








Chapter 6

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 [?’ 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
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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 invlioed 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 afhame 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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