant 9, male, interview 2). Sometimes, feelings
of acceptance and sadness were both present. For some, the changes in activities were
a reason to be concerned about the future, while others took a more ‘wait and see’
approach and were not worried about the future.

Discussion

The aim of this study was to gain insight into the perspectives of persons with dementia
on meaningful activities in relation to their quality of life over time. Feeling good,
contact versus being treated differently, being of value, and sense of autonomy versus
sense of dependency reflected the positive and negative statements participants
made about their meaningful activities and quality of life over time. In general, many
activities and the reasons why these activities were meaningful remained the same.
Over time, activities changed because of changes in motivation, cognitive and physical
limitations, and psychosocial factors. Several strategies were mentioned and how
persons coped with change in meaningful activities: starting, stopping, and adjusting
activities, support, and acceptance and sadness.

Earlier studies have described the importance of meaningful activities for persons with
dementia, as they contribute to enjoyment, socializing, engagement, connectedness,
autonomy, and a sense of identity and continuity (5, 6, 7, 8). Although identity was not
a specific theme in our study, it was incorporated in the subthemes of having contact,
being of value, and having a sense of autonomy. In addition to the positive statements
in other studies, our study also found negative statements about activities in relation to
quality of life. The positive and negative statements confirm that activities are closely
related to quality of life. However, the negative statements highlighted the negative
consequences for quality of life when the needs of persons with dementia in relation
to activities are not met (3, 21).

Previous studies have mainly focused on the experiences of relatives of persons
with dementia, and have described similar changes in activities, such as starting,
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stopping, and adjusting activities, during the progression of dementia (12-14). Our
study contributes to these previous findings that persons with dementia experience
the same changes. However, our study provides more in-depth insight into the
perspectives of persons with dementia themselves. For example, although persons
with dementia experienced a lot of support from their environment, they also felt
they were not supported in continuing activities, especially for safety reasons. Our
study also showed the importance of involving persons with dementia in changes
made to meaningful activities. Overprotection and stigmatization have been described
as barriers to participation in activities (22). Furthermore, overprotection by family
caregivers is a threat to resilience, as opposed to supportive carers who involve the
person in decision making and continued participation in activities that contribute to
resilience (23). Resilience is described as essential for living as well as possible with
dementia and as an influencing factor for social health, and therefore as relevant for
the quality of life for persons with dementia (23, 24).

How the persons in our study experienced the change of the meaningful activity in
relation to their quality of life seemed to be closely related to maintaining the value of
the activity. The change in the activity seemed to be easier to accept if the person had
found another activity to compensate for the lost activity or had found a way to adjust
the activity. It is important to consider that meaningful activities from the person’s
perspective may differ from the general health perspective or the perspective of the
caregiver and healthcare professional (7, 25). It is therefore important for caregivers
and healthcare professionals to take into account the perspective of the person with
dementia and their environment on the change in meaningful activities, the factors
that have caused the change and the individual’s strategies for achieving meaningful
activities that contribute to quality of life.

Strengths and limitations

Strengths of this study include the interviews with persons with dementia themselves
and the longitudinal design. Persons with dementia may have different views about
meaningful activities than informal caregivers and healthcare professionals (26). The
interviews with the persons with dementia were conducted without the informal
caregiver being present. This allowed the person with dementia to freely express
their own perspective.

A limitation of this study, although not surprising given the study population, is that
seven persons were lost to follow-up. Another limitation is that all participants had the
Dutch nationality, lived with their partner, and most attended Alzheimer cafes. Future
studies can explore the perspectives on meaningful activities in relation to quality of
life and change over time of persons with dementia who live alone or who have other
nationalities or backgrounds.
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Conclusion

Meaningful activities contributed to the experienced quality of life of persons with
dementia. However, persons with dementia experienced changes in their meaningful
activities that impacted their quality of life. Several strategies were used to cope with
these changes in order to maintain the meaningful activities that contributed to their
quality of life. This knowledge enables healthcare professionals and informal caregivers
to better support persons with dementia in maintaining and understanding the value
of meaningful activities for their quality of life.
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Chapter 3

Abstract

This systematic review summarizes the experiences with maintaining meaningful
activities for persons with dementia during transitions of care, including related barriers
and facilitators, and interventions and strategies. A systematic search was performed
in eight databases. The methodological quality was assessed with the Mixed Methods
Appraisal Tool. Four articles were included; one describing the transition from home to
hospital and vice versa, and three describing the transition from home to nursing home.
The narrative synthesis revealed a decrease of meaningful activities after transition.
Facilitators of and barriers to maintaining meaningful activities during transitions were
related to the person with dementia, informal caregivers, healthcare professionals
and organization of care, as well as the environment. Interventions and strategies
focused on continuously adjusting meaningful activities to the person. To conclude,
maintaining meaningful activities during transitions is an under-researched area.
Several recommendations are provided for healthcare professionals and organizations.

Keywords: Meaningful activities; Transitions of care; Dementia; Systematic review;
Person-centered care

Highlights

e Meaningful activities tend to decline during transitions of care.

e Maintaining meaningful activities during transitions is experienced as important.
e The facilitators and barriers can be used to develop transitional care strategies.
e Maintaining meaningful activities during transitions is an under-researched area.
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Introduction

Dementia is a complex disease with various types and different stages, and
characterized by a decline of cognitive function, functional and social function during
the disease trajectory (1, 2). Maintaining meaningful activities is challenging as abilities
and interests change over time due to the disease progression (3, 4). Meaningful
activities are defined as all activities or occupations that are significant or meaningful
for the person and reflect someone’s current and past interests, routines, habits, and
roles, and are adjusted to someone’s abilities (5, 6). These activities provide a sense of
connectedness to self, others, and the environment, and they help maintain autonomy
and identity in persons with dementia (7, 8), making it essential to maintain them as
best as possible throughout the disease trajectory.

The disease trajectory of persons with dementia is characterized by various transitions
between care settings (9). Examples of transitions are from home to nursing home
and from home or nursing home to hospital. These transitions are often perceived
as major life events for both the persons with dementia and their informal caregivers
(10). Persons in transitions are vulnerable and at risk for a decrease of wellbeing (11).
Examples of outcomes of successful transitions are wellbeing, role mastery, and good
relationships (12).

The American Geriatrics Society defines transitional care as “a set of actions designed
to ensure the coordination and continuity of health care as patients transfer between
different locations or different levels of care within the same location” (13). Although
there is an increase in attention for transitions of care, most transitional care programs
do not focus on persons with dementia and meaningful activities (14, 15). Effective
transitional care is important to prevent loss of information about and enhance the
quality of care for the person in question (16). It is therefore vital to involve persons
with dementia, informal caregivers, and healthcare professionals in the care transition
process, especially as regards maintaining meaningful activities. In the search for
person-centered dementia care and the potential of meaningful activities to enhance
wellbeing (17), quality of care (18), and quality of life (6) of persons with dementia, this
review investigates:

e What are the experiences of persons with dementia, informal caregivers, and
healthcare professionals with maintaining meaningful activities of persons with
dementia during transitions of care?

e Which barriers and facilitators can be identified regarding maintaining meaningful
activities during transitions of care?

o What strategies and interventions are being used to maintain meaningful activities
during transitions of care?
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Material and methods

Protocol and registration

This systematic review was registered in the PROSPERO International Prospective
Register of Systematic Reviews registration number: CRD42020168325. The review
was conducted and reported in accordance with the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses statement (PRISMA) (19).

Search strategy and eligibility criteria

A search was carried out on December 16, 2019 and an updated search on May,
7, 2021 in the following databases: PubMed, MEDLINE (OVID), Embase, Emcare,
Web of Science, COCHRANE Library, PsycINFO, and CINAHL. The search strategy
included synonymous and related terms for “meaningful activity” and “dementia”.
The search terms “meaningful activities” and related terms were used in “phrases” in
the search because this review specifically focused on activities that are meaningful.
Grey literature was included by searching for conference abstracts and reports in the
databases. If a conference abstract met the eligibility criteria, a search for the published
articles was conducted. References and forward citations of all included papers were
hand-searched for further papers meeting the inclusion criteria (snowball method).
The full search strategy is provided in Appendix A.

Both intervention studies and descriptive studies with a qualitative, quantitative, and
mixed-method design were included to optimally utilize all sources of evidence. Only
research articles in English, German, French, and Dutch were included. No restriction
regarding publication date was applied. Studies were included if the participants had
a diagnosis of dementia or if the participants were professional or informal caregivers
reflecting on the perspective of persons with dementia. In this review, meaningful
activities are seen as activities that are meaningful to a person. Therefore, studies were
excluded if activities were not specifically tailored or individualized to the interests and
needs of the person with dementia, for example, general group activities or activities
of daily living. Furthermore, the study must concern maintaining meaningful activities
during transitions between care settings. All transitions between care settings were
included.

Article selection, data extraction and data synthesis

The selection of the articles started after duplicates were removed. Two authors (MG
and HS) independently screened the titles and abstracts based on the eligibility criteria.
Consensus was reached in meetings comparing the arguments for inclusion and
exclusion. If no consensus could be reached, a third researcher (MC) was consulted.
Next, the full-text articles of the included abstracts were screened independently by
the same two researchers. A third researcher was consulted in case of disagreement
(MC). A data extraction sheet was developed and pilot-tested on one article. Two
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authors (MG and HS) independently extracted the data from the articles. Consensus
was reached in discussions during team meetings (MG, HS, MC).

Narrative synthesis of the data was chosen because of the heterogeneity of the
included studies (20). The narrative synthesis was established by comparing similarities
and contrasts between the articles (21). Tables were used to structure and categorize
the findings based on the research questions.

Quality assessment

To evaluate the methodological quality of the studies, two researchers (MG and HS)
independently filled in the Mixed Methods Appraisal Tool (MMAT) version 2018 (22).
Disagreements were solved by consensus-based discussions or by consulting a third
researcher (MC). The MMAT consists of two screening questions for five types of
research (i.e., qualitative research, randomized controlled research, non-randomized
controlled research, observational descriptive research, and mixed methods research)
and five specific sets of five quality criteria for each type of research. Ratings vary
between 0% (no quality criteria met) and 100% (all quality criteria met), < 40% of
the criteria met is considered low quality, 40-80% moderate quality and 80% high
quality (23).

Results

Study selection and characteristics

A total of 1,074 publications were screened and assessed for eligibility. The first
selection based on title and abstracts resulted in 1,064 publications being excluded.
The remaining ten were screened full text, resulting in four eligible publications (Figure
1). Table 1 provides an overview of the included studies, which were published between
2014 and 2019. Two studies were conducted in the USA and two in Europe. The
majority had a qualitative design (n = 3) using interviews (n = 2) and focus groups
(n =1). The quantitative study (n = 1) used observations and questionnaires in a pre-
post design. Three studies considered the transition from home to nursing home and
one study focused on the transition from home to hospital and hospital to home. The
sample sizes per study ranged from 11 to 37. In total, 57 persons with dementia, 31
informal caregivers, and 26 healthcare professionals were included
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Additional records
meeting abstracts
(n=127)

—

Records via
snowball method
(n = 250)

Records identified
through database search
(n=2.489)

l

Records after
duplicates removed
(n=697)

Records screened
(n=1,074)

Records excluded
{n =1,064)

Figure 1. Flow Diagram

Quality assessment

Full-text articles assessed
for eligibility (n = 10)

Full text articles
included in review
(n=4)

Full-text articles excluded,
with reasons (n = 4)

s No research article (n = 2)

» Not about meaningful
activities (n = 1)

« No transition between
care settings (n = 1)

s Not about maintaining
meaningful activities
during transition between
care settings (n = 2)

Table 1 presents the total MMAT-score per study. A detailed rating for each study is
presented in appendix B. Two qualitative studies scored 100% (24, 25), and one scored
80% (26). The 80% score was due to the inability to answer the quality question
regarding the coherence between qualitative data course, collection, analysis and
interpretation because of missing information regarding the themes and subthemes
in the result section. The included study in the “quantitative non-randomized studies”
category (27) scored 0%, because of the small sample size and missing non-response
rate, a lack of psychometric data of the instruments used, the large amount of missing
data, variation in dose intervention, and no control of confounders.
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Experiences with maintaining meaningful activities

In general, participating in activities during transition was described as important for
persons with dementia. Maintaining meaningful activities meant they could continue
life as they were used to and stay active (25, 26) it gave them a sense of identity (24,
25) and purpose in life (25, 26). Also, meaningful activities improved quality of life and
could prevent and reduced behavioral problems after transition (24, 27).

With its focus on maintaining activities during hospitalization, the TAP-H intervention
(Tailored Activity Program for Hospitalized Patients with behavioral symptoms) reduced
behavioral problems and increased engagement. Family expressed high satisfaction
with this intervention. Also, staff readiness to work with the intervention improved,
and the sessions and activities were integrated into routine care over time. After
discharge from hospital, 59% of activities were continued. Which activities were
maintained or reasons for discontinuation were not specified (27).

Generally, the transition from home to nursing resulted in a decrease of a wide variety
of activities, such as physical activities like walking inside and outdoors (24-26), and
activities related to lifestyle and habits (24, 25). However, in some cases healthcare
professionals experienced an increase in activities for persons with dementia because
the nursing home offered more structure and stimuli than at home. Offering new
activities stimulated residents to participate (26). Religious activities and social
activities, such as visits from informal caregivers, were also considered meaningful
during transitions. The former because they provided an opportunity to meet new
people after a transition, the latter because it helped to sustain living patterns (24, 26).

Reasons for loss of meaningful activities were related to the disease, such as change
of interests and cognitive and physical limitations (24, 25), to the impact of the change
of environment (24, 25), and the new environment lacking possibilities to maintain
activities (25, 26).

Facilitators of and barriers to maintaining meaningful activities

Table 2 presents an overview of the facilitators of and barriers to maintaining
meaningful activities during the transition from home to nursing home. Facilitators and
barriers could be related to the person with dementia, informal caregivers, healthcare
professionals and organization of care, and the environment. The study about the
transition from hospital to home did not mention facilitators and barriers (27).

Barriers related to the person with dementia included physical problems, such as
vision, hearing, and movement impairments (24, 26), and cognitive impairments,
especially advanced dementia and neuropsychiatric symptoms such as apathy (24).
Matching activities with a person’s abilities was seen as important; a mismatch
could result in frustration (24), while a match improved functioning (25). A facilitator
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Table 1. Summary of studies included in review

First Author, year, Aim of study Design Method

country

Gitlin, 2016, USA To examine the Quantitative, (Video) observations of behavioral
feasibility of the tailored pre-post and affective reactions of patients
activity program for design (baseline-during intervention).
hospitalized (TAP-H) Questionnaires of engagement
patients with behavioral (baseline-during intervention)
symptoms. and readiness (start-finish) of

HCP to use activities. Records of
number, time, and use of activities.
Questionnaires (satisfaction and
use of activities at home) filled in
by family after discharge.

Groenendaal, To explore the Qualitative  Focus groups -
2019, experiences of HCP explorative Thematic analysis.
the Netherlands ~ with maintaining design

meaningful activities of
persons with dementia
during transition from
home to a nursing

home.
Kuosa, 2015, To explore the change  Qualitative Life stories, interviews - Thematic
Norway and continuity in the design narrative analysis

engagement in life of
persons with advanced

dementia.

Tak, 2014, USA  To describe types Qualitative 31 short, open-ended interviews
of current activity study and 6 completed in-depth
involvement and interviews - Content analysis

barriers to activities
reported by persons
with dementia.

Note: TAP-H = TAP-H is an intervention to tailor activities to patients’ interests and abilities,
performed by an occupational therapist. It includes training of HCP and informal caregivers in
the use of the activities; MMAT= Mixed Methods Appraisal Tool; HCP= healthcare professionals
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Participants Setting of the Main results of study MMAT
study -Type of score
transition

20 persons 22-bed Medical 66 activity prescriptions tailored to interests and 0%
with dementia, Behavioral Unit abilities were introduced to patients.

20 informal During sessions, high patient engagement, increase
caregivers,4  Transition from in pleasure and positive gestures, and decrease
HCP home to hospital in anxiety/anger, negative verbalizations, and
and hospital to  negative nonverbal behaviors were observed.
home After discharge, 32 activities were prescribed, of

which 19 (59%) were used at home. Staff improved
in readiness to use tailored activities and families
expressed high program satisfaction. The results
support the feasibility of TAP-H.

22 HCP Nursing home  HCP felt that activities declined after moving to 100%
a nursing home. Three themes were identified:
Transition from (1) Awareness of and attention for meaningful
home to nursing activities during transition (2) Personalizing
home meaningful activities, and (3) Organization of care.
Various facilitators and barriers that influenced
maintaining meaningful activities were identified.

11 informal Community Informal caregivers report slow and abrupt 100%
caregivers setting (n =3)  changes in everyday and physical activities,
and nursing changes in the person’s level of awareness,

home (n = 8) and changes in habits in new care settings and
environments of their relative. Abrupt change

Transition from from active to passive activity patterns were seen

home to nursing after moving to a nursing home. The person’s

home background, motives, identity, lifestyle, and the
contextuality of activities were important factors
to determine the meaningfulness of an activity and
for continuing activities. Informal caregivers found
it important to tell their relative’s life story and that
the person with dementia could continue their life
as much as possible.

37 persons Nursing home  Persons with dementia missed past activities. 80%
with dementia They depend mostly on activities organized by the
Transition from facility. Bingo, card games, and religious gatherings
home to nursing were the most attended activities. Entertainment,
home walking, and visits from family members were
thought of as meaningful activities. Continuing
previous activities was difficult due to lack of
opportunities, physical limitations, environmental
factors, and lack of assistance from HCP. A
checklist was created for individualizing and
evaluating activity engagement.
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highlighted in all three studies was the importance of knowing what motivates the
person with dementia to do a specific activity. For example, for one person bingo
itself was meaningful, while for the other the social engagement during the game was
important (26). Knowledge about an individual’'s motivation for participating provided
opportunities to further personalize the activity (24). Also, offering both group and
individual activities facilitated maintaining activities (24, 26).

A facilitator related to informal caregivers is their involvement in activities inside and
outside the nursing home. Examples included visits to the person with dementia in
the nursing home, being creative in finding activities, and helping their relative with
transportation to outside activities (25, 26). Informal caregivers were an important
source of information about the person with dementia for healthcare professionals (24,
25). Interestingly, while healthcare professionals experienced incomplete information
from informal caregivers about individual meaningful activities (24), the informal
caregivers mentioned that there were not enough opportunities during transition to
inform the healthcare professionals about who the person with dementia is (25). Both
healthcare professionals and informal caregivers indicated that informal caregivers find
it difficult to identify and maintain meaningful activities (24, 25).

Facilitators of maintaining meaningful activities related to healthcare professionals
and organization of care were interdisciplinary collaboration between healthcare
professionals before and after the transition, continuity in team members, and access
to care plans with specific goals (24). A person-centered care attitude, that is knowing
the person (25) and stimulation (24, 25) and offering help to attend activities (26),
facilitated maintaining meaningful activities. Lack of time was the most cited barrier
(24-26).

Barriers to maintaining meaningful activities related to the environment were a lack
of possibilities to participate in activities due to a lack of materials and a suitable
accommodation (25, 26) not being able to personalize the environment to one’s
preferences (25) and missing personal items due to the transition (24). Another
barrier in relation to the environment was that after transition, the activity has to
be performed in an unknown and different environment (24, 25). The performance
of activities in a different environment can change the meaningfulness of an activity
(24, 25). For example, gardening in a communal garden may no longer be meaningful
because it is not one’s own garden (25).
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Table 2. Facilitators for and barriers to maintaining meaningful activities during transitions of care

Facilitators Barriers

Related to person with dementia

Adjusting activities to abilities of person Limitations in physical abilities to participate in
with dementia (24-26) meaningful activities (24, 26)

Offering meaningful activities matching the Limitations in cognitive function (24)

interests of the persons with

Dementia (24-26)

Motivation for the meaningful activity gives Frequencies and timing of activities not

possibility to adjust activity to the matching preferences and needs of persons with
person with dementia (24-26) dementia (25, 26)

Offering individual meaningful activities Activities not matching individual interests
related to habits (24, 25) (25, 26)

Offering group (facility) and individualized
(self-directed) activities (24, 26)

Related to informal caregivers

Using creativity to help persons Lack of knowledge of informal caregivers
with dementia maintain meaningful (24, 25)
activities (25)

Informal caregivers’ knowledge about the  Incomplete information from informal caregivers
life of the person with dementia (24, 25) about meaningful activities of the person with
dementia (24)

Involvement of informal caregivers in the life of the persons with dementia (24-26)

Related to HCP and organization of care

Knowing the person with dementia (25) Lack of knowledge about the person with
dementia, meaningful activities, and the roles
and habits of the person with dementia (24, 25)

Stimulating persons with dementia (24, 25) Offering no help to continue meaningful
activities (25, 26)

Offering help to attend activities (26) Not offering the possibility to informal

caregiver to tell the story of the person with
dementia (25)

Person-centered care attitude (24) Lack of time (24-26)

Interdisciplinary collaboration between Task-oriented attitude (24)

HCP during transition (24)

Access to care plan for all involved in Few exchanges between HCP from own and
providing activities (24) other organisations (24)

Permanent team (24) Shortage of staff (20)

Non-specific goals for meaningful activities (24)

Related to environment

Environment provides the possibility to Lack of possibilities in environment to

perform activities (24) participate in previous activities (25, 26)
Perform meaningful activities in a different and
unknown environment (24, 25)

Impossibility to personalize environment
(24, 25)

HCP= healthcare professional
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Interventions and strategies

Only one included study used a specific intervention (TAP-H) for maintaining
meaningful activities. Although three of the included studies were not primarily
focused on interventions or strategies, several strategies were mentioned. These
strategies focused on assessment and implementation, and education of healthcare
professionals.

Assessments are the systematic collection of information about a person or situation.
The goal is to gather information about a person’s abilities, preferences and needs
to be able to maintain and offer meaningful activities in the new care setting (24-27)
Several strategies were suggested, such as a checklist for individualizing and evaluating
activities in the nursing home (26) obtaining the life story of the person with dementia
(24, 25), interviews with the persons with dementia and informal caregivers (25, 27)
observations (24, 27) and questionnaires about the persons’ life and preferences
(24, 25). Continuous evaluation and adjustment of meaningful activities is necessary
due to changing individual needs (26, 27), information was gathered about cognitive
functions, physical abilities and social factors (26, 27), and about the personal interests
and motivation of the person with dementia for activities (26, 27), the person’s roles
in life (24, 27) as well as preferences about frequency and timing of the activities (26).
Also, information about the living environment before (24) and after transition (27),
and support needed to attend (26) and during activities was collected (27).

Strategies to implement meaningful activities were writing down activities in a care
plan, setting goals for meaningful activities (24, 27), and incorporating them in daily
care routines (24). Another proposed strategy was to integrate an assessment of
meaningful activities in procedures during the transition (24).

Strategies related to education for informal caregivers were focused on providing
information and education about the importance of meaningful activities (24) and
continuation of activities after transition (26). Educating and coaching healthcare
professionals about meaningful activities was another strategy (24, 27). For example,
in the TAP-H intervention the occupational therapist coached a recreational therapist
and certified nurse on how to perform the activities during and after an intervention
session (27).

Discussion

This study investigated the experiences, barriers and facilitators, and interventions
and strategies regarding maintaining meaningful activities of persons with dementia
during transitions of care. Persons with dementia, informal caregivers, and healthcare
professionals experienced maintaining meaningful activities as important, especially
social engagement. Facilitators of and barriers to maintaining meaningful activities were
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related to the persons with dementia (personal interests, preferences, abilities, and
needs), informal caregivers (involvement, and knowledge about meaningful activities
and the person with dementia), healthcare professionals and organization of care
(person-centered care attitude, collaboration, time, and knowledge), and environment
(change and personalization). Strategies focused on continuous matching of activities
to individual interests, abilities, preferences, and needs, the implementation of
meaningful activities in daily routine care, and educating healthcare professionals
and informal caregivers.

In general, the participants of the included studies experienced a decline of activities
after transition, especially related to daily life and physical activities. The results
of our review are in line with a study on meaningful activities for persons without
dementia after transition to a long-term care facility (28). Other studies emphasized
the importance of preventing the loss of meaningful activities, relationships, and
maintaining old habits and routines during transition to long-term care because they
provide a sense of identity and autonomy, and help the person adjust to life in a nursing
home (29-31). It is therefore vital to develop transitional care focused on maintaining
meaningful activities for persons with dementia. Working in partnership with informal
caregivers and persons with dementia is crucial for good transitional care (32). Our
review showed a probable mismatch in needs between healthcare professionals and
informal caregivers related to collecting information about the meaningful activities
of the person with dementia. This indicates that improvements can be made in the
collaboration between healthcare professionals, informal caregivers, and persons with
dementia.

A limited number of strategies and one intervention were found to maintain
meaningful activities during transitions of care. Most programs and interventions to
maintain meaningful activities focus on providing meaningful activities in a particular
setting, such as the long-term setting and the community setting (33, 34). Future
studies should focus on developing interventions for persons with dementia and
their informal caregivers to maintain meaningful activities during transitions of
care. When developing such interventions, an important part of it should include
educating healthcare professionals and informal caregivers about the importance of
maintaining meaningful activities during transition, and on strategies how to practically
accomplish that. One example would be to use the tools mentioned in our review, such
as obtaining information about the person with a life story (25) and collect detailed
information about preferences for activities using a checklist (26). To educate informal
caregivers and healthcare professionals, an occupational or recreational therapist could
coach them on how to offer and maintain meaningful activities during transition (27).
Furthermore, more attention is needed to develop effective interventions strategies
that included the whole transitions process, so before, mid, and after transition and
not just on of one of those three phases.
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Strengths and limitations

A key strength of the review is the narrative synthesis that was used. This method
made it possible to optimally analyze and describe the results of the limited number
of heterogenous studies found. Two types of transitions, the transition from home to
nursing home and between home and hospital, were described in the included studies,
limiting generalizability to other types of transitions. Another strength of the study is
the thorough systematic search that was performed. Although the limited number of
included studies may be due to the strict inclusion criteria, it also shows there is much
knowledge to be gained on how to best maintain meaningful activities for persons
with dementia during transitions of care. Three of the four included studies were of
high quality. Only the study concerning the transition between home and hospital was
of low quality. Therefore, the findings of our review provide valuable information for
healthcare professionals, organizations, and policymakers, especially for the transition
from home to nursing home. For example, the barriers and facilitators found in our
review can be used to develop transitional care strategies to maintain meaningful
activities.

Conclusions

Maintaining meaningful activities during transitions is an under researched area. This
review highlights the need for transitional care that focuses on maintaining meaningful
activities for persons with dementia during transitions to enhance wellbeing, quality of
life, and person-centered care for persons with dementia and their informal caregivers.
Healthcare professionals providing transitional care should apply a person-centered
care approach to help maintain meaningful activities for persons living with dementia.
Healthcare professionals can achieve this by continuously evaluating whether activities
match the individual interests, abilities, preferences, and needs during transitions
by systematically collecting information about the person and the situation, such
as obtaining their life story. Furthermore, interdisciplinary collaboration between
healthcare professionals in the different care settings, and involving informal caregivers
in all phases of the transition is advised. This could be achieved by effectively sharing
information and optimize communication between organizations, teams, and between
healthcare professionals and informal caregivers, elements which are essential for
interdisciplinary collaboration (35, 36) A practical example would be to not only
exchange medical information about a patient during transitions of care, but also
share information about the person (e.g., what makes them tick, their interests,
psychosocial needs, meaningful activities, and wishes). More general recommendations
for healthcare organizations are to prioritize meaningful activities in transitional care,
educate healthcare professionals about meaningful activities, and create a dementia-
friendly physical environment that stimulates engaging in meaningful activities.
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Appendix A

Maintaining meaningful activities for persons with dementia during transitions of care:
A systematic review.

Search strategy PubMed

((“meaningful activities"[tw] OR “meaningful activity”’[tw] OR"” meaningful life
activities”[tw] OR “meaningful life activity”[tw] OR “substantial activities”[tw] OR
“substantial activity”[tw] OR “important activities”[tw] OR “important activity”[tw] OR
“significant activities”[tw] OR “significant activity”[tw] OR “meaningful occupation”[tw]
OR “meaningful occupations”[tw] OR “important occupation”[tw] OR “important
occupations”[tw] OR “meaningful engagement”[tw] OR “activity engagement”[tw] OR
“activities engagement”[tw] OR “involved activities”[tw] OR “involved activity"[tw]
OR “meaningful leisure”[tw] OR “tailored activities"[tw] OR “tailored activity”"[tw] OR
“purposeful activities”[tw] OR “purposeful activity”[tw] OR “individual activities”[tw]
OR ‘“individual activity”[tw] OR”personally tailored activities”[tw] OR “personally
tailored activity”[tw] OR “individually tailored activities"[tw] OR “individually tailored
activity”"[tw] OR “person-centred activity”[tw] OR “personcentred activities"[tw]
OR “individualized activity”[tw] OR “individualized activity”[tw] OR “individualized
activities”[tw] OR “individualized activities”[tw] OR “meaningful social activities”[tw]
OR “meaningful social activity”[tw] OR “meaningful social engagement”[tw] OR
“meaningful social engagements”[tw] OR “meaningful social interaction”[tw] OR
“meaningful social interactions”[tw] OR “meaningful social participation”[tw] OR
“meaningful social participations”’[tw] OR “meaningful social participation”[tw]
OR “meaningful social participations”[tw] OR “Involvement in activities”[tw] OR
“Involvement in activity”[tw] OR “Daily occupation”[tw] OR “Daily occupations”[tw] OR
“Social occupation”[tw] OR “Social occupations”[tw]) AND (“Dementia”’[mesh:noexp]
OR “dementia’[tw] OR dement*[tw] OR Alzheimer*[tw] OR “Alzheimer disease”[mesh]
OR “Dementia, Vascular’[mesh] OR “Frontotemporal Lobar Degeneration”[mesh] OR
“Lewy Body Disease”[mesh] OR “Frontotemporal Lobar Degeneration”[tw] OR “Lewy
Body Disease”[tw])) OR ((“meaningful”[ti] OR meaningful*[ti]) AND (“activities”[ti]
OR “activity”[ti]) (“Dementia”[mesh:noexp] OR “dementia”[tw] OR dement*[tw] OR
Alzheimer*[tw] OR “Alzheimer Disease”[mesh] OR “Dementia, Vascular’[mesh] OR
“Frontotemporal Lobar Degeneration”’[mesh] OR “Lewy Body Disease”[mesh] OR
“Frontotemporal Lobar Degeneration”[tw] OR “Lewy Body Disease”[tw])))
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Appendix B

Maintaining meaningful activities for persons with dementia during transitions of care:

A systematic review.
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Chapter 4

Abstract

Objectives: This study compared whether the categories of activities that persons
with dementia engage in changed between home and after nursing home admission.
Also investigated were the methods for assessing the wishes, needs, and abilities
regarding activities, and informal caregivers’ satisfaction with the degree of assessment
of activities during the transition.

Methods: A cross-sectional survey in which 81 informal caregivers of nursing home
residents with dementia participated (37 % male, mean age 65.0 years, SD 10.1).

Results: Persons with dementia performed activities in fewer activity categories in
the nursing home com- pared to home (Z = -3.74, p<.01). Conversation was the most
used assessment method. Informal caregivers rated their satisfaction with the degree
of assessment of activities during transition with a median score of 7 (IQR 5-8) on a
scale from O to 10.

Conclusion: Monitoring the activities for persons with dementia during the transition
is essential and activities should be assessed repeatedly over time to prevent potential
activity decline.

Keywords: Activities; dementia; informal caregivers; transition; assessment; nursing
home

Highlights

e Persons with dementia performed fewer categories of activities in the nursing home
compared to at home.

e Six of the 16 activity categories were performed significantly less often in the
nursing home compared to at home.

e Conversation is the most used method for the assessment of wishes, needs and
abilities regarding activities.
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Introduction

Engagement in activities is important for the well-being (1, 2) and quality of life of
persons with dementia (3-5). Persons with dementia living at home report activities
as one of the things that matters most to them (6). In the nursing home also, activities
have been reported as the most important need (7). Not meeting these needs can
result in boredom, inactivity, and increased affective and psychotic symptoms (7-10).

Admission into a nursing home is a life event for both the person with dementia and
their informal caregivers (11). Continuation of activities could facilitate adjustment
after transition into a nursing home and provide a sense of stability and normality (8,
12). Nursing home residents with dementia often miss activities they did at home and
prefer to continue some of those activities after nursing home admission (13, 14). For
informal caregivers, focusing on continuation of the person with dementia’s life and
re-establishing their routines, habits, and activities can be a way to cope with negative
emotions after the transfer to a nursing home (15). Unmet needs of informal care-givers
during these transitions may lead to greater levels of burden and negativity regarding
the transition (11, 16).

Healthcare professionals and healthcare organizations can enhance quality of care
and person-centered care by providing activities (17, 18). An adequate assessment
of the needs, wishes, and abilities of the person with dementia would contribute to
person-centered care, the gold standard in dementia care (19). Especially during the
transition, this assessment is relevant because of the changing situation (20). Even
though activities have important bene fits for persons with dementia, there is a lack
of awareness and attention for activities during transition (21, 22). A recent systematic
review showed that maintaining meaningful activities during transitions is an under-
researched area (22). This review showed a decrease of meaningful activities after
transition and that systematically collecting information about the person (e.g., what
makes them tick, their interests, psychosocial needs, meaningful activities, and wishes)
is important to adjust meaningful activities to the person (22).

The first step to ensure that persons with dementia can continue activities in the
nursing home is to obtain an overview of what categories of activities are performed
at home and in the nursing home. This study examined the categories of activities that
persons with dementia engaged in at home and in the nursing home. Also examined
were the current methods for the assessment of wishes, needs, and abilities of persons
with dementia regarding activities, when these assessments were conducted, by
whom, and informal caregiver satisfaction with the degree of assessment of activities
during transition.
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Materials and methods

Design

A cross-sectional survey design was chosen. A survey enables obtaining information
from a large group in a relatively short time (23). The current study was part of a
larger survey study about meaningful activities for persons with dementia and how
these activities contribute to quality of life. The survey was distributed to informal
care- givers, healthcare professionals, and volunteers. The current study used the data
provided by informal caregivers as they were the per- sons who were involved both at
home and after nursing home admission. The data were collected between September
and October 2021. This manuscript was prepared following the Consensus-Based
Check- list for Reporting of Survey Studies (CROSS) (24).

Setting

In the Netherlands, persons with dementia who live in a nursing home require 24-
hour care or supervision and have a high need for medical and nursing care and
support (25). Daily care is provided by a multidisciplinary team, including nursing aids,
registered nurses, psychologists, elderly care physicians, occupational therapists, and
physiotherapists (26). The care vision is person-centered (27). Activities are offered
and often organized by activity coordinators. In recent years, hostesses are working
in the living rooms to be present for the residents and assist with eating and drinking.

Recruitment

Participants were recruited nationwide in the Netherlands via the Dutch Alzheimer
association, six Dutch collaborative networks in the care for older people which
included nursing homes, and Alzheimer cafe’s. These organizations handed out flyers
about the survey to potential participants in person, placed them in information stands,
and distributed the flyers via email and newsletters. Furthermore, social media was
used. The flyer included a QR code or a URL that forwarded to a website where the
participant could leave their email-address and indicate whether they were a volunteer,
informal caregiver, or professional caregiver. Next, participants received an email with
a link to the online survey. Informal caregivers could participate in the survey if they
had weekly contact with their relative with dementia who lives in a nursing home, had
sufficient understanding of the Dutch language to fill in a survey, and were = 18 years
old. For the current study, an additional inclusion criterion was the involvement of the
informal caregiver during the nursing home admission (i.e., knowing which activities
the person with dementia performed before and after the transition). This was verified
with the question “Were you involved in your relative’s move to the nursing home?
Involved means that you have insight into the activities your relative engaged in before
and after moving.” Participants who answered “Yes, but it was so long ago that | can’t
answer questions about that anymore” and “no” were excluded from the analysis.
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Survey development and procedure

The 16 activity categories in the survey were based on a literature search on activities
performed by persons with dementia (3, 28, 29). These categories were evaluated on
clarity and comprehensibility by the research team, two healthcare professionals, and
an informal caregiver. A full description of the categories and examples of activities
are presented in Appendix A.

The survey was pilot tested by two healthcare professionals and one informal caregiver
to ensure the questions were comprehensible and test the survey completion time.
Completing the whole survey took approximately 25 min. The survey was created in
the cloud- based electronic platform Castor Electronic Data Capture (30). All questions
were mandatory. Participants could move backward and for- ward through the survey.
In addition, it was possible to save and complete the survey at a later time. The survey
contained nine topics: (1) consent form; (2) general information about you; (3) information
about your relative; (4) relationship to your relative; (5) activities; (6) characteristics
and preferences of your relative with dementia; (7) people involved in activities; (8)
implementation; (9) move from home to nursing home. The current study used data from
topics 1, 2, 3, 4, 6, and 9. Topic 5 was not included because it contained questions about
the activities offered in the nursing home and the expected contribution to quality of life.

Topics two, three, and four included questions about the characteristics of the informal
caregiver and their relative with dementia, dementia diagnosis, admission date, and the
relationship between the informal caregiver and resident. The topic “characteristics and
preferences of your relative with dementia” started with the question, “With regard
to activities, how are your relative’s wants, needs, and abilities assessed?” Answers
included “conversation’, “booklet” (e.g. life story), “collage”, “games’, “physical examination’,
“the wishes, needs, and abilities of my relative with dementia were not assessed”, “other”,

“don’t know”.

Next, participants could indicate when this method was used: “Before the move to the

” o«

nursing home’, “Upon admission to the nursing home’, “After several months in the nursing
home, namely... months”, “This is not assessed”, “Don’t know”. The number of months could
be specified. The follow-up question inventoried how often activities were assessed:

“‘one time’, “regularly’, “don’t know” Regularly had the option to specify how many times
per yeat.

Next, we asked who assessed the activities. Multiple answers were possible and
they were merged into certified nurses and nurse assistants, activity coordinators,
social care workers and hostesses, physicians and nurse practitioners, therapists, and
informal care- givers. Finally, participants were asked to score “the degree to which
activities are assessed before the move or just after moving” on a Visual Analogue
Scale (VAS) from O to 10 (O very poor-10 very well).
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The topic “move from home to nursing home” comprised three questions: 1) a
multiple-choice question: “Has there been any change in the activities your relative
with dementia engages in after admission to the nursing home?” Possible answers
were: “my relative has been doing fewer activities after the move’, “some activities have
decreased and other activities have increased’, “activities have remained the same”, “my
relative has been doing more activities after the move”, “my relative has been engaging in
other activities after admission to the nursing home’, “don’t know”. 2) “What activities
did your relative engage in at home?” 3) “What activities does your relative engage in
the nursing home?”. For questions 2 and 3, multiple categories could be selected and

there were open text fields for any activity that did not fit in any of the categories.

Data analysis

The data were analyzed using SPSS version (25). Descriptive analyses and statistical
tests were used to describe the results. Categorical data were described in percentages,
and for continuous variables, the mean (SD) or median (IQR) were reported. To compare
the activities reported at home and in the nursing home, McNemar's test was used.
The Wilcoxon Rank test (not normally distributed) was used to test for differences in
the total activities categories (sum of all categories of activities per resident) reported
at home and in the nursing home. Furthermore, a sensitivity analysis was performed
to examine whether there was a difference in the activity categories (chi-squared test
and Fisher’s exact test) and the total of activities (Mann-Whitney U test) between
residents living shorter (< 12 months) vs. longer (> 12 months) in the nursing home.
The cut-off score of twelve months was chosen because living in the nursing home
longer than 12 months is considered a long-stay admission (31).

Ethical considerations

Before the survey started, an information letter was shown on the screen and
participants were asked to give online consent for participation in the study. The
survey started only after online consent was given. The Leiden-The Hague-Delft
Medical Ethical committee declared the study exempt from the Dutch Medical
Research Involving Human Subjects Act (protocol nr. N21.128)

Results

Fig. 1 shows a flow diagram of the study. Of the 135 informal caregivers who wanted
to participate in the study, 81 were included in the analysis. Table 1 presents the
characteristics of the study population. Of the participants, 37 % were male, mean
age was 65 (SD 10.1) years, almost 62 % were children (in-law), and 28.3 % were living
together with the person with dementia. Also, 33.3 % of the persons with dementia
were male and 40 (49.4 %) had a diagnosis of Alzheimer's disease.
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Figure 1. Flowchart of the study

Activities at home and in the nursing home

Thirty-nine (48.1 %) participants indicated that the person with dementia performed
less activities after nursing home admission compared to at home. By contrast, 12.3
% (n = 10) indicated that the person with dementia performed more activities in the
nursing home than at home; 13.6 % reported (n = 11) that their relative engaged in other
activities; and 17.3 % (n = 14) stated that some activities declined, but other activities
increased. Only 3.7 % (n = 3) reported that activities remained the same after admission
into a nursing home and 5.0 % (n = 4) indicated not knowing.

Table 2 shows the categories of activities persons with dementia performed at home
and in the nursing home. The total number of activity categories per person was
significantly lower in the nursing home (median 5 (IQR 3-7)) compared to at home
(median 7 (IQR 5-9); Z= -3.744, p = <0.01, n = 79. This implies there is less variation in
activity categories that residents engage in at the nursing home compared to at home.

The most frequently performed activity categories at home were family and social

activities (74.1 %), household activities (70.4 %), and music and entertainment activities
(691 %). In the nursing home, the most frequently reported categories included music
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Table 1. Characteristics of the informal caregivers and their relative with dementia (n = 81)

Characteristic n (%)
Gender informal caregiver (male) 30 (37.0%)
Age informal caregiver in years: mean (SD) 65.0(10.1)
Relationship to the person with dementia
Child (in-law) 50 (61.7%)
Partner 25 (30.9%)
Sibling 4 (4.9%)
Othera 2(4.2%)
Living together with person with dementia before nursing home admission 23 (28.4%)
Hours spent with person with dementia per week: median (IQR) 5(3-8)
Gender of person with dementia (male) 27 (33.3%)
Age of person with dementia in years: mean (SD) 83.5(9.4)
Type of dementia
Alzheimer’s disease 40 (49.4%)
Vascular dementia 18 (22.2%)
Frontotemporal dementia 7 (8.6%)
Alzheimer’s and vascular dementia 5(6.2%)
Otherb 5(6.2%)
Unknown 6 (7.4%)
Months Living in a nursing home: median (IQR)c 25 (10-42)
<12months living in a nursing home 23(29.5%)
>12months living in the nursing home 55(70.5%)

SD=standard deviation; IQR=Interquartile Range

aformer wife and legal representative mentor

bother: frontotemporal and vascular, dementia not specified, Lewy-Body dementia (including
Parkinson’s dementia)

cn=78

and entertainment activities (87.7 %), exercise (67.9 %), and family and social activities
(49.4 %). Six of the 16 activity categories were significantly less often performed in the
nursing home compared to at home, i.e., household activities, activities focused on
daily rituals, family and social activities, activities focused on personal care, activities
focused on holiday and events, and cognitive stimulation. Music and entertainment
activities (n = 71; 87.7 % vs. n = 56; 69.1 %; p=.011) and activities including dolls (n = O;
0.0 % vs.n =7; 8.6 %; P=.016) were engaged in significantly more in the nursing home
than at home.

A sensitivity analysis was performed to examine differences in activities for residents
who lived relatively short (< 12 months) compared to residents who lived longer (> 12
months) in the nursing home. The total amount of activities performed in the nursing
home did not significantly differ between the two groups (n = 78; Z = -4.20, p = .674).
Comparison per category of activities showed significantly more engagement in the
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category music and entertainment activities of the group of residents who lived >12
months in the nursing home (n = 77, p = .039). For details, see Appendix B. The other
categories of activities showed no significant differences between both groups.

Table 2. Categories of activities performed by persons with dementia at home and in the nursing
home, including a comparison between the two settings

Category of activities Home Nursing home  p-value
n (%) n (%)

Total categories of activities per person: 5(IQR 5-7) 7 (IQR 5-9) <.001*
median (IQR)

Art activities 20 (24.7%) 19 (23.5%) 1.000
Animal activities 8(9.9%) 14 (17.3%) .359
Activities including dolls 0 (0.0%) 7 (8.6%) .016*
Exercise 52 (64.2%) 55 (67.9%) 523
Sensory stimulation 11 (13.6%) 12 (14.8%) 1.000
Music and entertainment 6 (69.1%) 71 (87.7%) .011*
Cognitive stimulation 8 (46.9%) 25 (30.9%) .045*
Reminiscence 7 (45.7%) 33(40.7%) 486
Outside activities 9 (48.1%) 27 (33.3%) .091
Family and social activities 0 (74.1%) 40 (49.4%) .002*
Household activities 7 (70.4%) 23 (28.4%) <.001*
Religious activities 2 (27.2%) 15 (18.5%) .092
Activities focused on personal care 3(65.4%) 36 (44.4%) <.001*
Activities focused on holiday and events 3 (65.4%) 36 (44.4%) .003*
Aromatherapy 2 (2.5%) 2 (2.5%) 1.000
Activities focused on daily rituals 39 (48.1%) 16 (19.8%) <.001*
Other 2 (2.5%)p 0 (0.0%) .500

n = 80 for home and nursing home; one participant selected ‘I don’t know’ for activities at home
and one participant selected ‘don’t know’ regarding activities in the nursing home. For the
comparison between settings, these two participants were not included in the analyses (n = 79).
bday care, lovemaking

* Significant at p < 0.05

Assessment of activities

Informal caregivers rated their satisfaction with the degree of assessment of activities
before or just after nursing home admission with a median score of 7 (IQR 5-8). Informal
caregivers indicated that multiple persons assessed the activities. Certified nurses and
nurse assistants (n = 53, 65.4 %) were most frequently mentioned, followed by activity
coordinators, social care workers and hostesses (n = 35, 43.2 %), physicians, and nurse
practitioners (n = 35, 43.2 %), therapists (n = 34, 42 %), and informal caregivers (n = 33,
40.7 %).
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Table 3 shows the moment and frequency of the assessment of wishes, needs, and
abilities related to activities for the person with dementia per assessment method.
The most frequently used method was conversation (n = 56), followed by physical
examination (n = 26). The assessment took place mostly “upon admission to the nursing
home”.

Table 3. Moment and frequency of the assessment of wishes, needs, and abilities related to the
activities of the person with dementia per assessment method (n = 78)2

Conversation Booklet Games Physical

examination
MethodsP 56 8 9 26
Moment of assessment: n
Before move to the nursing home 9 1 2 1
Upon admission to the nursing home 35 2 2 14
After several months in the nursing 10 1 2 3
home
This is not assessed 0 0 0 1
Don’t know 2 4 3
Frequency of assessment: n
One time only 7 2 2 4
Regularly (more than once a year) 35 3 3 13
Don't know 14 3 4 9

a3 participants were excluded due to missing data

b“collage” (n = 0) “This is not assessed” (n = 8) “| don’t know” (n = 0), and “other” (n = 5), which
included: We (daughters) have tailored the clubs and activities to how our mother was active at
home; Through an app; Observation; As they get to know her, they look what activities fit; The
activities are supply oriented; Customization must be provided by family; Life book and collage
was already there.

Discussion

This study compared categories of activities performed by persons with dementia at
home and after admission into a nursing home. In general, residents engaged in fewer
activity categories in the nursing home compared to at home. Also, we examined
by whom, how, and when the wishes, needs, and abilities with regard to activities
of persons with dementia were assessed. This assessment was often conducted by
certified nurses and nurse assistants in a conversation during admission. Informal
caregivers' satisfaction with the assessment of activities during transition was rated
7 (out of 10).

The decline of activities was related to the categories household activities, activities

focused on daily rituals, activities focused on holidays and events, family and social
activities, cognitive stimulation, and activities focused on personal care. Music and
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entertainment, and activities including dolls were the only two categories which
increased after nursing home admission. The decline of activity categories in our
study is in line with findings in other studies (22, 32). These studies found a decline in
physical activities, activities related to lifestyle and habits (22), and household activities
(32). Watching television is often reported as an activity in nursing homes (33, 34).
This may explain the increase in the music and entertainment category after nursing
home admission, as watching television was included in this category. However, it is
difficult to compare categories of activities between studies due to variations in the
categorization of activities. Moreover, it must be considered that the decrease or
increase of activities was evaluated based on the count of categories of activities at
home and in a nursing home. Possibly, persons compensated by frequent activities in
other categories. Therefore, it is necessary to include frequency of activities in future
studies in addition to categories of activities.

Only 3.7 % of the informal caregivers indicated that activities stayed the same after
admission into a nursing home and almost half of the participants indicated a decline
in activities. Therefore, it is important that healthcare professionals monitor the
activities per resident, ideally starting before nursing home admission or if this is not
possible shortly after admission. A recent developed model (TRANSCIT model), based
on the needs of older people and informal caregivers making the transition from home
to nursing home, advices to exchange information between the informal caregiver
and healthcare professionals on habits, needs, and course of life of the person with
dementia during the mid-transition phase which starts when persons decide to move
to a nursing home until the actual move (20).

The wishes, needs, and abilities of persons with dementia were mainly assessed in
a conversation during nursing home admission. Even though the assessment was
repeated at least once a year and informal caregivers were relatively satisfied with the
assessment, the decline in certain activity categories after nursing home admission
warrants further investigation and suggests there is room for improvement. For
example, the ratings of activities by informal caregivers can be used to ensure that
nursing homes offer a variety of activities for the residents. Thereby, it is important that
activities that are offered are tailored and meaningful to the person with dementia.3
This requires knowledge of the resident and highlights the importance of a repeated
structured assessment of their wishes, abilities, and needs, as these can change over
time (19, 35). Also, the assessment could facilitate healthcare professionals getting to
know the resident better, and help them select meaningful activities for residents,
something healthcare professionals find challenging (36).

In addition to regular assessments of the residents’ wishes, needs, and abilities,

several factors are described in previous studies that could contribute to maintaining
meaningful activities including the use of preserved abilities (37) and making small

71



Chapter 4

adjustments in daily care routines which may provide opportunities to enhance, for
example, household activities (21, 38). Furthermore, international and local differences
in the organization and available healthcare professionals in nursing homes could
influence the availability of activities and assessment methods. However, doing
an assessment may help nursing homes to gain insight into which activities they
should offer for their residents. Future research could focus on how, how often, and
by whom assessment of activities during transitions should ideally take place, and
on the potential beneficial effects on preventing activity decline. Furthermore, the
perspectives of persons with dementia themselves on engaging in activities at home
and in the nursing home and the (dis)continuation of activities could be investigated
in a future study with a longitudinal design.

Strengths and limitations

This study is one of the first studies to explicitly investigate categories of activities
performed by persons with dementia at home and in the nursing home. It includes
the perspectives of informal caregivers on the assessment of the wishes, needs, and
abilities in relation to activities, and on activities performed by their relatives with
dementia. A limitation of this study is the retrospective design, which can lead to
recall bias. Although the informal caregivers were involved before and after nursing
home admission, we cannot rule out that their picture of the activities of the person
with dementia was incomplete. The COVID-19 pandemic, with restricted visits for
informal caregivers, may have further negatively affected this. Also, a considerable
number of persons with dementia had already been living in the nursing home for
quite a long time. However, the sensitivity analysis showed no differences between
the groups living shorter (< 12 months) in the nursing home compared to residents
who lived longer (> 12 months) in the nursing home, except on, the category music and
entertainment. Another limitation is the small sample size, especially for the subgroup
analysis. Caution should therefore be exercised in generalizing these findings.

Conclusion

Activities differed between home and the nursing home. Individual assessment of the
resident’s wishes, needs, and abilities with regard to activities is needed during the
transition from home to nursing home and should be repeated over time to prevent
potential activity decline after nursing home admission. This knowledge can be used
to ensure activities can be maintained while also providing valuable insight into the
needs of persons with dementia and informal caregivers regarding activities.
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Appendix A. Categories of activities and examples

Groenendaal, Mari; Smaling, Hanneke J.A.; Achterberg, Wilco P, Caljouw, Monique A.A.
Activities of persons with dementia at home and after nursing home admission: a survey

study.

Categories of activities and examples

Categories of activities
Art activities

Animal activities
Activities including dolls
Exercise

Sensory stimulation
Music and entertainment
activities

Cognitive stimulation
Reminiscence

Outside activities
Family and social activities

Household activities
Religious activities
Activities focused on
personal care

Activities focused on
holidays and events

Aromatherapy

Activities focused on daily
rituals

Examples and explanation in the survey
Creative expression, e.g. (hand)crafts, photography etc.
Real animals as well as robotic and stuffed animals

Cycling, (chair) yoga, walking, etc.
Smell, hear, taste and touch

Listening to music, singing, playing a musical instrument,
watching TV, etc.

Games, puzzles, reading and writing, etc.

Retrieving memories, talk about memories, looking at photo
albums, looking at and reading history books, etc.

Gardening, bird watching, outings, etc.

Visiting family, talking to them on the phone, playing
shuffleboard, bingo, etc.

Setting table, cooking, folding laundry, etc.
Attending religious meeting, praying, etc.
Combing hair, putting on make-up, bathing, etc.

Birthdays, sporting events, religious holidays, etc.
For example, using essential oils

For example, drinking red wine in the evening and getting the
newspaper every morning
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Appendix B: Sensitivity analysis to compare the activity
categories in the nursing home between residents living

€12 months or > 12 months in the nursing home.

Groenendaal, Mari; Smaling, Hanneke J.A.; Achterberg, Wilco P., Caljouw, Monique A.A.
Activities of persons with dementia at home and after nursing home admission: a survey
studly.

Categories of activities at home and in the nursing home=

Category of activities < 12 months >12 months Chi-Square test/
nursing home n(%) nursing home n (%) Fisher's exact test

Art activities 6(27.3) 13 (23.6) X2(1) =.112,p =.738.

Animal activities 2(9.1) 11 (20.0) .327b

Activities including dolls 1(4.5) 6(10.9) .666P

Exercise 14 (63.6) 39 (70.9) X2(1) = .387, p =.534.

Sensory stimulation 3(13.6) 9 (16.4) 1.000p

Music and 17 (77.3) 52(94.5) .039b*

entertainment activities

Cognitive stimulation 10 (45.5) 14 (25.5) X2(1) =.2.930, p =.087.

Reminiscence 10 (45.5) 22 (40.0) X2(1) =.192, p =.661.

Outside activities 7(31.8) 20 (36.4) X2(1) =.143, p =.706.

Family and social 14 (63.6) 26 (47.3) X2(1) = 1.686, p =.194.

activities

Household activities 7(31.8) 15(27.3) X2(1) =.159, p =.690.

Religious activities 4(18.2) 10(18.2) 1.000p

Activities focused on 11 (50) 24 (43.6) X2(1) =.257,p =.612.

personal care

Activities focused on 10 (45.5) 25 (45.5) X2(1) = 000, p =1.000.

holidays and events

Aromatherapy 0(0) 2 (3.6) 1.000p

Activities focused on 3(13.6) 13(23.6) .535b

daily rituals

Otherc 1(4.3) 1(1,8) -

aTotal 77 Participants: < 12 months n= 22 and >12 months n = 55: 3 participants missing data
on date of admission, 1 participant indicated ‘don’t know’ about activities in the nursing home
and was therefore excluded.

bFisher exact test

cday care, lovemaking
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Chapter 5

Abstract

Meaningful activities can enhance quality of life, a sense of connectedness, and
personhood for persons with dementia. Healthcare professionals play an important
role in maintaining meaningful activities, but little is currently known about the
impact of the transition from home to nursing home on these activities. This study
explored the experiences of professionals in four Dutch nursing homes, identifying
facilitators and barriers to the maintenance of meaningful activities during the
transition. A qualitative explorative design was used. Data were collected using focus
groups and analyzed using thematic analysis. Twenty-two professionals participated
in four focus groups, and three themes were identified: (1) a lack of awareness and
attention for meaningful activities; (2) activities should be personalized and factors
such as person characteristics, interests, the social and physical environment, and
specific information such as roles, routines, activities, and personal issues play an
important role in maintaining activities; (3) in the organization of care, a person-
centered care vision, attitudes of professionals and interdisciplinary collaboration
facilitate maintenance of meaningful activities. Healthcare professionals felt that
meaningful activities are difficult to maintain and that improvements are needed.
Our study provides suggestions on how to maintain meaningful activities for persons
with dementia prior, during and after the transition.

Keywords: meaningful activities; transition; dementia; nursing home
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— Perspectives of healthcare professionals on meaningful activities during transitions

Introduction

Meaningful activities are commonly mentioned in relation to quality of life and
management of the behavioral and psychological symptoms of dementia (1). The
use of the term meaningful activity is widely spread, although in current literature, a
clear definition of meaningful activity is lacking. In this study, meaningful activities
are defined as all activities or occupations that are significant or meaningful for the
person and reflect someone’s current and past interests, routines, habits, and roles
and are adjusted to someone’s abilities (1, 2). A wide range of activities can be seen
as meaningful activities, such as reminiscence, music, family, and social activities and
individual activities related to routines and habits, for instance, domestic tasks (3).
For persons with dementia, meaningful activities can enhance wellbeing (4), provide
a sense of connectedness to self, others, and the environment (5], and a sense of
personhood (6). Despite these benefits, engaging in meaningful activities can be
difficult for persons with dementia, difficulties that are often related to the progress
of dementia. One major and often inevitable challenge can be the transition to a
nursing home.

Moving to a nursing home is a major life event (7), and adjustment to a nursing home
is difficult both for persons with dementia and their family members (8). Most studies
that have focused on the transition period and the factors influencing this transition
period have described the perspectives of family members of persons with dementia
(8, 9) or focused on supporting family members (10). A recent study investigated
adjusting to residential aged care facilities from the perspectives of persons with
dementia, family members, and facility care staff and identified meaningful activities
as critical for facilitating adjustment to life in the facility (11). A study by Rijnaard et al
(12) showed that engagement in activities and preservation of one’s habits and values
in nursing homes can help persons with dementia to feel at home.

Although the importance of meaningful activities for persons with dementia in nursing
homes is known, little is known about factors influencing meaningful activities and
maintenance of these activities in the transition period. One study of cognitively intact
older persons showed a decline in meaningful activities when moving to a nursing
home (13). Tak et al (14) have shown that while nursing home residents with dementia
had a wide variety of hobbies and activities prior to moving to a nursing home, their
current involvement in activities was limited and did not always match their interests.
Further, the study of Davison et al (11) found that although some residents continued
with previous hobbies, many residents and families found activities inadequate to
meet residents’ needs for stimulation and interest. In this study, staff found it difficult
to find activities that meet individual interests, preferences, and capacities of persons
with dementia and to incorporate meaningful activities in day-to-day-life. A range of
factors are associated with activity involvement in the nursing home and relate to
the person’s interests, competences, abilities, the (social and physical) environment,
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and other factors related to the organization of care (15). Healthcare professionals
play an important role in individually tailoring activities for persons with dementia by
focusing on the individual's preferences, interests, remaining abilities, memories or
personal history (2). This study explores the experiences of healthcare professionals
in Dutch nursing homes in relation to (1) maintaining meaningful activities when
persons with dementia move from home to a nursing home, (2) working together as
a multidisciplinary team to maintain meaningful activities, and (3) the experienced
barriers and facilitators.

Materials and Methods

This study has a qualitative explorative design and used focus groups as a data collection
method. Focus groups were used to gain an in-depth insight into the experiences of
healthcare professionals regarding meaningful activities for persons with dementia in
transition from the home to a nursing home, and the factors experienced as barriers
and facilitators. Furthermore, focus groups were used because, in comparison with
individual interviews, this method offers participants the opportunity to share their
ideas and to interact and complement each other (16). In this study, the transition
period is seen as the period prior to, during, and the period following admission and
therefore also includes the adjustment period (7).

Setting, Study Sample, and Recruitment

The participating care organization has nine nursing home locations in the region of the
Hague, the Netherlands, which provide small-scale dementia living facilities within the
environment of a larger nursing home. Six to eight persons live together in a group, with
in total about 100 persons with dementia per nursing home location. Residents share
a living room, and each has their own bedroom. Activities are integrated in daily care
(e.g., cooking, household activities) or offered in groups (e.g., gym, dancing). Daily care
is provided by a multidisciplinary team that consists of nurse aides, registered nurses,
psychologists, elderly care physicians, occupational therapists, and physiotherapists.

The inclusion criteria in this study required that the participating healthcare
professionals were regular members of a multidisciplinary team and were employed
in a dementia care unit. All teams were recruited by a researcher via email, through
which a multidisciplinary team member in a dementia care unit was invited to explore
the possibility if several multidisciplinary team members could participate in the
focus group at their location. The member of the team who was approached by the
researcher contacted the multidisciplinary team members also by email or face-to-face
to see if they could participate in the focus group. Participation was on a voluntary
basis.
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Data Collection

The focus groups were semistructured and had the following structure: (1) welcome,
(2) focusing exercise, (3) main subject, and (4) completion. During the welcome,
participants introduced themselves, and approval was obtained for audio recording.
This was followed by a focusing exercise to introduce the topic of meaningful activity.
The aim of this focusing exercise was to get the conversation going between the group
members by introducing the topic (16). Participants were asked to write examples of
meaningful activities and what they believe makes an activity meaningful on Post-It
notes, after which, discussion of their views took place. A different color of Post-It
was used for each discipline in order to compare views per discipline. As the main
subject of the focus group, various topics were discussed related to assessment and
maintenance of meaningful activities during the transitional period. Opinions and
experiences were shared concerning current practice, barriers and facilitators, and
collaboration as a multidisciplinary team. The topic list for the main subject was derived
from the experiences of the researcher (author 1) and an occupational therapist (author
3). The focusing exercise and main subject are listed in Table 1. During completion, all
participants were able to contribute any last thoughts and ask questions about the
study.

All participants gave oral consent for audio recording of the focus groups and
anonymous use of data. The focus groups were moderated by a researcher (author 1)
and an occupational therapy student (author 2). The researcher is an experienced group
facilitator, is employed in the organization as a lecturer practitioner, and has worked
with multidisciplinary teams to maintain meaningful activities. Both moderators
encouraged participation and discussion from all participants in the group interview.

Table 1. Focusing exercise and main subject.

Head Topic Sub Topic

What is a meaningful Can you give an example of a meaningful activity? What do
activity? you believe makes an activity meaningful?

How are meaningful Opinions and current practice:

activities assessed? What do you consider barriers and facilitators?

How do you collaborate as a multidisciplinary team
in the assessment of meaningful activities

How do you maintain Opinions and current practice:

meaningful activities during  What do you consider barriers and facilitators?

the transition from home to How do you collaborate as a multidisciplinary team
nursing home? in maintaining meaningful activities?

Data Processing and Analysis

The focus groups were analyzed by thematic analysis. Thematic analysis is a commonly
used method to identify, analyze, and report patterns (themes) within data (17). During
the first step, familiarization with the data, author 2 listened to the audio recordings
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and transcribed the focus groups using the topic list. Author 1 then listened to the
audio recordings and read the transcripts, comparing them to the audio recordings in
an effort to identify any inaccuracies. The second step was to develop a coding frame,
in which author 2 selected fragments from the transcripts and organized them based
on the topic list. All the fragments were then read and coded by authors 1 and 2 and
discussed based on the questions: ‘What is the fragment about?’ and ‘What does this
fragment mean?’. The coding process was data-driven, meaning that the codes were
based on the data, which resulted in a long list of specific codes (17). The third step was
to organize the codes into themes and subthemes; to facilitate this process, authors
1and 2 used visual methods, such as tables, to structure their thinking process. In the
fourth step, author 3 independently reviewed the themes, subthemes, and extracted
data, reflecting on the coding process. Questions raised were discussed by authors
1, 2, and 3, and agreement was reached. The final step was to define and rename the
themes.

Authors 1 and 5 together reviewed the data, and three overall themes and several
subthemes were identified and renamed. These themes were then verified by all other
authors. Nvivo (version 12) was used for the coding and theme process, facilitating
the structuring of the transcript into fragments, codes, subthemes, and themes.
Anonymity and confidentiality were guaranteed, and the names of people, appearing
in the quotes, were deleted from the written texts or were anonymized. A member
check was conducted on the findings; the participants found the research findings
reflecting their meanings and perceptions (18).

Results

Four nursing homes indicated an interest in participating in the study. The remaining
five declined to participate due to a shortage of staff related to the vacation season. In
total, 22 healthcare professionals participated in four focus groups. The focus groups
had a broad composition and included a range of professionals comparable to the
typical multidisciplinary team in a Dutch nursing home, represented in the following
disciplines: five psychologists, four physiotherapists, three nurse aides, one registered
nurse, one hostess (a paid assistant without nurse training), one activity therapist,
three occupational therapists, two team managers, one physician, and one elderly care
physician. The number of participants in the four focus groups varied between three
and seven: Two focus groups had six participants, one had seven, and one had three.
In total, 4 men and 18 women participated. Work experiences in the care for persons
with dementia varied: Four participants had 0-2 years’ experience, nine participants
2-10 years, and seven participants more than 10 years, while we had no data from
two participants. Six participants were 20-35 years of age, nine participants 35-50,
three participants 50-65, and we had no data from four participants. The focus groups
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convened from 10 July to 24 July 2018. Two of the focus groups required half an hour,
and two required one hour.

Three themes were identified in the data which, according to the healthcare
professionals, influenced the maintenance of meaningful activities as persons with
dementia transitioned from home to a nursing home. These themes were (1) attention
and awareness, (2) personalized meaningful activities, and (3) the organization of care.

Attention and Awareness

During the focusing exercise, healthcare professionals were asked to give examples
of meaningful activities for persons with dementia. Five of the eight disciplines
mentioned “moving and/or walking”, “music”, and “kitchen activity and/or cooking” as
meaningful activities. A wide variety of examples were given, both between and within
the disciplines, varying from leisure activities to activities related to routines, roles
and habits. Not every activity was considered especially meaningful by all disciplines.
Participants were also asked which factors gave meaning to an activity. The items
“based on interests” and “mood enhancing” were mentioned by six disciplines and
“adapted from past activities” and “personalized activities” by five disciplines. In
each focus group, all attendees could agree with the items mentioned by a different
discipline.

Healthcare professionals in all focus groups reported that meaningful activities receive
little attention and constitute a minor aspect of the transition period, except when
this presents a problem or leads to behavioral problems in the person with dementia.
Nevertheless, they believe that greater attention for this subject could be beneficial.

“We can definitely improve care for persons who become distressed in their new
environment. For example, if a person appears to have behavioral problems or aggression
following admission, we need to identify factors appropriate to that person” (Team
manager, focus group 4)

In addition, the professionals argued that persons without behavioral problems also
deserve attention, because these individuals may be at risk “of quietly disappearing
into the crowd or of being overlooked”. In general, professionals endorsed the value
of meaningful activities in increasing quality of life and providing a sense of identity
and meaning.

“But it is also important to understand the patterns of someone’s home life before
admission and how we can help that individual to maintain that life in the nursing
home. This will necessarily differ because a nursing home is not someone’s original home,

but we should try to identify useful elements. So that someone still feels “I matter”, “I'm
involved” and “I'm important”” (Psychologist, focus group 3)
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Healthcare professionals report a lack of awareness amongst colleagues and family
members regarding meaningful activities. For family members, it can be difficult
to recognize which activities could be meaningful and how these activities can be
maintained, an issue probably related to the fact that family members have experienced
the decline and loss of activities firsthand and have consequently come to believe
that the person with dementia cannot regain activities. Another issue is that some
family members consider that older persons no longer need to undertake activities.
A final reason family members may be reluctant to share in activities and routines
could be embarrassment related to the behavior of the person with dementia. The
participating professionals proposed that additional information could be helpful for
family members. In addition to creating awareness among family members, improved
awareness among healthcare professionals and giving priority to meaningful activities
were considered important, especially in the transitional period characterized by other
urgent considerations (e.g., medical problems and issues).

“There is insufficient awareness and professionals ask too few questions related to
meaningful activities. In essence, there is often too little awareness of its importance.
The question is why someone is here; and that is not because they once had nice hobbies.
The medical condition receives primary attention.” (Psychologist, focus group 2)

Healthcare professionals suggest that more awareness and attention could be created
by integrating meaningful activities into standard care. During these procedures, it is
important to personalize meaningful activities, a theme elaborated below.

Personalizing Meaningful Activity

Healthcare professionals stated that both general and personalized activities are
available in nursing homes. General activities are offered in groups and have a specific
program or are performed in the living room. These activities are usually developed
for and are intended to meet the needs of residents but are not personalized.
Although these general group activities are valuable, the participants suggested that
a combination of personalized and (group) activities would be optimal.

“I think there should be a combination. People can sometimes no longer properly express
their wishes, or family members find it difficult to be specific. Sometimes it is good to
offer general activities for people to enjoy, but that is not enough; it is also important to
define what someone wants and needs.” (Occupational therapist, focus group 3)

In general, professionals felt that activities decline after moving to a nursing home.
Nonetheless, some people become more active following admission due to clear
structure in their day and greater stimuli (see theme three). A range of factors were
mentioned as influencing the performance and maintenance of meaningful activities in
the transition from home to a nursing home. Factors mentioned included the cognitive
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and physical abilities of the person with dementia, a change in interests, and the
changing environment (both in terms of the building itself and social factors). As a
consequence of the decline in the cognitive and physical abilities of persons with
dementia, professionals thought it important to adjust activities to meet abilities.
Persons with dementia can experience frustration and loss of motivation when offering
them activities that they previously performed. In addition, interest and motivation can
change as a result of the disease or the change in environment. Activities previously
performed at home may no longer be meaningful after transition to a nursing home.

“Certain activities can be sustained, but in my experience if someone no longer finds an
activity meaningful they will not want to do it anymore, such as peeling potatoes, for
example.” (Nursing aide, focus group 3)

Healthcare professionals often experience barriers to maintaining meaningful activities
related to a lack of materials and to personal issues stemming from the move, reduced
accessibility to and from the unit, and a different room layout and outside area.

“... for example, when someone is used to a small living area and has everything close to
hand. This is completely different in a nursing home with a long corridor leading to the
living room”. (Physiotherapist, focus group 4)

A facilitator of a successful transition is the possibility of continuing socially meaningful
activities, for example, birthdays and holidays, and the involvement of family members is
considered important in preserving someone’s living patterns. Healthcare professionals
argued that specific changes are needed to maintain meaningful activities. They state
that understanding the reason someone performed a given activity can be important
to find an appropriate alternative activity adjusted in a way that is meaningful.

“What did the activity represent and what did it mean to someone. For example, going
outside gave a sense of freedom, so how can you now encapsulate this sense of freedom
in a still achievable activity’. (Psychologist, focus group 2)

Another facilitator supporting the maintenance of meaningful activities is finding
meaning in ‘little things’, such as the daily routines someone was used to before moving
to a nursing home. Specific details of a person’s life history are collected during the
period immediately following admission, and these can help in the search for possible
activities, although additional information is often needed. The healthcare professionals
stated that information on the final period at home is especially important.

“At admission we ask questions about hobbies. But you should also look more specifically

at a person’s role at home and the activities they undertook when still at home”.
(Physiotherapist, focus group 3)
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The last facilitator to be mentioned was the need for reflection on the implementation
of an activity in daily nursing home practice. If the activity is easy to implement, it is
more likely that the activity will take place. The focus groups mentioned additional
organizational issues, which are discussed in the next theme.

Organization of Care

This theme includes several subthemes, with facilitators and barriers defined based
on the data from the focus groups: (1) person-centered care vision and attitudes of
professionals, (2) interdisciplinary collaboration, and (3) requirements (See Table 2). In
three focus groups, the participants felt that a person-centered focus in the attitude
of professionals and organization of care in the nursing home is needed in order
to realize meaningful activities. Attitudes focused on the questions a person may
have, including asking a person what is important to them, contribute to personalized
meaningful activities. Recently, a more person-centered approach was implemented
in the multidisciplinary team meetings in the care organization. Following this change,
the professionals noticed that more questions were being asked in the multidisciplinary
team meeting related to meaningful activities. Although the overall opinion was
that meaningful activities deserve greater attention, the multidisciplinary team
meetings were mentioned in all focus groups as a facilitator of this idea. In general,
an organization in which professionals seek opportunities, are flexible, and apply fresh
thinking will be supportive of maintaining meaningful personalized activities.

By contrast, in three focus groups, the participants argued that adopting tasks and
structures and routines from the perspective of professionals and the organization
could represent a threat to the maintenance of meaningful activities.

“When someone enters a nursing home, it is often said that they must first ‘get used to’
the new environment and ‘settle down’ for a couple of weeks. Actually, you are allowing
someone to become hospitalized during those two weeks. There is a danger in doing
nothing for too long, with the result that routines and habits are lost.” (Psychologist,
focus group 1)

Although to facilitate person-centered care, a flexible approach to work was considered
important, also, a single team approach was seen as a facilitator by two focus groups.
This issue is further elaborated in the subtheme of interdisciplinary collaboration.

Many different healthcare professionals are involved in the assessment and realization
of meaningful activities. For example, information is gathered during planned
conversations with family members and with the person with dementia, but also
during care moments and conversations throughout the day. Two focus groups felt
that when this information is not integrated, it can act as a barrier to the maintenance
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of meaningful activities. Several situations were mentioned whereby this information
could be aligned, both formal and informal. One was related to the multidisciplinary
team meeting and another to the possibility of working together as a single team in
the nursing home. No contact outside of formal meetings was mentioned as a barrier.

“The lines of communication between all disciplines are short (hostess). We really feel it is
one team (psychologist). And because the lines are short, professionals are also prepared
to ask more of each other (physiotherapist).” (Focus group 4)

Goal setting can facilitate the process of finding alignment. Although the finding
and formulation of goals can be complicated, the overall opinion was that they are
important in realizing meaningful activities and are helpful in making a plan specific
and explicit.

“The plan is often unclear, as are the conditions which must be met. For example, someone
likes Elvis’s music, but can they put on the music themselves, is equipment available,
who is responsible for it and how does someone react to the music.” (Psychologist, focus
group 1)

In all focus groups, clear responsibilities were considered important due to the many
different disciplines involved, so working together as a team was viewed as essential. It
is important to know who is responsible for what and to undertake regular evaluations
of agreements.

“Available care is developed around the residents. Each discipline carries out its own
assessment and we jointly discuss how they can be combined and implemented, resulting
in a cooperative, dynamic process. There are no clear boundaries as to who should do
what, as the focus is on the integrated package (nurse). We are integrating more of our
work (psychologist). The ball keeps rolling because everyone cooperates and feels jointly
responsible” (nurse).” (All focus group 4)

A factor experienced as a barrier was the lack of input from professionals involved prior
to admission to the nursing home, for example, the care professionals at the daycare
center or those providing home care. One focus group mentioned as a facilitator
the possibility for a person with dementia to acclimatize to their new situation, for
example, by visiting the nursing home before moving in.

Various requirements are mentioned in the maintenance of meaningful activities. The
facilitators were access to care plan for all involved in care, the presence of a hostess,
and a permanent team in the nursing home. The barriers to this included time, shortage
of staff, and temporary workers.
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Table 2. Facilitators and barriers to maintaining meaningful activities in the transition period as

experienced by healthcare professionals

Facilitator

Barrier

Theme 1: Awareness

Multidisciplinary team meetings promote
greater awareness by professionals by asking
questions such as: What is meaningful for this

person? What are the things this person wants

to do?

Greater attention in standard procedures for
meaningful activities during the transition
period

A lack of awareness of meaningful activities
among professionals

A lack of awareness by family members:
little belief that activities can be regained,
and a view that older persons do not need
to maintain activities

Theme 2: Personalized meaningful activity

Questions such as: What makes you happy?

“What is important for a day to be a good day?”

Both general and personalized activities are
offered

Family involvement

Environment provides the possibility to perform

activities

Determining why an activity is performed,
finding satisfaction in small things and the
opportunities for implementing the activity in
daily routines and nursing home daily practice

Insufficient specific knowledge of activities,
roles and habits before moving to the
nursing home

Only general activities available, rather than
asking which activities are preferred

Lack of specific information about activities
from family members

Environment: accessibility of the unit,
change of environment (moving) can change
routines of daily living. Materials unavailable
and personal issues related to moving.
Change of room layout

Factors relating to the person with

dementia: advanced dementia, apathy,
frustration

Theme 3: Organisation of care

Subtheme person-centered care vision and attitudes of professionals

Professionals seek opportunities, are flexible,
apply fresh thinking, stimulating persons with
dementia and experimenting

Structuring the day, a single team approach

Adopting tasks and care

Holding on to structures and routines from
the perspective of the organization

Multidisciplinary team meeting, focusing on meaningful activities and well-being

Subtheme: Interdisciplinary collaboration

Goal setting, paying attention to specific
conditions

Interdisciplinary collaboration: no specific
division of roles

Presence of professionals at the care location.

Non-specific goals/information not aligned
Few exchanges between professionals

Few possibilities for exchanges except in

An involved manager who thinks in possibilities multidisciplinary team meetings

Possibility of acclimatizing to the new
environment
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Subtheme: requirements

Care plan access for all involved in care Time, shortage of staff
Presence of hostess

Permanent team Temporary workers
Discussion

This qualitative, explorative study identified three themes important to the maintenance
of meaningful activities for persons with dementia during the transition from home
to a nursing home. The first theme was awareness and attention for meaningful
activities during the period of transition on the part of healthcare professionals and
family members. The second theme involved how to adapt and personalize an activity
to a new environment and to adapt the activity so that it remains meaningful. The
participating healthcare professionals argued that specific information is needed on
the involvement of family members and the activities, roles, and routines someone
preformed in the period before moving to a nursing home. In addition, various factors
that may influence the performance of activities have to be taken into account (person
characteristics, activity, and environment). The third and last theme embodied what is
needed in the organization of care in order to maintain meaningful activities.

The healthcare professionals consulted in this study reported that meaningful activities
are difficult to maintain during the transition from home to a nursing home and are
maintained less often than desired. These conclusions correspond to the findings
of an earlier study which reported that residents of nursing homes are generally
inactive and consequently have low overall activity levels (19). Currently, no studies
specifically describe investigations of how to adjust activities to remain meaningful in
the transition from home to a nursing home. There are, however, studies that focus
on how to moderate activities. For instance, Regier et al (20) described a model for
caregivers illustrating how to design activities that maximize engagement. In this model,
the remaining cognitive and physical functional abilities are aligned to interests and
environmental characteristics. These factors are similar to those found in our study,
in which healthcare professionals mentioned that various factors are important in the
maintenance of meaningful activities related to the remaining cognitive and physical
abilities of the person with dementia, the possible change in interests, and the changing
environment (both the building and social) due to moving. In addition, the motivation
underlying an activity and a person’s life history are important to the personalization
of a meaningful activity and to adaptations of an activity to the new environment. Du
Toit et al (21) also stressed the importance of a deep understanding of why activities
were undertaken in order to promote person-centered care. Viewing person-centered
care as the foundation can help in finding an alternative activity that matches the
values or needs embedded in the previous activity. Especially as dementia progresses,
an individual may no longer be able to engage in their valued meaningful activity, even
when using compensation strategies or adaptive tools or equipment (5). In our study,
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we found that specifically assessing someone’s activities before admission to a nursing
home, determining the underlying meaning of activities for the person with dementia,
and involving family members in any assessment may all contribute to identifying and
maintaining meaningful activities. In this study, healthcare professionals experienced
a lack of attention and awareness among healthcare professionals within their
nursing home organizations, which could have an influence on the identification and
maintenance of meaningful activities in transition from home to a nursing home. The
participating professionals expressed the view that a transition in living environment
could have an impact on maintaining activities for persons with dementia. Although a
more structured environment and daily care might be beneficial for some individuals,
most people risk losing activities. There is little research at present on the impact of a
transition from home to a nursing home on meaningful activities. The findings reported
in the present study suggest that adaptations will be required in order to ensure that
personalized meaningful activities remain meaningful in a new environment.

Interdisciplinary collaboration, with healthcare professionals in the nursing home and
professionals involved prior to the admission, was found to be a facilitator in the
organization of care, permitting the realization of meaningful activities for persons with
dementia in the transition from home to a nursing home. In a systematic review (22),
interdisciplinary interventions were found to have a positive effect on patient outcomes
in nursing homes. To improve transitional care focused on maintaining meaningful
activities, an interdisciplinary approach, both with professionals in the nursing home
and professionals involved prior to the admission, is therefore recommended.

Strengths of this study included the participation of a variety of different disciplines in
the focus groups, which led to a better understanding of the facilitators and barriers
healthcare professionals experience in daily practice. The focus groups consisted of
persons working together on a daily basis, which allowed for an in-depth discussion
about their own situation and work process. Professionals in the organization that
provided the focus groups were familiar with meaningful activities, and a person-
centered care approach has recently been implemented. This allowed the professionals
to draw on their own experience in the maintenance of meaningful activities and to
reflect on and formulate facilitators and barriers. A limitation of the study was that it
was conducted in four nursing homes allied to the same care organization, a factor
that may conceivably have influenced the diversity of the information provided by the
healthcare professionals. Another limitation was that author one, who moderated the
focus groups, also worked in the organization. Although we cannot rule out that this
had an effect on the participants’ responses in the focus groups (18), we do not have
any indication for different responses in the focus groups because of the affiliation of
the researchers. Further, the cooperation with researchers that are well experienced
in Dutch nursing home care but outside this organization reduced the risk of overly
biased results.
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Conclusions and Recommendations for Practice and Research

To the best of our knowledge, this is the first study which explored the experiences
of healthcare professionals regarding the maintenance of meaningful activities for
persons with dementia during the transition from home to a nursing home. Providing
personal meaningful activities for persons with dementia is a challenge for healthcare
professionals and healthcare organizations (11, 14, 19). Furthermore, there is a lack
of guidelines (11) and interventions (8, 10) focusing on the transition from home to a
nursing home for persons with dementia. The findings of this study provide valuable
insights, both for professionals and organizations, on how to maintain meaningful
activities during this transition. Several recommendations could be made for healthcare
professionals and organizations based on the findings in the present study. Training
of healthcare professionals can contribute to awareness of the importance of
meaningful activities in the transition period, knowledge of the factors influencing
the maintenance, risks of losing meaningful activities, and possibilities to maintain
meaningful activities. The results of the study highlight the need for the development
of an interdisciplinary multicomponent intervention and guidelines aimed at supporting
persons with dementia and their families during this important transitional period.
Further research should focus on how interventions could help persons with dementia
and family members to maintain their lives as fully as possible during the transitional
period and how activities can be adapted to remain meaningful for them, despite
progression of the disease and changing environments.
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Abstract

Introduction: Meaningful activities tend to decline during the transition to a nursing
home. Maintaining meaningful activities during this transition is considered important
by healthcare professionals, informal caregivers, and persons with dementia. However,
meaningful activities often receive little attention during transitions. Objective:
To create a tool to support healthcare and welfare professionals in assessing and
maintaining meaningful activities for persons with dementia during the transition to
a nursing home.

Method: A participatory design approach with three iterative phases, that combines
literature from previous studies on meaningful activities with a needs identification
and includes a participatory design session with healthcare and welfare professionals.

Results: Fifty-one participants took part in various sessions. The co-created tool is a
fan-shaped leaflet with four topics: (1) who is the person, (2) what are the meaningful
activities and why, (3) the physical and social environment, (4) continuous evaluation
of the meaningful activity.

Conclusion: In order to assess and maintain meaningful activities it is important to have
a comprehensive understanding of the person, their environment, and the underlying
motivation why an activity is meaningful. The next step is to further develop and
evaluate the tool in practice.
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Tool for assessing and maintaining meaningful activities during transition

Introduction

Meaningful activities tend to decline during the transition to a nursing home (1).
However, maintaining meaningful activities during this transition is considered
important by healthcare professionals, informal caregivers, and persons with dementia
(1, 2). Meaningful activities are all activities or occupations that are significant or
meaningful to the person (3). There is often a lack of awareness and attention for
these activities during transition (4, 5). Furthermore, there are various factors, such
as physical and cognitive abilities, the involvement of informal caregivers and the
changing environment, that influence maintaining these meaningful activities (4).

There are multiple interventions and programmes that have been developed to
assess and maintain meaningful activities, for example the EDOMAH programme
(an occupational therapy intervention for home-dwelling individuals with dementia)
(6), the Pleasant Activities Method (a psychological intervention for the treatment
of depression in individuals with dementia in nursing homes) (7) and the meaningful
activities method (in Dutch: De Betekenisvolle Activiteiten Methode BAM methode) (8).
These interventions and programmes focus on maintaining meaningful activities in
the community or in the nursing home and not specifically on the transition period.

The transition period from home to nursing home can be broken down into different
phases: the pre-transition phase, during which the transition is considered until the
decision is reached and a nursing home is selected; the mid-transition phase, which
encompasses the period spent on the waiting list of the selected nursing home,
concluding on the day of the move; and the post-transition phase, which focuses on
the individual's adjustment to and acceptance of the new residential environment
(9, 10). During the transition period, it is important that information is collected
systematically because of the high risk of information loss (10, 11).

Increasing attention is being paid to the transition period and a ‘warm handover’ to
the nursing home. For instance, there are projects aimed at continuing care, such
as the case manager remaining involved for a period after the move. In the ‘Warm
Welcome project’ (in Dutch: Hartelijk Welkom project) products were developed to
inform and involve relatives and to gather information about the person’s habits and
identity (5). Also, in the ‘DEDICATED’ project a guideline was developed to support
the transition to the nursing home (12). Although habits and activities are mentioned
in these guidelines, there are no tools available that include both the assessment and
the maintenance of meaningful activities during the transition from home to nursing
home. Meaningful activities are most often assessed by certified nurses and nurse
assistants, followed by welfare professionals such as activity coordinators, social care
workers and hostesses (13).
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The aim of this study is to create a tool to support healthcare and welfare professionals
in assessing and maintaining meaningful activities of persons with dementia during
the transition to a nursing home.

Method

A participatory design approach was chosen to develop the tool. In this approach,
the intended users were involved to ensure the product aligns with their needs and
preferences, thereby increasing the chances it will be used (14). The development of
the tool took place in three iterative phases (see Figure 1). The extraction of topics
from the existing literature on meaningful activities (Phase O; February 2024) was
combined with a needs identification (Phase 1; March-June 2024) and a participatory
design session with healthcare and welfare professionals (Phase 2; July 2024), leading
to an initial design of the tool. An overview of the sessions is provided in Table 1.

Extract topics from existing literature:
» Review literature (1)
Phase 0 * Focus groep study experiences of
Preparatory healthcare professionals (4)
phase s Survey stu ',:IV activity !:ategorles at
home and in the nursing home (13)
Needs
s Step 1: Needs identification identification and
Phase 1 of stakeholders determination of
Nicds * Step 2: Needs identification topics for the tool
ideritification and preferences of users \ Fhrou_gh various
iterative steps
-\\-\__,// = I I
w 2
Co-creation session
s Collect ideas for the design
Phase 2 of the tool
Design of ¢ Development of the design and
the tool content of the tool In co-creation

Figure 1. Schematic overview of the phases of developing a tool for assessing and maintaining
meaningful activities during the transition from home to nursing home

Recruitment

The participants in the first step of the Phase 1 needs identification of stakeholders were
attendees of the UNC-ZH symposium. They could register for two workshop sessions
of their choosing. The symposium was attended by researchers, healthcare and welfare
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professionals, managers, and policymakers. Participants for the identification of user
needs and preferences (Phase 1, Step 2) and the co-creation session (Phase 2) were
recruited from attendees of the workshops during the conference and through the
UNC-ZH network, using social media dissemination and email invitations. Healthcare
and welfare professionals were eligible to participate if they had a minimum of 2
years of work experience in nursing homes or home care with persons with dementia.
They registered for one or both sessions, which enabled inclusion of participants from
previous meetings as well as new participants so they could provide feedback and
improvements.

Phase O: preparatory phase

The goal of the preparatory phase was to extract topics from the existing literature
on maintaining meaningful activities during the transition from home to nursing
home. Three studies were used. The first study was a focus group study about the
experiences of healthcare professionals in the nursing home regarding maintaining
meaningful activities during the transition from home to nursing home, collaborating
as a team and, the experienced barriers and facilitators (4). The second study was
a systematic review of the literature on the experiences of persons with dementia,
informal caregivers and healthcare professionals regarding maintaining meaningful
activities during transitions of care, the facilitators and barriers, and the intervention
and strategies used (1). The third study was a survey study and investigated which
categories of activities were performed at home and in the nursing home. It also
examined were the methods used for the assessment of wishes, needs, and abilities of
persons with dementia in relation to activities, when this assessment was conducted,
and by whom (13).

Phase 1: Needs identification

The goal of this phase was to identify needs from stakeholders (Step 1) and to collect
user needs related to the content of the tool indicated by healthcare and welfare
professionals (Step 2). Table 1 provides a detailed overview of the content of the
meetings and sessions. The first step took place during two workshops (UNC-ZH;
March 2024). The workshops were facilitated by MG. The programme consisted of
a presentation of studies on meaningful activities and the topics extracted from the
three studies (Phase O). The needs regarding the content and design of the tool were
collected with two questions. Participants entered their answers via their mobile
phones, using the digital tool Wooclap (15). Participants were able to see the input
from other participants and ‘like’ suggestions that they considered important. In a
brainstorming session, MG invited participants to explain their answers, asked for
clarification and discussed several answers that had many likes.

In the second step of Phase 1, an identification of user needs and preferences of
the tool were carried out with healthcare and welfare professionals. The session was
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facilitated by MG and HS. Participants worked in small groups to answer the questions:
What do we need to assess for this topic? How can we achieve this? There was also an
opportunity to introduce new topics. In a discussion, participants elaborated on their
contributions. A report of the session was sent to the participants for a member check.

Phase 2: Design of the tool

During a co-creation session with healthcare and welfare professionals, the first design
ideas for the tool were collected, using topics from earlier phases. The session was
facilitated by MG and MC. In small groups of 3 to 4 people, participants used creative
materials to develop their designs. Each group presented their design in a plenary
session, followed by a discussion to reflect on the designs. A report of the session was
sent to the participants for a member check. The outcomes from the various phases
served as a basis for the design of an initial version of the tool.

Ethical considerations

Verbal consent was requested during the workshops. Written consent was obtained for
the sessions involving healthcare and welfare professionals. Participants received an
information letter and consent form before the sessions. Those attending the sessions
in Step 2 of Phase 1and Phase 2 received a €20 gift voucher and travel expenses per
session.

Data analysis

In Phase O, relevant text units were extracted from the three study articles. These units
were clustered into topics by MG. In Phase 1, the answers in Wooclap were exported
to an Excel file. A summary was made, and related entries were grouped and given an
overarching name. Consensus meetings were conducted by MG, HS, and MC after
each phase and between the two steps in Phase 1. In these meetings, the insights and
results from the session were discussed and reflected upon, and adjustments were
made to the topics in the tool.
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Table 1. Overview goals and content of sessions

Goal

Participants

Data collected
on participants

Duration
Content

Phase 1 Needs identification

Step 1 stakeholders’
needs

Identification of needs
of stakeholders in two
workshop sessions

39 attendees of UNC-
ZH* symposium
Position, workplace, and
duration of employment
in dementia care

2x45 minutes

*Presentation of studies
about meaningful
activities

*Using electronic tool to
answer questions:

- What do you think
should be included in
the tool to support
assessment and
maintaining meaningful
activities during the
transition from home to
nursing home?

- What is important

in your opinion in

the design of the
instrument?
*Discussion

Documentation Minute taker, entry in

the digital tool Wooclap

Step 2 user needs and
preferences

Identification of user
needs and preferences

6 healthcare and welfare
professionals

Gender, age, position,
years of employment in
healthcare and dementia
care

2.5 hours

*General introduction to
session

*Round of introductions
*Definitions and
summary of previous
sessions including topics
*Answer questions on
flip chart in pairs:

- What do we need to do
to assess (topic)?

- How can we achieve
this?

* Collective review of the
flip charts, clarification is
asked and summarized
*Group discussion and
in-depth exploration,
determine the order of
topics

* Evaluation based on

a drawing; how did you
experience the session?

Minute taker, audio
recording.

Phase 2 Co creation
Co-creation session

Development of the
design and content of
the tool in co-creation

10 healthcare and
welfare professionals

Gender, age, position,
years of employment in
healthcare and dementia
care

2.5 hours

*Round of introductions
*General introduction
and summary of previous
sessions including topics
*Constructing the tool
with creative materials
and with topics from
previous sessions
*Group feedback;
rationale for this form;
reasons for these topics
*Discussion; preferred
form and content

* Providing suggestions
for use of the tool
*Evaluation using cards,
how did you experience
the session?

Note-taker, audio
recording.

*UNC-ZH = University Network for the Care-sector South-Holland
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Results

Participants

In the first step of Phase 1 (needs identification) 39 participants entered answers in
Wooclap. Approximately half of the participants were nurses or nurse practitioners;
additionally, there were other healthcare professionals such as psychologist, doctors,
managers, researchers and one senior person. Of the 39 participants, 27 were
employed in the nursing home. Table 2 provides an overview of the characteristics
of the 6 participants in the needs identification session with healthcare and welfare
professionals and the 10 participants in the co-creation session. Four of the six
participants involved in Step 2 of Phase 1 also participated in Phase 2, the co-creation
session.

Table 2. Participant characteristics

"s' -

§ €, 5 &
>0 =0 @ @
2c 235 o ]

@ B3 s & i
oya) s o g2 29
=48} e © “E’ S -8
T £EE £8 § §6&
8s » §¢ 8§ £ =B
Participant Position S< < L L & <38
Participant 1 Nurse assistant psychogeriatric A 48 34 34 X
Participant 2 Nurse B 45 23 5 X
Participant 3 Care assistant B 57 35 10 X X
Participant4  Activity coordinator B 41 25 16 X X
Participant 5 Activity coordinator A 61 44 40 X X
Participant 6  Quality official C 35 19 2 X X
Participant 7 Nurse assistant psychogeriatric D 47 28 20 X
Participant 8 Nurse assistant D 54 19 19 X
Participant 9 Nurse B 36 15 13 X
Participant 10 Nurse C 30 6.5 6.5 X
Participant 11  Activity coordinator E 25 7 7 X
Participant 12 Welfare and volunteer coordinator  E 39 10 10 X

Phase O preparatory phase

Five topics could be identified in the studies about maintaining meaningful activities
during the transition (Table 3). These topics were (1) knowing the person, (2)
environment at home and in the nursing home, (3) collaboration with professionals
and informal caregivers, (4) attention for meaningful activities (care plan), and (5)
continuous evaluation of meaningful activities.
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Phase 1 Needs identification

In Wooclap, participants entered 80 items and 155 likes that they felt needed to be
included in the tool. The overarching topics were meaningful activities, methods, life
story, habits and routines, informal caregivers, family and friends, what is meaningful
to someone, maintaining meaningful activities and intimacy. Regarding the question
of the design of the tool, 35 items and 62 likes were collected: concise and not overly
detailed, clear, with minimal text, organized, colourful, integrated into the electronic
patient file, an app, a laminated small card, pocket-sized, an A4 format, a questionnaire,
and photos. In the discussion, participants mentioned that different professionals are
involved during the transition period and they could benefit from a tool.

Based on the initial step of the needs identification, the topics were refined (see Table 3).
The topic ‘knowing the person’ was divided into: ‘who is the person, ‘meaningful
activities, and ‘why is an activity meaningful?’, because these topics were also identified
separately in the needs identification. As ‘attention to meaningful activities (care plan)’
and ‘collaboration with other professionals’ were more of a prerequisite, it was decided
not to include them in the tool. For the identification of user needs and preferences,
healthcare and welfare professionals were specifically invited, as they constitute the
largest group of professionals who assess and maintain meaningful activities.

In the second step of Phase 1, these six topics were presented to healthcare and
welfare professionals. Participants expanded on the topics by recommending ways
to assess and maintain meaningful activities for persons with dementia and informal
caregivers. They shared examples of existing and applied methods like the ‘Doodle
board’ (in Dutch: Doodle bord) (16) and the ‘Who am I? list’) (in Dutch: Wie ben ik? lijst)
(5), as well as methods they do not use, and do not have yet, but would find valuable,
such as a ‘happiness meter’. In addition, they formulated questions to support the
assessment of meaningful activities. The topic ‘who is the person’ was central to them,
with the other topics complementing it. The participants indicated that they did not
feel any topics were missing or needed to be added.

Phase 2: Design of the tool

The co-creation session resulted in several designs (see Appendix A for a visual
representation). The designs included an app with icons representing different topics
(in different colours); a fan with four flaps to help healthcare professionals in their
conversations with the person with dementia and informal caregivers; and a step-
by-step plan from home to nursing home with a checklist covering the six topics.
Participants suggested consolidating the six into four topics. ‘Social environment’
and ‘physical environment’ were combined into ‘the physical and social environment,
and ‘what are meaningful activities’ and ‘why are they meaningful?’ were merged
into ‘what are the meaningful activities and why. The reason for this was that
participants indicated that four topics are more accessible and would make using
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the tool more inviting. According to the participants, two designs were based on the
same concept, namely that the tool facilitates the conversation between the person
and the healthcare professional. This was achieved by categorizing the topics with a
recognizable colour. The third design concept, the step-by-step plan, focused primarily
on ensuring good communication and the necessary prerequisites. In the discussion,
participants suggested that this could be included in an accompanying document to
the tool. The tool itself functions as the conversation aid. As not everyone is digitally
proficient, a physical version was preferred. The participants therefore chose the fan.
An app would also be useful in the future, allowing direct processing in the electronic
client record.

Regarding its application, it was indicated that the tool is useful for healthcare
professionals in the home setting, such as a case manager, as well as in the nursing
home. However, it is preferable to collect the information in the home setting. Regular
repetition is important to detect changes in needs. In terms of design, a distinct colour
for each topic and several fan components (for instance, one with questions, one
with examples, and one with pictures) were preferred. A few example questions per
topic were considered useful. Photographs or images were preferred as they are more
engaging and recognizable. Based on the needs identification and the co-creation
session, an initial design for the tool was developed (see Appendix B).

Discussion

In this study a tool was developed that supports healthcare and welfare professionals
in assessing and maintaining meaningful activities of persons with dementia during the
transition to a nursing home. The co-created tool is a fan with four topics: (1) who is
the person, (2) what are the meaningful activities and why, (3) the physical and social
environment, (4) continuous evaluation of the meaningful activities. Each topic has
a colour and includes an explanation of the topic, example questions, and photos or
images.

The participants in the various sessions consistently emphasized that understanding
‘who the person is’ and getting to know the client is essential and central. This is
consistent with the literature on meaningful activities, which describes knowing the
person as a significant factor in encouraging participation in meaningful activities (17,
18). The topics in the tool are also present in the BAM method and the EDOMAH
programme (6, 8). However, this tool is specifically aimed at the period of transition from
home to nursing home and focuses on healthcare and welfare professionals. Providing
meaningful activities for persons with dementia is often considered complicated by
healthcare professionals (18). The developed tool can support healthcare and welfare
professionals in this and increase awareness and attention for maintaining meaningful
activities during the transition period.
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Table 3. Overview of topics that are important for assessing and maintaining meaningful activities
during the transition from home to nursing home

Phase O - Topics based on Phase 1 - Topics after needs Phase 2 - Topics after co-

studies identification creation session

Knowing the person Who is the person? Who is the person?

Life course, meaningful Life course, interests and Get to know the person,

activities, routines and habits. roles. their life course, roles, music

interests, hobbies and clubs.

What are the meaningful What are the meaningful
activities? activities and why?
Meaningful activities, routines Activities and habits and what
and habits in the past and they mean to the person.
immediately before the
transition.

Why is an activity meaningful?
Meaning of the activity to the

person.
Environment at home and in  Possibilities physical Environment (physical and
the nursing home environment social)

Detailed documentation of Detailed documentation of Detailed documentation of
the home setting. Personalize the home setting. Personalize the home setting. Personalize

and optimize the nursing and optimize the nursing and optimize the nursing
home environment to home environment to home environment to
promote participating in promote participating in promote participating in
meaningful activities. meaningful activities. meaningful activities.
Collaboration with Possibilities social network ~ Assess the social network.
professionals and informal Assess the social network. Maintain activities and
caregivers Maintain activities and contacts. Involve informal
Involve informal caregivers contacts. Involve informal caregivers and provide

and provide education on the caregivers and provide education on the importance
importance of meaningful education on the importance  ©f meaningful activities.
activities. Collaborate with  of meaningful activities. Explore opportunities to
other professionals before and maintain activities in the
after the move nursing home environment
Continuous evaluation of Continuous evaluation of Continuous evaluation of
meaningful activities meaningful activities meaningful activities

Be aware of the influence Adapt and tailor meaningful ~ Adapt and tailor meaningful
of changes in environment activities to the new activities to the new

on motivation and the environment. Regular environment. Regular
performance of activities; evaluation of performance evaluation of performance
tailor activities to the and meaning of activities and meaning of activities
individual.

Attention for meaningful
activities (care plan)

Define goals within the care
plan, integrate meaningful
activities into care routines,
perform an assessment of
meaningful activities during
the transition from home to
nursing home
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A key strength is that the tool was developed in three iterative stages, with several
rounds of feedback and improvements from new participants on the previous sessions,
and in the final session, the topics were only merged rather than modified. Through
the approach used in this study, knowledge has been valorized and a practical tool
was developed by healthcare professionals themselves. It therefore has the potential
to meet the needs and preferences of potential users.

In the different sessions, it was highlighted that informal caregivers of persons with
dementia can play a crucial role, for example in the assessment of meaningful activities,
and maintaining these activities in the nursing home. Persons with dementia and
informal caregivers can be involved in the further development of the tool. In addition,
ongoing development may be achieved through practical testing and evaluation of
its use. The utilization and integration of the tool into existing work processes and
practices may also be investigated.

Conclusion

In order to assess and maintain meaningful activities during the transition to a nursing
home, it is important to have a comprehensive understanding of the person, their
environment, and the underlying motivation for why an activity is meaningful. The
developed tool, in the form of a fan, is easy to use and facilitates the conversation
between the person with dementia, their informal caregivers, and the healthcare
professional. The next step is to further develop and evaluate the tool in practice.
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Appendix A: A visual representation of the co-creation
session

Group 1 designed an app with icons representing the topics of the tool (in various colours).
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Group 2 designed a fan with four coloured flaps. The image of the scooter with the two Duplo
figures illustrates the professional who travels with the client to assess and maintain their
meaningful activities.
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Group 3 Designed a step-by-step plan from home to nursing home with a checklist incorporating
the six topics. The creation symbolizes the transition to the nursing home, where residents enter
a new environment.
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Appendix B: Tool topics and description

This appendix describes the content of the tool for assessing and maintaining
meaningful activities during the transition from home to nursing home. The tool is
fan shaped. Each topic is assigned a unique colour, potentially with multiple tabs per
topic. Each topic will include an explanation of the topic, some sample questions, tips
and examples and photos.

Topic 1: Who is the person?

Getting to know the person is very important, and it is equally important that the
person gets to know you. Consider the following: Who is this person? What kind of
work has the person done? What has their life been like and what is their life story;
what roles have they had in the past and present? Where does/did the person like
to be; think, for example, of indoors/outdoors, nature, and animals. What role does
religion and spirituality play in their life? Do they have favourite music? What are their
hobbies and how have they been involved in clubs and associations, both past and
present? What are their interests, past and present?

Tips: Use existing questionnaires such as the ‘Who am 1?’ list and life history tools.
Make observations and have conversations with the person and their informal
caregivers. It is preferable to visit the person at home before the transition so that
they can share their story in a familiar environment. The home environment reveals
much about who the person is. In consultation with the person and their relatives,
take photographs of their home to share with colleagues.

Topic 2: What are meaningful activities and why?

What meaningful activities, habits and routines does the person have? Daily activities
and routines may also be important to the person. Ask follow-up questions; why is the
activity meaningful to a person? For example, it may give them enjoyment, contact and
connection with others, a sense of feeling valued, the opportunity to be active, or pass
the time, or to try new things. Does the person prefer individual or group activities?

Tips: have a conversation, observe, and pay attention to non-verbal communication
during activities. Use a list of activities, icons, or photos from which the person can
select those that are important to them. Assess how the person spends their day and
week at home. For example, ask the person or their relatives to keep a diary.

Topic 3: Environment (physical and social)

Environment at home: The environment in which someone lives or has lived provides
a lot of information about the person and what is meaningful to them. A familiar
environment can provide a sense of safety and promote the performance of activities.
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Environment Nursing home: Ensure that the nursing home environment is as similar
as possible to the home environment; bring important items from home to the nursing
home. The nursing home may also make it difficult to carry out activities that the
person did at home. For example, different room layouts, missing items, and limited
access to outdoor spaces. Create an environment in the nursing home that encourages
and enables activities.

Social environment: Assess the social network. Who is involved and in what way?
How can contact with these individuals be maintained? Who brings a smile to your
face? Who is important to you? What role can and do these relationships, especially
the partner, want to play? Provide information and education about the importance
of continuing meaningful activities and habits during the transition from home to
nursing home.

Tips: Assess essential belongings and the environment before the transition. Identify
potential barriers to carrying out activities in the new environment. Think in terms of
possibilities and creativity to enable the performance of meaningful activities. Utilize
tools like a ‘Face Book'/network chart or relocation card: move along with me.

Topic 4: Continuous evaluation of meaningful activities

Regularly evaluate the meaningful activities in the new environment. Monitor activities
over time. Adapt to physical and cognitive abilities as necessary. If frustration arises,
the activity may no longer be appropriate, may need to be adapted to the individual’s
capabilities, or may require more support. If possible, discuss with the person how they
are experiencing this. Be aware that activities change, but the meaning itself (what
made the activity important to the person) often remains significant. In addition, the
change in environment may impact the performance of activities.

Tips: How does the person feel about not being able to perform an activity anymore?
Is the activity still meaningful to them? What made the activity important to the
person? Can the activity be adapted to their abilities, or is there an alternative activity
that aligns with why the person found the activity important? Try to introduce variety
in the activities. Observe the person during the activity; is the person engaged and
enjoying it? Engage in conversation with the person and their informal caregivers, and
consult with colleagues and disciplines about meaningful activities, whether they are
still within the person’s abilities, and how they can be adjusted if necessary.
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Main findings

The general aim of this thesis was to gain insight into how healthcare professionals can
support persons with dementia and their informal caregivers in maintaining meaningful
activities during the transition from home to a nursing home. The main findings of the
studies are presented in three sections, each corresponding to one of the subaims:

1. The experiences of persons with dementia, informal caregivers, and
healthcare professionals.

Persons with dementia, informal caregivers, and healthcare professionals perceived
maintaining meaningful activities as important (Chapters 2, 3, 5). Performing meaningful
activities contributed to quality of life (Chapters 2, 3, 5, 6) and was reported to prevent
and reduce behavioral problems after transition to a nursing home (Chapters 3, 5).
Persons with dementia indicated in Chapter 2 that performing meaningful activities
made them feel good by keeping them active and providing enjoyment. Additionally,
performing activities gave them a sense of being of value, and more autonomy.
Furthermore, they indicated that activities contributed to having contact and feeling
involved with others and life. In Chapters 3 and 5, persons with dementia, informal
caregivers, and healthcare professionals indicated that staying active was motivation
for performing activities, as were a sense of identity and providing purpose and
meaning in life.

In general, healthcare professionals and informal caregivers observed that activities
declined after nursing home admission (Chapter 3, 4, 5). The transition from home
to a nursing home resulted in a decrease of a wide variety of activities, such as
physical activities, and activities related to lifestyle and habits (Chapter 3). Chapter 4
demonstrated that besides a general decline in activity categories six of the sixteen
activity categories were performed significantly less often in the nursing home
compared to at home (household activities, activities focused on daily rituals, family
and social activities, activities focused on personal care, activities focused on holiday
and events, and cognitive stimulation). Although a general decline in activities was
identified after transition to a nursing home, sometimes an increase in activities or
engagement in different activities than before the transition was reported by health-
care professionals and informal caregivers (Chapter 3, 4, 5). According to healthcare
professionals, this was due to the nursing home offering more structure and stimuli
than at home (Chapter 3 and 5).

2. The factors that influence maintaining meaningful activities.

Maintaining meaningful activities was influenced by various factors related to
the person with dementia, informal caregiver and social environment, healthcare
professionals and the organization of care, and the physical environment (Chapters
2,3,4,5, 6). Factors related to the person with dementia were cognitive and physical
limitations and abilities (Chapters 2, 3, 5, 6), personality (Chapters 2, 5), and changes in
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interest and motivation (Chapters 2, 3, 5, 6). According to the informal caregivers and
the social environment, the involvement of the informal caregiver (Chapters 3, 5, 6)
and social support (Chapter 2) influenced maintaining meaningful activities. Healthcare
professionals and the organization of care influenced maintaining meaningful activity
through their attitude, person-centered care approach, and collaboration as a team
(Chapters 3, 5, 6). Regarding the physical environment, especially a new environment
and a lack of possibilities to maintain activities were identified as barriers to maintaining
meaningful activities (Chapters 2, 3, 5, 6).

3. Assessment and strategies to maintain meaningful activities.

An assessment of the social and physical environment, and collecting specific
information regarding, e.g., roles, routines, activities, and personal issues, was
recommended frequently and preferably before the transition to the nursing home
to prevent activity decline and loss of information (Chapters 3, 4, 5, 6). Strategies to
maintain meaningful activities focused on the continuous evaluation of activities,
individual interests, abilities, preferences, and needs (Chapter 3, 5, 6). Understanding
the reason why someone performed a given activity was considered important to find
an appropriate alternative activity adjusted in a way that is meaningful (Chapter 5).
Other strategies that facilitated maintaining meaningful activities included education
of healthcare professionals and informal caregivers about meaningful activities,
interdisciplinary collaboration between healthcare professionals, and the involvement
of both the informal caregiver and the person with dementia (Chapter 3, 5, 6). A tool
was developed in co-creation with nurses and welfare professionals to support them
with the assessment and preservation of meaningful activities (Chapter 6).

Reflections on the main findings

Meaningfulness over time

The studies in this thesis indicated that activities had a deeper layer of meaning beyond
enjoyment and passing the time. The significance of meaningful activities to the person
with dementia was considered essential, first because it provides more information
about who the person is, and second because this significance may indicate how
activities can be adjusted during transitions. Meaningful activities were also closely
related to person-centered care. During the period in which the studies in this thesis
were conducted, several models and concepts described in the literature focused on
‘what a meaningful activity is’ and how these activities interact with the environment
(1-5). These models and concepts identified the characteristics of meaningful activities,
thereby providing guidance for healthcare professionals to support persons with
dementia to participate in meaningful activities that contribute to their well-being
(5). For example, the concept analysis of Tierney and Beattie (5) described six key
elements that make activities meaningful to persons with dementia, the individual
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aspect and motivation of the activity being crucial. This is similar to what was also
found in Chapters 2, 3 and 5. Also, Strick et al (1) proposed a framework in which
the meaningfulness of activities was understood to be embedded in the individual’s
worldview, values, and the physical and social context in which the activities occurred.
Also, this thesis found that both the physical and social environment were important
in relation to maintaining meaningful activities (Chapters 2, 3, 5). The aforementioned
concepts and frameworks emphasized the individual aspect of meaningful activities.
Knowing the individual was considered crucial for enabling the performance of
meaningful activities (6), which is in line with the principles of person-centered care
(7). Meaningful activities are regarded as a practical means to provide person-centered
care (8).

Change in environment

In addition to the individual aspect, the environment or context was described as
an important aspect in this thesis (Chapters 2, 3, 5), in theories, and in the recently
developed frameworks and models about meaningful activities (1, 2, 4, 9, 10). Persons
with dementia experienced multiple transitions (11) and one-third of Dutch nursing
home residents relocated at least once after their initial transition to a nursing home
(12). In recent years, a growing body of research has focused on the transition from
home to nursing home (13, 14). However, meaningful activities during the transition
remained underexplored as demonstrated by the limited number of studies identified
after the systematic literature study about maintaining meaningful activities during
transition (Chapter 4).

More attention for transition and meaningful activities

The insight gained in this thesis contributed to the current trend towards more attention
for transitions for persons with dementia and the increasing interest in meaningful
activities for persons with dementia. By focusing on maintaining meaningful activities
during the transition from home to nursing home, and maintaining meaningful activities
over time, healthcare professionals should be supported to explore ‘what matters to
you'’ instead of ‘what is the matter with you’ (15). This promotes person-centered care,
especially because meaningful activities have a practical approach and are closely
linked to who a person is and what is important to them.

Activities decline during the transition from home to nursing home

A main finding in this thesis was that, in general, activities declined after transition
to the nursing home. These activities included lifestyle and habits, household
activities, outside activities and social activities (Chapters 3, 4, 5). Few studies focus
on maintaining meaningful activities during the transition into nursing home, as the
systematic review in this thesis showed. Studies on activity involvement in the nursing
home showed that persons with dementia were inactive most of the day (16-18). A
recent study confirmed this, reporting that persons with dementia in nursing homes

124



General discussion

spent little of their time being engaged during the day (19). Another observational study
found that half of the participants in both traditional nursing home and special care
unit for persons with dementia were not engaged in half of the activities or interactions
(20). Persons with dementia and informal caregivers emphasized the importance of
continuing life, meaningful activities, and habits after transition to a nursing home
(5, 21).

Increasing meaningful activities

Meaningful activities are important to persons with dementia (Chapters 2, 3, 5). There
is interest in psychosocial interventions and programs aimed at increasing meaningful
engagement both at home and in nursing homes. Examples include ‘Vitality Garden’
(22) and Namaste Care (23, 24) in the nursing home, and the EDOMAH occupational
therapy program that is widely implemented in home settings and extensively utilized
(25). In addition, organizations and healthcare professionals focus on the preservation
of activities with programs like Reablement, which has been receiving more attention
in nursing homes (26). Organizations are increasingly involving informal caregivers in
activities and working together with the community to organize social activities (27).

In this thesis was found that there is little awareness and attention for meaningful
activities during the transition from home to nursing home (Chapter 5). To facilitate
sustainable implementation, interventions to maintain meaningful activities should
focus on improving the quality of life of the persons with dementia, be low cost, and
preferably reduce -or at least not increase - the workload of healthcare professionals.
During transitions, there is a risk of fragmentation of care, and information can be
lost. Regaining this information requires a significant amount of time and increases the
risks of reduced well-being for persons with dementia (28-30). Therefore, continuously
evaluating meaningful activities is important for maintaining them and preventing a
decline in this activities during transitions (Chapters 3, 5, 6).

Interprofessional collaboration

The findings in this thesis highlighted the importance of collaboration among
healthcare professionals and the collaboration with informal caregivers in maintaining
meaningful activities during transition (Chapters 3, 5). Specifically, a mismatch
was reported between informal caregivers and healthcare professionals: the latter
experienced receiving incomplete information from the former, who indicated that
they lacked sufficient opportunities to provide it (Chapter 3). A recent study also found
that informal caregivers often had to repeat information, and that details about daily
routines were often not collected (31).

In addition, Chapters 3 and 5 of this thesis emphasized the importance of information

exchange and collaboration among healthcare professionals involved before and after
the transition to a nursing home (Chapters 3, 5). Healthcare professionals working in
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community, such as occupational therapist and case managers, often work in one care
setting and seem unaware of the valuable information about meaningful activities they
gather and its relevance to healthcare professionals in the nursing home. To prevent
activity decline, as well as increase awareness and attention for meaningful activities
and enhance collaboration between informal caregivers and healthcare professionals,
a tool was developed to support healthcare professionals in assessing and maintaining
meaningful activities during the transition from home to nursing home (Chapter 6).
The tool is primarily designed for nurses and welfare workers, as they most often
conduct the assessments of activities during the transition from home to nursing home
(Chapter 4). The tool can be used by healthcare professionals in both home care and
in the nursing home to support person-centered care and continuity of care while
reducing the risks of information loss and promoting interprofessional collaboration.

Methodological considerations

In this thesis the perspectives of various stakeholders persons with dementia, informal
caregivers and healthcare professionals were examined. This is one of the strengths of
the thesis. The inclusion of the perspectives of persons with dementia (Chapter 2) was
valuable because they are often underrepresented in research despite being recognized
as essential (32, 33). However, only two participants experienced the transition from
home to nursing home, which limited the depth of understanding about maintaining
meaningful activities during the transition from home to nursing home for persons
with dementia.

Another strength of this thesis was the use of a variety of research methods, which
allowed for a broad and in-depth exploration of the topic. However, a methodological
limitation of the methods used was the potential for recall bias. Recall bias can occur
when activities are measured using interviews and surveys (34, 35). In recent years,
multiple observation tools have been developed to measure activity engagement
both at the individual and group levels (36). However, these tools do not capture the
subjective experience of the participants regarding meaningful activities. Combining
objective methods (e.g., observational instruments) with subjective methods (e.g.,
interviews) could provide a more comprehensive understanding of the meaningful
activities for the person with dementia.

A final strength lies in the co-creation of the tool (Chapter 6) with professionals,

combined with its scientific basis. This integration of practice and scientific evidence
provided a solid basis for further development and evaluation of the tool.
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Implications and recommendations

Practice

A first recommendation for healthcare organizations and healthcare professionals is
to focus on assessing and maintaining meaningful activities during the transition to
the nursing home. A more in-depth assessment of activities, specifically assessing
the daily routines, meaningful activities, and the physical environment, is important
to prevent loss of information and decline in activities. This assessment should also
include the deeper meaning of the activity to the person with dementia. This could
provide insight into how activities might be adapted and offer valuable information
about who the person is, thereby promoting person-centered care. As a first step,
healthcare professionals and organizations need to evaluate whether the above topics
are incorporated in the transition procedures. The second step is implementation of
the tool developed in this thesis to support healthcare professionals.

A second recommendation is to strengthen the collaboration with informal caregivers
in assessing and maintaining meaningful activities. In addition to the findings in this
thesis that collaboration with informal caregivers was important for maintaining
meaningful activities, evidence suggests that support from healthcare professionals,
a timely care plan, and preparation prior to admission might ease the transition. It
could also positively influence post-transition outcomes for informal caregivers and
alleviate the negative feelings associated with the transition to a nursing home (21,
37, 38). Furthermore, the transition represents a unique opportunity to establish
a relationship between informal caregivers and healthcare professionals based on
equality and continued involvement of the informal caregiver in the life of the person
with dementia.

A final recommendation is to enhance collaboration between healthcare professionals
across care settings. A practical recommendation for healthcare professionals is to
exchange information more actively during the transition from home to nursing home.
Although implementing this recommendation may initially require additional time from
healthcare professionals, the potential benefits could be substantial and potentially
lead to increased time efficiency.

Education

This thesis has highlighted the need for education regarding the importance of
maintaining meaningful activities during the transition from home to nursing home, the
factors that influence these activities and the strategies that support their continuation
(Chapters 3, 5). This education should focus on healthcare professionals, informal
caregivers, and persons with dementia.
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One practical recommendation could be incorporating the film ‘Do you know me?’
(in Dutch: Ken je mij?) (39) in the education and training of healthcare professionals.
This 30-minute film was developed by Broosdoc Films (filmmaker), WoonZorgcentra
Haaglanden (healthcare organization), and ROC Mondriaan (organization for secondary
vocational education). The film portrayed three persons with dementia, their informal
caregivers and healthcare professionals, and illustrated the impact on moving to a
nursing home and maintaining meaningful activities during this transition. The film
was made freely available on YouTube, where it attracted nearly 8,000 views (May
2025). Several educational programs were developed based on the film, including
orientation modules for medical internships, webinars, conferences, and practical
lessons in nursing homes. Additionally, the film could serve as supportive educational
material for informal caregivers and persons with dementia during the transition to
a nursing home, and has already been included in some organizations’ information
materials.

In addition to the film, the practical tool developed in this thesis could be used as an
educational resource. It was designed to support healthcare professionals -particularly
nurses and welfare workers- in assessing and maintaining meaningful activities and
facilitating conversation with the person with dementia and their informal caregivers.
Using the tool in education could promote a person-centered care attitude and raise
awareness of the various factors that influence the maintenance of meaningful
activities during the transition from home to nursing home.

Policy

From a policy perspective, it is considered essential to ensure continuity of care and
to facilitate collaboration between healthcare professionals, including the effective
transfer and exchange of information across different settings. This exchange should
not be limited to medical and care-related data but should also include information
about what matters to the individual, including their meaningful activities. Such an
approach not only supports person-centered care, but could also contribute to more
efficient work processes and the development of tailored and appropriate care (in
Dutch: Passende zorg) (40).

To achieve this, policymakers could focus on securing adequate funding for the
provision of transitional care during the transition from home to a nursing home.
Especially the funding of care that is provided by healthcare professionals from the
nursing home before transition and, conversely, by healthcare professionals working at
home and continuing care in the nursing home. In addition to the potential benefits for
persons with dementia and informal caregivers, this could also promote the exchange
of knowledge between healthcare professionals and improve mutual understanding
of the care provided in different care settings.
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Furthermore, policymakers could stimulate a broader societal dialogue in which
individuals are encouraged to reflect and communicate what is meaningful to them,
and what activities contribute to this. An example of such an initiative was a Dutch
campaign ‘Talk today about tomorrow’ (in Dutch: Praat vandaag over morgen) (41), which
aimed to encourage people to engage in conversations about what is meaningful in
their daily lives, as well as in the context of advance care planning. Campaigns like this
can empower persons with dementia and their informal caregivers in conversations
with each other, but also with healthcare professionals, about their meaningful
activities.

Future research

This thesis provides insight into how persons with dementia and their informal
caregivers can be supported by healthcare professionals in maintaining meaningful
activities during the transition from home to a nursing home. It focused specifically
on the experiences of healthcare professionals, persons with dementia, and informal
caregivers, as well as what is known in the literature, the factors that influence
maintaining meaningful activities and the strategies and assessments for maintaining
meaningful activities. Future research could focus on several directions.

The first direction could involve more in-depth research on the perspectives of persons
with dementia regarding maintaining meaningful activities during the transition from
home to nursing home. Such a study could offer deeper insights into their lived
experience. What meaningful activities do persons with dementia engage in at home
and after the transition to a nursing home? What strategies are used to maintain
meaningful activities during the transition? How do the factors mentioned in this
thesis influence maintaining meaningful activities according to persons with dementia?
A mixed-methods, longitudinal design combining quantitative measurements (e.g.,
activity rates and frequencies of activities) with qualitative measurement (e.g.,
experiences) could be applied.

The second direction could focus on how the insights from this thesis can be applied in
practice. An action research approach is recommended, focusing on how to implement
the recommendations for assessing and maintaining meaningful activities during the
transition in collaboration with all stakeholders (healthcare professionals involved
before and after the transition, informal caregivers, and persons with dementia).
In this action research, the tool developed in this thesis can be further developed
and refined. One advantage of this participatory approach is that the tool can be
further developed in practice, and changes can be made directly, while also generating
valuable information for refining the tool and developing implementation guidance.
This approach should be supplemented with a process evaluation.
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The final direction could involve the continued development and evaluation of the tool.
In addition to the action research, expert panels could be consulted, and interviews
conducted with healthcare professionals in various care setting to examine the tool'’s
usability, acceptability, and relevance. In a quasi-experimental design, one nursing
home could implement the tool (intervention group), while another nursing home that
has not yet implemented the tool could serve as the control group. This evaluation
should include primary outcomes such as the frequency of assessments and the
maintenance of meaningful activities, as well as secondary outcomes, such as quality
of life, behavioral symptoms, care demand, the satisfaction of informal caregivers and
healthcare professionals, and person-centered care.

Conclusions

The activities of persons with dementia change when they move to a nursing home.
There is a risk of a decline in activity. Currently, not enough attention is given to
maintaining meaningful activities during transitions. All stakeholders can benefit from
maintaining meaningful activities during the transition from home to nursing home.
Doing so can potentially improve quality of life and person-centered care. This thesis
provides important insights and a practical tool to support healthcare professionals
in assessing and maintaining meaningful activities during the transition from home
to nursing home.

Case

During a team meeting the care team reflected on whether it would possible for Liesbeth
to fold the laundry at night. One nurse noted that ‘the transition to the nursing home had
disrupted the routines she previously had at home. The team had provided her with laundry
to fold in the afternoon. However, the idea of folding the laundry during the night raised
questions, such as: ‘What if she makes too much noise and wakes her neighbor?’ and ‘Is
this feasible for the night shift staff?’ These questions illustrate that many factors influence
maintaining meaningful activities and reflect the findings of the studies in this thesis. In
this case, involving and collaborating with Liesbeth’s partner was important. Additionally,
watching the film together raised the team’s awareness regarding the meaning of ‘folding the
laundry’ for Liesbeth. (Case derived from the film Do you Know me (in Dutch: Ken je mij? (1))
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Chapter 8

When Liesbeth lived at home, if she woke up during the night or early in the morning, she
would fold laundry and then go back to sleep. It was an activity she had always done,
and it represents the caring person she is. Being one of the things she can still do, it is
important to her. When the effects of dementia made it impossible for her to live at home,
she moved to a nursing home. Will Liesbeth be able to continue this meaningful activity
in the nursing home? (Case derived from the film Do you Know me (in Dutch: Ken je mij?)!

Dementia is a syndrome that can be caused by several diseases that progressively
affect cognitive functions, communication, and social functioning, turning everyday
activities into challenges. Activities that are important to or valued by a person can
be defined as meaningful activities. Performing these activities can provide pleasure,
connection, as well as a sense of identity, autonomy, and continuity. As a result,
meaningful activities contribute to quality of life and are important for quality of care.
As dementia progresses, persons with dementia experience difficulties performing
and initiating activities. The transition to a nursing home is an impactful life event for
persons with dementia and informal caregivers, and it appears to be a critical time
to maintain meaningful activities. The aim of this thesis is to gain insight into how
healthcare professionals can support persons with dementia and informal caregivers in
maintaining meaningful activities during the transition from home to a nursing home.

The studies described in this thesis provide insight into:

1. The experiences of healthcare professionals, persons with dementia and informal
caregivers with regard to maintaining meaningful activities, and what is known in
the literature.

2. The factors that influence maintaining meaningful activities.

3. The assessment of meaningful activities and strategies for maintaining them.

Chapter 2 focused on the perspectives of persons with dementia on meaningful
activities in relation to their experienced quality of life over time. In this qualitative
follow-up study, persons with dementia living at home were interviewed twice, with
an interval of at least one year. Eighteen participants took part in the first round, and
eleven persons took part in the follow-up interview. Engaging in meaningful activities
that made them feel good provided a sense of being of value, a sense of autonomy
and the experience of connection, which contributed to quality of life. At the same
time, some participants reported being treated differently and experiencing a sense
of dependency. In general, many activities and the reasons why these activities were
meaningful remained the same. However, over time, activities changed because of
changes in motivation, cognitive and physical limitations, and psychosocial factors. New
activities were started and existing activities were stopped or adjusted. Furthermore,
support was important for the continuation of activities, but some were reluctant to

1 BroosDoc, WoonZorgcentra Haaglanden, ROC Mondriaan. Ken je mij? [film]. Broos M,
director (The Netherlands): 2019. 34 minutes. Available from: www.wzh.nl/kenjemij
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ask for support because it could result in feelings of dependency. While the change in
activities was mostly accepted, it could also cause frustration and sadness.

Chapter 3 presents an overview of the literature on maintaining meaningful activities
during transitions between care settings. Four studies are described; one focuses on
the transition from home to hospital and vice versa, and three studies describe the
transition from home to nursing home. The limited number of studies found, indicates
that maintaining meaningful activities during transitions is an under-researched area.
The four studies included in the review revealed a decrease in meaningful activities
after transition. Various hindering and facilitating factors that influence maintaining
meaningful activities were identified. These factors relate to the person with dementia,
informal caregivers, healthcare professionals, the organization of care, and the care
environment. Healthcare professionals providing transition care should strive for a
person-centered care approach and continuously evaluate whether activities align
with the individual’s interests, abilities, preferences, and needs during transitions.
Furthermore, interdisciplinary collaboration between healthcare professionals in the
different care settings is recommended, as is involving informal caregivers in all phases
of the transition.

Chapter 4 describes a survey study of sixteen categories of activities in which persons
with dementia engage at home and in the nursing home. Eighty-one informal caregivers
of nursing home residents participated in the study. In general, fewer activity categories
of activities were performed in the nursing home compared to at home (particularly:
household activities, activities focused on daily rituals, family and social activities,
activities focused on holidays and events, cognitive stimulation, and activities focused
on personal care). Also, the study describes who performed the assessment of the
persons with dementia’s wishes, needs, and abilities regarding activities, as well as
how, and when the assessment took place. This assessment was often conducted
by certified nurses and nurse assistants in a conversation during admission. Informal
caregivers were relatively satisfied with the activities assessment during transition
(score of 7 out of 10). Based on the findings of this study, we conclude that monitoring
the activities for persons with dementia during transitions and repeatedly assessing
activities over time is important to prevent potential declines in activity.

Chapter 5 addresses the experiences of healthcare professionals in Dutch nursing
homes with regard to maintaining meaningful activities when persons with dementia
move from their home to a nursing home. Four focus groups, with twenty-two
professionals participating, revealed that healthcare professionals experience a lack
of awareness and attention regarding meaningful activities during the transition
from home to a nursing home. Meaningful activities are difficult to maintain and
improvements are needed. Activities should be personalized: factors such as personal
characteristics, interests, the social and physical environment, roles, routines, habits,
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and personal belongings play an important role in maintaining activities. In the
organization of care, a person-centered care vision, attitudes of professionals, and
interdisciplinary collaboration facilitate the maintenance of meaningful activities.

Chapter 6 describes the development of a tool to support healthcare and welfare
professionals in assessing and maintaining meaningful activities for persons with
dementia during the transition to a nursing home. This participatory design study
with three iterative phases combined the literature review on meaningful activities
(Chapter 3) with a needs assessment and participatory design sessions. In total, fifty-
one professionals participated in the phases. The results showed that, in order to
assess and maintain meaningful activities during the transition to a nursing home, it is
important to have a comprehensive understanding of the individual, their environment,
and the motivation behind what constitutes a meaningful activity. The initial tool
design is fan-shaped and includes four topics: (1) who is the person, (2) what are the
meaningful activities and why, (3) the physical and social environment, (4) continuous
evaluation of the meaningful activities. Each topic has a different colour and includes
an explanation of the topic with example questions and photos or images. The tool is
easy to use and facilitates the conversation between the person with dementia, their
informal caregivers, and the healthcare professionals.

The general discussion (Chapter 7) discusses the main findings and provides
recommendations. One finding is that there is a risk of decline in activities during the
transition from home to nursing home. Not enough attention is given to maintaining
meaningful activities. Because meaningful activities reflect who a person is and what
matters to them, it is important to maintain these activities. This can potentially
improve quality of life and person-centered care. Another finding of this thesis is
that maintaining meaningful activities was influenced by various factors related to
the person with dementia and their social and physical environment. Therefore, it is
important to monitor the activities for persons with dementia during the transition
and assess activities repeatedly over time. Furthermore, collaboration with informal
caregivers and healthcare professionals across settings is essential for maintaining
meaningful activities during the transition from home to nursing home.

An important recommendation for healthcare organizations and healthcare
professionals is to focus on more in-depth assessment of activities during transitions
and to strengthen collaboration with informal caregivers. In order to raise awareness
of the importance of maintaining meaningful activities and promoting person-centered
care during transitions, the tool developed in this thesis, as well as the film ‘Do you
know me?’ (in Dutch: Ken je mij?), could be implemented in educational programs.
Furthermore, recommendations for policymakers include facilitating the effective
transfer of information across different settings and securing adequate funding for
the provision of transitional care during the transition from home to nursing home.
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Finally, a broader societal dialogue about the importance of maintaining meaningful
activities is recommended.

Future research could focus on the perspectives of persons with dementia regarding
maintaining meaningful activities during the transition from home to nursing home.
Another possibility for future research is the further development of the tool presented
in this thesis.

In Liesbeth’s case, the team reflects on the many factors in the physical and social
environment that influence maintaining activities that are meaningful to her. These
factors are also reflected in the findings of the studies in this thesis. ‘The transition to
the nursing home disrupted the routines she previously had at home’. In this case, it was
important to involve and collaborate with Liesbeth’s partner. Additionally, watching the
film together increased the team’s awareness of the significance of ‘folding laundry’ for
Liesbeth.
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Als Liesbeth thuis ’s ochtends heel vroeg wakker wordt staat er al een wasmand voor haar
klaar. Het is een activiteit die belangrijk is voor haar, het is iets wat ze nog steeds kan en
hiermee heeft ze het gevoel dat ze zorgt voor anderen en van waarde is. Ze woont sinds
kort in het verpleeghuis, daar wordt ze vaak wakker in de nacht. Zou Liesbeth deze voor
haar betekenisvolle activiteit ook in het verpleeghuis kunnen uitvoeren in het midden
van de nacht? (casus uit de film Ken je mij?7)

Dementie is een verzamelnaam voor verschillende ziektes, waarbij het cognitieve
functioneren, de communicatie en het sociale functioneren steeds verder achteruitgaat.
Het uitvoeren van alledaagse activiteiten vormen steeds meer een uitdaging.
Activiteiten die voor iemand belangrijk zijn of waarde hebben worden betekenisvolle
activiteiten genoemd. Het uitvoeren van deze activiteiten zorgt ervoor dat de persoon
plezier, verbondenheid en autonomie ervaart, maar ook een gevoel van continuiteit
en bevestiging van de eigen identiteit. Hierdoor dragen betekenisvolle activiteiten bij
aan kwaliteit van leven en zijn zij belangrijk voor kwaliteit van zorg. Als de dementie
vordert, ervaren mensen met dementie steeds meer moeilijkheden met het initiatief
nemen en het uitvoeren van activiteiten. De verhuizing naar het verpleeghuis is een
ingrijpende gebeurtenis die veel impact heeft voor de persoon met dementie en zijn
of haar naasten. In dit proefschrift is onderzocht hoe zorg- en welzijnsmedewerkers
mensen met dementie en hun naasten kunnen ondersteunen in het behouden van
betekenisvolle activiteiten gedurende de verhuizing van huis naar het verpleeghuis en
daarna. De studies die zijn uitgevoerd geven inzicht in:

1. De ervaringen van zorg- en welzijnsmedewerkers, mensen met dementie en naasten
ten aanzien van het behouden van betekenisvolle activiteiten en wat er bekend is
in de literatuur;

2. De factoren die van invloed zijn op het behouden van betekenisvolle activiteiten;

3. Strategieén voor het behouden van betekenisvolle activiteiten.

Om inzicht in bovenstaande doelen te krijgen werden verschillende onderzoeken
uitgevoerd die beschreven worden in hoofdstuk 2 t/m 6.

Hoofdstuk 2 van het proefschrift beschrijft de ervaringen van mensen met dementie
ten aanzien van hun betekenisvolle activiteiten in relatie tot hun kwaliteit van leven in
de loop van de tijd. In deze kwalitatieve studie werden mensen met dementie die thuis
wonen twee keer geinterviewd met minimaal een jaar tussentijd. Achttien deelnemers
namen deel aan de eerste interviewronde en elf aan de tweede ronde. Het uitvoeren
van activiteiten zorgde ervoor dat mensen zich goed voelden, van waarde voelden,

1 BroosDoc, WoonZorgcentra Haaglanden, ROC Mondriaan. Ken je mij? [film]. Broos M,
regisseur (Nederland): 2019. 34 minuten. Beschikbaar via:www.wzh.nl/kenjemij
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autonomie en contact ervaarden. Tegelijkertijd voelden sommige deelnemers zich ook
afhankelijk en hadden zij het gevoel anders behandeld te worden tijdens het uitvoeren
van activiteiten. Over het algemeen bleven veel activiteiten en de reden dat deze
betekenisvol waren hetzelfde. Echter in de loop van de tijd veranderden activiteiten
ook doordat motivatie, cognitieve en lichamelijke factoren en psychosociale factoren
anders werden. Nieuwe activiteiten werden gestart, activiteiten stopten of werden
aangepast. Daarnaast was ondersteuning van naasten en zorg- en welzijnsmedewerkers
aan de ene kant belangrijk voor het continueren van activiteiten, maar voor sommigen
zorgde het ook voor een gevoel van afhankelijkheid en anderen voelden zich bezwaard.
De verandering in activiteiten werden wel vaak geaccepteerd, maar konden ook voor
verdriet en frustratie zorgen.

Hoofdstuk 3 geeft een samenvatting van het literatuuronderzoek naar het behouden
van betekenisvolle activiteiten van mensen met dementie gedurende de overgang
tussen verschillende zorgsettingen. Hierin worden vier studies beschreven. Een studie
beschrijft de overgang van thuis naar het ziekenhuis en drie studies de transitie van
huis naar het verpleeghuis. Er werden maar een beperkt aantal studies gevonden, wat
laat zien dat het een onderwerp is dat nog maar weinig onderzocht is. De vier studies
lieten zien dat activiteiten afnemen gedurende transities. Verschillende belemmerende
en bevorderende factoren met betrekking tot de persoon zelf, de naasten, zorg-
en welzijnsmedewerkers, de organisatie van zorg en de omgeving waarin de zorg
plaatsvond werden gevonden die invloed hadden op het behouden van betekenisvolle
activiteiten. Aanbevolen wordt dat zorg- en welzijnsmedewerkers die transitiezorg
geven een persoonsgerichte benadering nastreven en continue de individuele
interesses, mogelijkheden, voorkeuren en behoeften van mensen met dementie ten
aanzien van activiteiten evalueren. Daarnaast wordt interdisciplinaire samenwerking
tussen zorg- en welzijnsmedewerkers in verschillende settingen aanbevolen. Daarbij
is het ook belangrijk om de naasten van de persoon met dementie in alle fases van de
overgang te betrekken.

Hoofdstuk 4 beschrijft een vragenlijstonderzoek naar 16 categorieén van activiteiten
die mensen met dementie volgens naasten uitvoerden, zowel thuis als in het
verpleeghuis. Dit werd gevraagd aan 81 naasten van mensen met dementie die in een
verpleeghuis woonden. In het algemeen werden er minder activiteitencategorieén
in het verpleeghuis uitgevoerd in vergelijking met thuis. De afname was vooral te
zien in de categorieén: huishoudelijke activiteiten, activiteiten gericht op dagelijkse
rituelen, familie en sociale activiteiten, activiteiten gericht op vakantie en feestdagen,
activiteiten om de cognitie te stimuleren, en activiteiten gericht op persoonlijke
verzorging. Ook werd onderzocht door wie, hoe en wanneer de wensen, behoeften
en mogelijkheden van activiteiten in kaart werden gebracht. Dit werd vaak gedaan
door verpleegkundigen en verzorgenden in een opnamegesprek. Naasten waren
redelijk tevreden met het in kaart brengen van de activiteiten (score van 7 uit 10).
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Concluderend is het advies om de activiteiten van mensen met dementie gedurende
de transitie regelmatig te monitoren om achteruitgang in activiteiten te voorkomen.

Hoofdstuk 5 beschrijft de opvattingen en ervaringen van zorg- en welzijnsmedewerkers
in Nederlandse verpleeghuizen ten aanzien van het behouden van betekenisvolle
activiteiten van mensen met dementie die verhuizen naar het verpleeghuis. In vier
focusgroepen namen tweeéntwintig zorg- en welzijnsmedewerkers deel. Zij ervaarden
een gebrek aan bewustzijn en aandacht voor het behouden van betekenisvolle
activiteiten gedurende de transitie. Betekenisvolle activiteiten zijn moeilijk te
behouden en verbeteringen zijn nodig. Hierbij is het afstemmen op de persoon
belangrijk waarbij persoonlijke factoren zoals interesse, de sociale en fysieke omgeving,
rollen, routines, gewoonten en persoonlijke spullen een belangrijk rol spelen in het
behouden van de activiteiten. Een goede organisatie van zorg, zoals het bevorderen
van een persoonsgerichte benadering, de houding van zorg- en welzijnsmedewerkers
en interdisciplinaire samenwerking dragen bij aan het behouden van betekenisvolle
activiteiten.

Hoofdstuk 6 beschrijft de ontwikkeling van een hulpmiddel dat zorg- en
welzijnsmedewerkers ondersteunt bij het in kaart brengen en behouden van
betekenisvolle activiteiten van mensen met dementie gedurende de verhuisperiode
naar het verpleeghuis. De studie had een participatieve ontwerpbenadering met
drie iteratieve fasen, waarin kennis uit de literatuur van betekenisvolle activiteiten
gecombineerd werd met een behoefteninventarisatie en een participatieve
ontwerpsessie met zorg- en welzijnsmedewerkers. Eenenvijftig zorg- en
welzijnsmedewerkers participeerden. De resultaten lieten zien dat voor het
inventariseren en behouden van betekenisvolle activiteiten tijdens de verhuizing
naar het verpleeghuis het belangrijk is om een compleet beeld te hebben van de
persoon, diens omgeving en de onderliggende motivatie waarom een activiteit
betekenisvol is. Het eerste in co-creatie ontwikkelde ontwerp bestaat uit een waaier
met vier onderwerpen: (1) wie is de persoon, (2) wat zijn de betekenisvolle activiteiten
en waarom, (3) de fysieke en sociale omgeving, (4) voortdurende evaluatie van de
betekenisvolle activiteiten. Elk onderwerp heeft een kleur en bestaat uit een uitleg,
voorbeeldvragen en illustratie. Het hulpmiddel is laagdrempelig in gebruik en kan het
gesprek faciliteren tussen de persoon met dementie, diens naasten en de professional.

De algemene discussie (hoofdstuk 7) beschrijft de belangrijkste bevindingen en
aanbevelingen. Een bevinding in dit proefschrift is dat er een risico is op afname van
betekenisvolle activiteiten gedurende de overgang van thuis naar het verpleeghuis. Er
is nog onvoldoende aandacht voor het behouden van deze activiteiten. Juist omdat
betekenisvolle activiteiten iets zeggen over wie de persoon is en wat voor de persoon
van waarde is, is het belangrijk deze activiteiten te behouden. Hierdoor kan mogelijk
kwaliteit van leven verhoogd worden en de zorg persoonlijker en beter afgestemd
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worden op de persoon. Een andere bevinding in dit proefschrift is dat er verschillende
factoren (rondom de persoon met dementie, sociale en fysieke omgeving) zijn die
van invloed zijn op het behouden van betekenisvolle activiteiten. Voor het behoud
van betekenisvolle activiteiten is het belangrijk om deze factoren op verschillende
momenten gedurende de overgang van huis naar verpleeghuis in kaart te brengen.
Daarnaast is de samenwerking met de naasten van mensen met dementie en met
medewerkers binnen en buiten het verpleeghuis cruciaal.

De belangrijkste aanbeveling voor zorgorganisaties en zorg- en welzijnsmedewerkers is
om zich te richten op het beter in kaart brengen van betekenisvolle activiteiten tijdens
de verhuizing naar het verpleeghuis. Daarnaast is het belangrijk de samenwerking
met naasten te versterken. Aanbevolen wordt om bewustwording te creéren voor het
behoud van betekenisvolle activiteiten tijdens de verhuizing en om persoonsgerichte
zorg te bevorderen. Hiervoor kan het ontwikkelde hulpmiddel (hoofdstuk 6) en de
film ‘Ken je mij?’ worden geimplementeerd in onderwijsprogramma’s voor zorg- en
welzijnsmedewerkers.

Aan beleidsmakers wordt aanbevolen om een effectieve overdracht van informatie
tussen verschillende zorgomgevingen te faciliteren en financiering te waarborgen voor
transitiezorg tijdens de overgang van thuis naar het verpleeghuis. Tot slot wordt een
bredere maatschappelijke dialoog over het belang van het behoud van betekenisvolle
activiteiten aanbevolen.

Toekomstig onderzoek zou zich kunnen richten op de perspectieven van mensen met
dementie met betrekking tot het behoud van betekenisvolle activiteiten tijdens de
overgang van thuis naar het verpleeghuis en daarna. Een andere mogelijkheid voor
toekomstig onderzoek is de verdere ontwikkeling, het uittesten en evalueren van het
in dit proefschrift ontwikkelde hulpmiddel.

In de casus van Liesbeth, ervaarden het zorgteam dat er veel verschillende factoren
waren in de fysieke en sociale omgeving die van invloed waren op het behouden van
de voor Liesbeth betekenisvolle activiteit: de was opvouwen. Deze factoren kwamen
ook naar voren in dit proefschrift, zoals: ‘de transitie naar het verpleeghuis zorgde voor
een verstoring van de routines die zij had'. In deze casus, was ook de betrokkenheid en
samenwerking met de partner van Liesbeth belangrijk. Daarnaast zorgde het samen
bekijken van de film voor bewustzijn bij de medewerkers over de betekenis van de was
opvouwen voor Liesbeth.
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WZH bestaat uit zoveel collega’s, bijvoorbeeld in de verschillende onderdelen van de
wetenschappelijke onderzoekscommissie, maar ook de collega’s van de creatiestudio,
de behandeladviesraad, leren en ontwikkelen en de locatieverpleegkundigen, bedankt
voor jullie gezamenlijke drive om continue de zorg te verbeteren te onderzoeken en
dat ook uit te dragen. De laatste jaren heb ik veel steun en inspiratie gekregen vanuit
het team Strategie en Innovatie met llse, Edith, Anne, Gwennely, Henneke, Hans,
Arianne, Manon en manager Marjan. Manja Trouw, met jou begon ik het avontuur
naar betekenisvolle activiteiten behouden, we werkten samen aan het eerste artikel.
Bedankt voor deze mooie samenwerking.

Collega’s van het UNC-ZH, linking pins van andere organisatie en het lectoraat Urban
Ageing, jullie interesse en tips gaven mij energie en inspiratie. Alle mede promovendi
(Melanie, Carolien, Petra, Arno, Marlon, Paulien, Helma, Suzanne, Lisa, Michael, Loes
en Julia), we zaten in hetzelfde schuitje en dat gaf een band, we deelden lief en leed,
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maar ook hele waardevolle adviezen. Met Melanie en kort daarna met Petra ben ik
het avontuur gestart, kort na elkaar promoveren we, dat is toch wel heel bijzonder.

Mijn Paranimfen Lisa en Manon, ieder werkzaam in het onderzoek en de praktijk,
de twee werelden waarin ik tussen gezweefd heb afgelopen jaren. Manon, jouw
creativiteit en er altijd voor mij zijn, maar ook jouw vermogen om te zien wat anderen
nodig hebben is bewonderingswaardig. Lisa, wat hebben wij wat uurtjes samen
doorgebracht, het samenwerken gaf mij structuur en het samen sparren gaf mij altijd
weer moed en energie om verder te gaan.

Mijn begeleider, Patricia Huijbregts, jouw vertrouwen zorgde ervoor dat ik kon leren.
Van jou heb ik geleerd te varen op mijn intuitie, dat zal ik altijd meenemen. Nienke
Slagboom, jouw realistische kijk op promoveren en jouw tip om maatjes te zoeken
was zeer waardevol.

Promotor, Monique Caljouw, we delen beide dezelfde achtergrond als verpleegkundige
en je liet mij ook weer zien hoe waardevol die achtergrond is. Ik kon altijd bij je terecht,
zeker ook op de momenten dat het tegenzat. Co-promotor, Hanneke Smaling, jouw
pragmatische instelling hield mij op het juiste pad. Je gaf je mening maar je leerde mij
ook mijn eigen keuzes te maken en hiervoor te staan. Promotor, Wilco Achterberg,
jouw passie en kennis voor het vak werkte aanstekelijk. Jouw steun en er altijd mogen
zijn als geheel mens hebben mij erg geholpen in de afgelopen jaren.
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Mari Groenendaal was born on 20 August 1980 in Haarlem, the Netherlands. In
1998, after graduating secondary school in Delft, she started her nursing study at
the Rotterdam University of Applied Science (Bachelor of Nursing). In her final-year
internship in an assisted living facility at WoonZorgcentra Haaglanden (WZH), she
was offered a position as a practical nurse in primary care. From 2002-2003, she
completed a post-bachelor program in primary care nursing at Avans University of
Applied Sciences.

In 2003 she started the Master program Advanced Nursing Practice at Fontys
University of Applied Science. As one of the first nurse practitioners in a nursing home,
she worked at several facilities affiliated with WZH, specializing in care for persons
with dementia. In addition to her clinical work, she contributed to quality-of-care
improvements using collaborative methodologies such as ‘practice development’ and
‘action learning’, and was also a co-facilitator for practice development courses by the
Fontys University of Applied Sciences.

In 2009, Mari started as a Lecturer Practitioner, a newly established role that
integrated research, education, and practice. This role required her to step back from
her clinical nurse practitioner tasks. She remained actively involved in direct care
through the coordination of the ‘Practice Learning Unit), initially at one location and
later across multiple sites of WoonZorgcentra Haaglanden. In this role, she expanded
her involvement in education and research through part-time positions at ROC
Mondriaan (secondary vocational education) and The Hague University of Applied
Sciences (Haagse Hogeschool). At The Hague University, she collaborated on several
projects within the psychogeriatrics research group (lectoraat), including studies on
music and dementia and learning abilities in dementia.

In 2018 Mari received a support grant (stimuleringssubsidie UNC-ZH) for the project
‘Meaningful activities in the nursing home’, which led to a PhD program later that
year. During her PhD, Mari continued to combine research, education and practice,
for example, in the role as a linking pin for the University Network of the care sector
South Holland. She remained employed at WZH, were she established a research
infrastructure to support the conduct of research and the implementation of findings
as well as the exchange of knowledge within WZH and with external organizations and
knowledge institutes. She also remained involved in education through collaboration
on several projects within the Urban Ageing research group (lectoraat) at the Hague
University of applied science and by delivering guest lectures at various universities
of applied sciences.
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