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General introduction 

The transition from home to a nursing home is an emotionally challenging event for 
everyone involved (1, 2). Older people prefer to spend their days enjoying the comfort 
of their homes (3, 4), given that many have been living in the same place for years (3). 
For them, home represents their past, present, future, and identity (3, 5). Nonetheless, 
the reality of increasing lifespans introduces a correlation with cognitive and physical 
decline, potentially compromising individual independence (6, 7). This correlation is 
particularly pronounced among the older people diagnosed with dementia. Home care, 
supported by both formal and informal caregivers, is initially established to enable people 
with dementia to maintain their residence in familiar surroundings despite the impact of 
their diagnosis. However, as the disease advances, providing care at home can become 
progressively challenging (8– 12). Informal caregivers may experience a significant care 
burden (13–15) and this can lead to older people and their families having to make the 
difficult decision to start a transitional care journey from home to a nursing home (16).

This dissertation aims to examine the needs and experiences of older people with 
dementia, informal caregivers and professional caregivers during the transition from home 
to a nursing home. The study aspires to contribute to the theoretical understanding of 
transitional care processes and give directions for improving transitional care.

Dementia

Dementia is a progressive brain disease that affects more than 14.1 million people in 
Europe (17). It stands as the leading cause of care dependency and disability in older 
age (18), significantly impacting the healthcare system in the Netherlands, as it ranks 
as the most expensive disease (19). Alzheimer’s disease is the most prevalent form of 
dementia, contributing to approximately 60–70% of dementia cases (20, 21). Other forms 
of dementia include vascular dementia, Lewy bodies, and frontotemporal dementia. The 
prevalence of dementia is projected to rise by 80% by 2050, indicating that 25 million 
people will be diagnosed with dementia (17). Age remains the primary risk factor asso-
ciated with the disease. Three per cent of people between the ages of 65 and 74 years 
old have dementia. The prevalence increases to 30% among individuals aged 85 and 
above (22).

Older people with dementia experience both cognitive and physical decline. Cognitive 
decline, stemming from changing brain function, manifests as memory loss, challenges 
in planning and problem-solving, disorientation, and linguistic barriers (20, 23). Physical 
disabilities and symptoms such as incontinence (24), risk of falling (25), and the inability to 
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perform activities of daily life (e.g. getting dressed) are prevalent (26). These symptoms, 
resulting from dementia, are the leading cause of care dependency and disability.

Furthermore, older people with dementia also experience personality and behavioural 
changes collectively known as Behavioural and Psychological Symptoms of Dementia 
(BPSD) (27). They affect about 90% of people with dementia throughout their illness 
(28). Examples of BPSD include aggression, apathy, anxiety, sleep disorders, agitation, and 
delusions (27–29). BPSD significantly contribute to burnout among informal caregivers 
(30). In particular, instances of aggression directed at caregivers during intimate care tasks 
like bathing can impact the home situation (29). These signs and symptoms profoundly 
affect the quality of life of older people and their informal caregivers (31, 32), thereby 
contributing to a broader societal impact (17, 21).

Informal caregivers play an important role in compensating for these losses in daily life. 
However, their caregiving role also affects their daily life and functioning (40, 41). The 
24–hour job demands constant vigilance, affecting work–life balance, relationships, and 
everyday life (41–43). Moreover, research shows that informal caregivers can experience 
feelings of anxiety as they have to take on care responsibilities without formal training 
(41). This can lead to social isolation and disconnection from the environment (43). When 
informal caregivers experience a loss of social contact, freedom, and independence, it 
can negatively affect their quality of life (43–47).

The cognitive and physical decline associated with dementia can necessitate older people 
with dementia to undergo various transitional care processes across different healthcare 
settings, including respite care, hospitals, and nursing homes (17, 23, 48, 49).

Transitional care

The research included in this dissertation is part of TRANS-SENIOR, a European Union-
funded project. TRANS-SENIOR stands for Transitional Care Innovation in Senior Citizens 
and focuses on avoiding unnecessary care transitions and improving necessary care 
transitions. The American Geriatrics Society defines transitional care as ‘a set of actions 
that are designed to ensure the coordination and continuity of care as people transfer 
between different locations or levels of care within the same location’ (50). Different 
transitional care directions exist, including the move from hospital to home, from hospital 
to nursing home, and from nursing home to hospital, among others. Older people often 
undergo multiple care transitions. However, studies indicate that care transitions are 
more prevalent among older people living with dementia compared to those without 
dementia (51).
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The need for multiple care transitions can be related to the cognitive and physical decline 
of older people and the related care burden for informal caregivers (33, 40, 41). This 
deterioration can result in the care needs of older people surpassing the care provided in 
the home situation, making a move to a nursing home unavoidable. Therefore, a common 
transition experienced by older people with dementia is the transition from home to a 
nursing home, and it is the focus of this PhD dissertation.

The term ‘nursing home’ refers to a long-term care facility that provides 24–hour care, 
room and board while simultaneously managing chronic medical conditions by providing 
constant assistance with activities of daily living for people facing cognitive and/or physical 
challenges (52).

The transition from home to a nursing home within the 
Dutch healthcare system

The transitional care pathway from home to a nursing home is a common and often 
unavoidable care process. Approximately 38% of older people with dementia living in 
the Netherlands ultimately reside in nursing homes (23, 53). It is a long, emotionally 
challenging (54, 55), and very complex care transition significantly impacting both older 
people and informal caregivers (56).

The transition process can be divided into three distinct phases (57). The pre-transition 
phase initiates when a possible move to a nursing home is discussed for the first time. 
In this phase, older people live at home, receiving care from a general practitioner who 
provides medical care to the general population. Home care staff, including nurses and 
care assistants, deliver support when necessary. Once the care at home exceeds the 
care possibilities, the decision can be made to transition from home to a nursing home. 
The pre-transition phase concludes upon the decision to transition and the selection of 
a preferred nursing home (58–61). The mid-transition encompasses the waiting period 
on the nursing home’s list and the phase ends on the day of the move. During this phase, 
older people and their informal caregivers prepare for the move (60–62). Finally, the 
post-transition commences when older people take up residence in the nursing home, 
with care now provided by nursing home staff (e.g. nurses and physiotherapists). Both 
older people and informal caregivers focus on adapting and adjusting to their new living 
situations (58, 60–62).

The home care setting and the nursing home setting are organizationally and financially 
separate, each operating under distinct care systems. In the Netherlands, the Social 
Support Act and Regular Health Insurance Act fund the home care setting. Municipalities 
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are responsible for care provision under the Social Support Act, offering non-medical 
support such as domestic help and home modifications. Health insurers, accountable for 
home care under the Health Insurance Act, provide medical and nursing care at home 
(63). In 2021, the Dutch government introduced the ‘Longer at Home’ programme (64, 
65), emphasizing the objective of enabling older people to stay at home ‘as long as 
possible’. The initiative aims to offer support and care at home, assistance for informal 
caregivers/volunteers, and suitable housing that meets older people’s care needs (64). 
Older people with dementia and their families receive additional care and support through 
the appointment of dementia case managers (66). These professional caregivers assist 
older people and their families in navigating through the rules and possibilities for care 
at home. Dementia case managers are independent professional caregivers who provide 
information, support, and advice until the older person either passes away or for up to 
6 weeks following their move into a nursing home (66).

When the care needs of community-dwelling older people with dementia surpass the 
capacities of home care, the Long-term Care Act becomes applicable. This act ensures 
that the cost of long-term care is covered for frail Dutch residents with standard health 
insurance. The older people may have to pay a fixed premium that is based on their 
income. Eligibility for this act and residency in a nursing home require assessment by 
the Needs Assessment Centre (CIZ), which determines eligibility through an in-person 
interview and data collection on health and household (67). Three conditions need to 
be met before older people are permitted to move to a nursing home: 1) the older indi-
viduals have a chronic condition or disability; 2) they need 24–hour care or supervision; 
and, 3) they have high and permanent care needs (68).

This organizational and financial segregation between governing home and nursing home 
care may result in a fragmented and discontinuous care process (50, 69, 70), potentially 
impacting the quality of care for the various people within the care triad (50).

The impact of the transition on the care triad

The care triad comprises the older person living with dementia, informal caregivers, 
and professional caregivers involved in the transition process (71) (see Figure 1). Each 
participant in the care triad has a distinct role that can impact the care process (72, 73). 
Transitioning to a nursing home is a difficult and stigmatized care process that is often 
associated with negative outcomes (74, 75).
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For older people, moving to a nursing home is an emotional and stressful event that can 
have consequences for their physical and mental health. The transition is associated with 
increased mortality. A study by Li et al. 2018 found that 16% of older people died within the 
first 100 days after moving into a nursing home (74). Braggion et al. (2020) corroborated 
this, reporting increased mortality in the first four months of a resident’s life in a nursing 
home, primarily due to cardio-cerebrovascular diseases, dementia, respiratory diseases, 
and infections (76). Additionally, the move can confront older people with their physical 
and/or cognitive decline preceding the transition (77). However, some older people may 
experience a sense of relief as a nursing home often provides a secure environment (77).

Informal caregivers find the transition very difficult and distressing. Before the move, 
informal caregivers strive to care for their loved ones until their care abilities no longer 
meet with the care needs (78–81). Consequently, informal caregivers often bear a signifi-
cant burden that impacts their own lives and relationships (78). They feel responsible for 
the decision to move, expressing feelings of guilt, anxiety, and shame (58, 71, 82). Constant 
worry about the well-being of older people regarding the transitional care decision is 
common (82). Once the older person resides in the nursing home, informal caregivers 
often assume many care responsibilities (83, 84). Moreover, as the older person no longer 
lives at home, informal caregivers may experience loneliness (79).

Professional caregivers perceive care transitions to be complex and stressful (85). Transi-
tional care requires collaboration among different professionals to provide efficient and 
high-quality care in different settings (86, 87). However, due to gaps in the healthcare 
system, primary care professionals often feel their efforts are redundant as quality care 
cannot always be guaranteed in the next care setting (88, 89). As a result, professionals 
describe transitions as chaotic and unstandardized (88). Poor communication between 
different professional caregivers from different settings is prevalent, leading to inefficient 
care (e.g. incomplete discharge forms) (71, 90). These challenges are compounded by 

Older people

Informal caregivers Professional caregivers 
Figure 1: The care triad.
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professional caregivers already experiencing a high care burden due to time constraints 
and staff shortages, potentially impeding care for older people (91, 92). This can lead 
to increased costs for the healthcare setting due to the duplication of services (93–97).

While negative consequences and perceptions associated with the transitional care 
process are well-documented, the underlying mechanisms contributing to these negative 
emotions, adverse health outcomes, and quality of life, remain elusive. Current literature 
lacks comprehensive identification of barriers during the transition process and initiatives 
to improve this fragmented care pathway. Most research on care transitions focuses on 
the transition from hospital to home (50, 98). The underlying mechanisms related to 
the discontinued and fragmented care process from home to a nursing home are still 
unknown. Understanding these mechanisms is crucial for developing and implementing 
effective transitional care interventions that could enhance care outcomes (99, 100). 
Existing studies mostly capture the experiences of older people, informal caregivers, 
and professional caregivers in the post-transition phase (1, 101, 102), focusing on the 
adjustment to and acceptance of living in a nursing home. A comprehensive overview 
of the care triads’ experiences throughout the transition from home to a nursing home 
is missing from the literature.

Research aim

Current research highlights the negative impact and outcomes of the transition process 
from home to nursing home on the care triad. However, there is a pressing need for more 
comprehensive research to better understand the experiences and needs of the care 
triad. This understanding is crucial for enabling the development and implementation 
of effective transitional care initiatives. Therefore, this dissertation aims to contribute 
to the understanding of transitional care processes and give directions to improve the 
transitional care process during the transition from home to a nursing home by capturing 
the transitional care perspectives, experiences, and needs of older people with dementia, 
informal caregivers, and professional caregivers throughout the transition. Additionally, 
the dissertation offers preliminary insights into ways to enhance the transitional care 
process from home to a nursing home.

The overarching research question guiding this dissertation is: What are the perspectives, 
experiences, and needs of older people with dementia, informal caregivers, and profes-
sional caregivers during the transition from home to a nursing home?
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Chapters

To address the research question, this dissertation commences with a literature review 
(Chapter 2). This review focuses on identifying the care needs of older people and 
informal caregivers throughout the transition from home to a nursing home, with the 
overarching goal of avoiding fragmented care and improving transitional care. Based 
on the results, the comprehensive and theory-based TRANSCIT model is developed. 
To better understand these needs of older individuals and informal caregivers, two 
additional studies were conducted aiming to understand their experiences during the 
transition process. More specifically, the second study adopts a phenomenological 
approach to explore how older people with dementia perceive a potential future move 
to a nursing home (Chapter 3). The study delves into the perspective of older people 
regarding current and future care provision to discern anticipated care wishes if the 
older people were to reside in a nursing home. Additionally, a third study explores the 
retrospective experiences of informal caregivers throughout the transition process from 
home to a nursing home (Chapter 4). The results of these studies reveal negative and 
paradoxical perspectives regarding transitional care. Therefore, a fourth study aims to 
offer a comprehensive overview of interventions designed to improve the transition 
from home to a nursing home (Chapter 5). This scoping review summarizes the existing 
interventions by identifying their key components and evaluating their effectiveness. 
Considering the retrospective nature of prior studies and the lack of comprehensive 
transitional care interventions, the concluding study adopts a prospective, multiple-case 
study utilizing a patient journey mapping methodology (Chapter 6). The study aims to 
identify the experiences of the care triad, encompassing older people with dementia, 
informal caregivers, and professional caregivers, throughout the transition from home 
to a nursing home. The final chapter synthesizes the main findings (Chapter 7), followed 
by a discussion on the key methodological and theoretical considerations. Furthermore, 
the chapter provides implications for practice, policy, and avenues for future research.    
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Chapter 2

The TRANSCIT model



Abstract

The transition from home to a nursing home can be stressful and traumatic for both 
older people and informal caregivers and is often associated with negative outcomes. 
Additionally, transitional care interventions often lack a comprehensive approach, possibly 
leading to fragmented care. To avoid this fragmentation and to optimize transitional care, 
a comprehensive and theory-based model is fundamental. It should include the needs 
of both older people and informal caregivers. Therefore, this study, conducted within 
the European TRANS-SENIOR research consortium, proposes a model to optimize the 
transition from home to a nursing home, based on the experiences of older people and 
informal caregivers. These experiences were captured by conducting a literature review 
with relevant literature retrieved from the databases CINAHL and PubMed. Studies were 
included if older people and/or informal caregivers identified the experiences, needs, 
barriers, or facilitators during the transition from home to a nursing home. Subsequently, 
the data extracted from the included studies were mapped to the different stages of tran-
sition (pre-transition, mid-transition, and post-transition), creating the TRANSCIT model. 
Finally, results were discussed with an expert panel, leading to a final proposed TRANSCIT 
model. The TRANSCIT model identified that older people and informal caregivers 
expressed an overall need for partnership during the transition from home to a nursing 
home. Moreover, it identified 4 key components throughout the transition trajectory (i.e., 
pre-, mid-, and post-transition): 1) support; 2) communication; 3) information; and, 4) 
time. The TRANSCIT model could advise policymakers, practitioners, and researchers on 
the development and evaluation of (future) transitional care interventions. It can be a 
guideline reckoning the needs of older people and their informal caregivers, emphasizing 
the need for a partnership, consequently reducing fragmentation in transitional care and 
optimizing the transition from home to a nursing home.
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Introduction 

Transitional care is defined as the integration of a set of actions designed to ensure the 
coordination and continuity of care as a patient makes a transition within or between 
healthcare setting(s) or healthcare providers (1–2). A common care transition experienced 
by older people and informal caregivers is the relocation from home to a nursing home. 
This transition can be divided into 3 phases (3). The first phase is the pre-transition phase 
in which a possible move to a nursing home is discussed, a transition decision is made, 
and a nursing home is chosen (4–7). The mid-transition is the time on the waiting list of 
the chosen nursing home, which ends on the day the older person relocates (6–8). The 
third phase is the post-transition phase, which focuses on the adjustment and acceptance 
of the new living situation (4, 6–8).

Despite this being a complex and precarious transitional pathway, interventions aiming at 
improving the transition from home to a nursing home often solely focus on one phase 
of the transition process (9). Furthermore, recent evidence suggests that transitional 
care interventions and theories primarily concentrate on the transition from and to the 
hospital (10, 11).

A comprehensive and theory-based framework of the transition process from home 
to a nursing home is lacking, possibly leading to fragmented care. This has a significant 
impact on older people and informal caregivers, who are at the center of this transition 
(12). For older people, it can lead to complications such as deterioration of pre-existing 
conditions and falls (10, 13, 14). Informal caregivers, conversely, are confronted with 
feelings of guilt, sadness, and failure (15–17). Therefore, developing a comprehensive 
model is crucial. The model should identify key components to avoid fragmentation and 
optimize care. Additionally, it should include the care needs of older people and informal 
caregivers as these are associated with better quality and active participation in transi-
tional care (18–20). Therefore, this article proposes a model to optimize transitional care 
from home to a nursing home.

Methods

Three steps were taken to construct the model: 1) a review of the literature; 2) mapping 
of identified needs; and, 3) preliminarily validation of the model.

1. A literature review was performed based on two assumptions. First, studies were 
included that explored the experiences of older people and/or informal caregivers, 
(in)advertently identifying their needs throughout the transition process. Second, 
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these needs were formulated as barriers/facilitators or problems (4). The assumptions 
guided the search string, which used the key terms ‘experiences’, ‘needs’, ‘barriers/
problems’, ‘older person/dementia’, ‘transition’, ‘(nursing) home’, and synonyms 
hereof. The CINAHL and PubMed databases were used, and the bibliographies of the 
included articles were searched for additional references. Publications were included 
when published in 2000 or later and when they identified the needs of older people 
and/or informal caregivers during the transition from home to a nursing home.

2. Articles matching the inclusion and exclusion criteria were thoroughly read and 
analyzed by the lead author and discussed within the research team. Each need cited 
in the included articles was extracted to a separate file, leading to a list of identified 
needs. The articles were read until no new needs were identified. Next, the list of 
needs was mapped onto the pre-, mid-, or post- transition phases. Next, per phase, 
the needs were categorized thematically focusing on commonalities between these 
needs. Based on these commonalities, the key components were identified. The whole 
process was conducted by the first author and verified by the second author. Finally, 
they looked at all the needs together to see if overall themes could be identified 
throughout the transition from home to a nursing home. As a result, the TRANSCIT 
model was developed. This whole process was regularly discussed and verified by 
the research team.

3. Experts in research and practice preliminarily validated the TRANSCIT model at three 
separate meetings. First, the model was presented to the research team encompassing 
a professor in care of older people, a professor in long-term care environments, a 
professor in quality of care, a postdoctoral researcher in long-term care innovation, 
and an associate professor in healthcare and well-being. Moreover, approximately 
fifteen researchers and (associate) professors in aging and long-term care, as well 
as around 20 PhD students and professors from an international transitional care 
network, preliminarily validated the model at a colloquium meeting. Finally, sixteen 
experts in practice were found through the network of the research team. They were 
different professionals from care organizations, a coordinator of palliative care, a 
representative of the Dutch Alzheimer’s Society, a patient representative, a lecturer 
and a physician in geriatrics. Fidelity and recognizability were verified by probing 
questions of the first author (L.G.). For instance, ‘Do you recognize the key components 
and their persistence throughout each transition phase?’ and ‘Are there components 
missing?’ This led to a constructive discussion and the proposed TRANSCIT model.
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Results

The proposed TRANSCIT model was developed to optimize the transition (Figure 1). 
TRANSCIT is the abbreviation for TRANsition Support, Communication, Information, 
and Time. The model, identifying the four key components and an overall need for a 
partnership throughout the transition process, is based on the thematic analysis of 20 
articles (Appendix 2A). The final model was preliminarily validated and approved by the 
experts in research and practice, who agreed with the key components and the overall 
need identified.

Figure 1: TRANSCIT model. The model presents the three phases in transitional care (the pre-transition, 
mid- transition, and post-transition phase). Additionally, it identifies the interrelated and interdependent 
key components of information, communication, support, and time. Finally, the authors identified an overall 
need for a partnership throughout the transition from home to a nursing home.

Figure 1: TRANSCIT model  

(Color) 

RANSCIT-model 

 

Information Communication

Support Time

Transitional 
care 

partnership 

TRANSCIT model

Pre-
transition

Mid-
transition

Post-
transition



Chapter 2

30

The TRANSCIT model
The TRANSCIT model was structured according to the three transition phases (pre-, 
mid-, and post- transition) (6–8). The model identified the overall need for a partnership 
throughout the transition process, which is reflected in all four key components identified: 
support, communication, information, and time. A detailed description of the TRANSCIT 
model is provided in Table 1.

Key components
The four key components identified are interrelated and interdependent. For instance: 
effective communication is necessary to provide good information and offer support. 
However, effective communication and good information require an adequate amount 
of time (4, 21).

Support
(In)formal support was crucial in the transition process (4, 22). Older people and 
informal caregivers defined support as continuous and easily accessible. It could range 
from emotional to practical support (4, 5, 8). Some studies emphasized the desire for a 
supportive network (family, professional caregivers, and peers) (4, 16, 18, 23). Additionally, 
specific support should have been offered to informal caregivers taking on miscellaneous 
care roles (e.g., advocating, expert, or a visitor role) (4, 8, 16, 24).

In the pre-transition phase, older people and informal caregivers preferred support from 
family and professional caregivers to make a shared decision rather than them making that 
decision (4, 5, 8, 14, 16, 21, 25). Studies, moreover, recommended the professional caregiver 
to confirm the necessity of this transition while also offering practical support (4–6).

The mid-transition phase focused on the preparations and the actual move (23). Here, 
older people and informal caregivers communicated the importance of supportive peers 
who had already experienced the transition process (7, 23). They also expressed their 
need for support from professional caregivers in packing belongings and saying farewell 
to their house (7, 23, 26).

The literature showed that feeling at home is central in the post-transition phase (25). The 
evidence indicated the need to feel supported and to receive compassion from profes-
sional caregivers and peers (6, 8, 21). More specifically, older people needed support to 
adjust to the daily routine and to meet other residents (7, 25). Informal caregivers seek 
support to stay connected with the older person. They, therefore, should have been 
offered a place in the care team (6, 14, 16, 21, 23).
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Table 1: The needs of older people and informal caregivers throughout the transition from home to a nursing 
home

Pre-transition Key factors  There is an expressed need for …

Information

(In)formal and personalized information on the transition (decision) process.
Information about the healthcare system and financing.
Information on the dementia process and health declines of older people.
Information on the perspectives of family members and professional caregivers to 
make a shared decision.
Information on care alternatives/different nursing homes and how to access them.
Recommendations and information on the future nursing home (e.g., visiting a 
nursing home).
Information on the registration process of the nursing home.

Communication

Older people, family, informal caregivers, and professional caregivers to be included 
and involved in a shared decision process.
A shared and constructive decision regarding the move.
Older people to feel in control and be involved in the transitional care plan. The 
older person needs autonomy.
A professional caregiver to initiate and guide the transition process.
Communication on expectations and perceptions of the transition.
Communicating on the conflicting emotions and stigma surrounding an admission.
Expressing insecurities and anxieties regarding the transition.
Acknowledging/understanding the sense of loss and grief some older people 
experience with leaving their home.
Older people and informal caregivers to acquire communicative skills (e.g. on 
assertive communication).

Support

Emotional support during the transition process.
Older people and informal caregivers to be supported by, ideally, a network (family 
and professional caregivers).
Older people to be supported in the decision rather than making the decision.
Support from family and professional caregivers to make a shared decision to 
transition.
Informal caregivers to receive confirmation that a transition is necessary.
Practical support with decision-making.
Informal caregivers to receive support taking on new roles: info seeking, advocating, 
navigating.
Support to process insecurities.

Time

Timeliness
• A professional caregiver to coordinate care.
• To feel prepared and in control during the transition process.
A care plan
• A timely transitional care plan.
• A crisis plan to be in place.
• To know the right time for placement.

Table 1 continues on next page.
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Table 1: Continued

Mid-transition Key factors  There is an expressed need for …

Information

Older person/informal caregivers  Professional caregiver at a nursing home
• Information on the habits and course of life of the older person.
• Information on the needs of both the older people and informal caregivers.
• Information on the family situation of the older person.
• Information on the process of admission and the items required for the move.
• Detailed information on the habits and regulations of the nursing home.
Nursing home  home care
• Information on the situation at home and medical information.
• Information on the profile of the older person, how he/she fits in the nursing 

home.
Day of the move
• Information on what is needed to be prepared for the admission process.
• Information on what happens on the day of the move. 

Communication

Communication between the different professional caregivers involved to
efficiently prepare for the move (a partnership between home care and nursing 
home care).
To communicate and share experiences with peers.
Communication on the negative feelings regarding the healthcare system.
Older people and informal caregivers to be included in the admission process.
Day of the move
• Communication on the experience of the older person’s first day in the nursing 

home.
• A formal introduction between the older people/informal caregivers and 

professional caregivers/other residents.

Support

Informal caregivers to receive support in the adaptation to their new roles as 
advocates for the older person.
Support during the grieving process.
Support from friends or peers and family members who have had a similar 
experience.
Support for informal caregivers when informing the older person on the planned 
move.
Day of the move
• Support or help from family and friends on the day of the move.
• A warm welcome.
• The establishment of a sense of home for the older person.
• Immediate support on arrival at the nursing home.

Time

A transition plan
• A checklist to plan the actual transition.
Timeliness
• Time to pack belongings.
• Updates regarding the place on the waiting list. The waiting time needs to be 

acceptable.
• Time to anticipate the move and accept the proposed place in the nursing home.
• To prepare and plan the admission procedure. Administrative work or other 

preparations should be done beforehand.

Table 1 continues on next page.
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Table 1: Continued

Mid-transition Key factors  There is an expressed need for …
Day of the move
• Time to unpack.
• Professional caregivers to make time to offer support and information.

POST-TRANSITION Key factors  There is an expressed need for …

Information

Older people/ informal caregivers to professional caregivers
• Information on the role of the informal caregiver and the professional caregiver 

in the nursing home.
• Information on how to be active in the life and care of the older person.
• Information on the daily routine of the nursing home.
• Information on the routine, expectations, and preferences of the older people 

and informal caregivers.
• Informal caregivers to receive information on the daily life, routines, care, and 

health of the older person.
Professional caregivers to older people/informal caregivers
• Information on the habits and regulations of the nursing home.
Nursing home to home care
• Information on the transition pathway and critical points of the care transition.
General
•  Navigation and self-care skills.
• Training to build a relationship with professional caregivers.

Communication

Communication with the informal caregiver and staff about the experience of the 
older person living in the nursing home.
Informal caregivers to be recognized as a care partner where each other’s roles are 
clear and where they are encouraged to be involved in care.
To be heard by professional caregivers (questions, opinions, and expectations are 
taken seriously).
Older people to feel in control.
Positive interaction and relationship with professional caregivers.
A regular contact person at the nursing home.
Communication with the informal caregiver and professional caregivers on the 
experience of transitional care.
Communication of negative feelings regarding the nursing home and feelings of 
losing control.
Communication skills to efficiently communicate with professional caregivers.

Support

Support from a social environment.
Informal caregivers to be supported when taking on different roles: quality monitor, 
lawyer, visitor, and link to the outside world.
Informal caregivers to be supported by a professional caregiver to terminate home 
care but also to discuss insecurities or uncertainties.
Older people to receive support in creating their own space in the nursing home.
Support to stay connected to the older person.
Support from family, friends, and other residents residing in the nursing home.

Time
Contact with the outside via family/friends to create continuity of care.
The creation of time by professional caregivers to listen.
To create continuity and to remain connected (e.g., by regular visits, business as 
usual, and meaningful activities of the past).
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Communication
Studies outlined the importance of an open, complete, and timely dialogue. This dialogue 
ideally, according to older people and informal caregivers, should have been initiated by 
a professional caregiver (6, 22, 24). These constructive discussions aimed to exchange 
knowledge, feelings, and expectations from all involved and they could be facilitated by 
acquiring the necessary communication skills (3–7, 14, 16, 18, 22, 24, 27–29). Moreover, 
a professional caregiver should have coordinated the transition process and defined the 
responsibilities of those involved (7, 16, 22, 27, 30).

There was an identified need for a shared transition decision in the pre-transition phase 
(4, 16, 22, 23). It was pivotal during these conversations that the older person felt in 
control and for his/her autonomy to be respected (5, 7, 24–26). This need to feel in control 
entailed acknowledging conflicting emotions and feelings of bereavement associated 
with the move (6, 23, 26–28).

In the mid-transition phase, communication between older people, informal caregivers, 
and professional caregivers was paramount (7, 22). This started with a formal introduc-
tion of the older person and informal caregivers to professional caregivers and peers, and 
vice versa (6, 18). These interactions should be respectful, positive, and create mutual 
understanding (4, 6, 7, 23). Furthermore, research expressed the need to familiarize 
oneself with the future home by exchanging experiences with other residents and by 
exchanging knowledge and demands with professional caregivers (4, 21, 22).

In the post-transition phase, older people and informal caregivers asked for contact 
moments with the assigned professional caregiver (5, 14, 29). In these moments, opinions, 
expectations, and questions should have been heard (4, 7, 16, 18, 27). It allowed informal 
caregivers to start a partnership with the professional caregiver and for both to elaborate 
on their transition experience (4, 6, 16, 21, 23, 24, 27).

Information
The studies analysed highlighted the need for person-centred information in educating 
older individuals and informal caregivers on the transition process (8, 22–24). Here, infor-
mation is defined as more than classic knowledge provision. It also includes education 
and skills training.

In the pre-transition phase, information was gathered to make an informed and shared 
transition decision (5, 6, 8, 14). Several studies described the information requested 
by older people and informal caregivers. First, there was a need for information on the 
dementia process or general health decline in frail people (4, 8, 23). Second, information 
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on care alternatives and the legislation and finances of nursing home admission should 
have been made available to make an informed decision (4, 8, 22, 24). The latter decision 
then announced the need for information and recommendations concerning different 
nursing homes (e.g. the need to visit a nursing home) (6–8, 14, 18).

In the mid-transition phase, the evidence addressed the importance of transferring the 
information on the older person’s needs, life story, and family situation to the nursing 
home (14, 21, 23, 27). At the same time, studies indicated the need for detailed informa-
tion on first the admission process and second the future nursing home. The latter should 
have been provided by professional caregivers and peers at the nursing home (7, 18, 26).

The evidence regarding the post-transition phase suggested that information should be 
individualized. Informal caregivers wanted to stay involved and, therefore, their knowledge 
should have been acknowledged and information on the care plan and the older person’s 
health provided (21, 22, 27). The older person, conversely, requested information on 
the routine, habits, and rules of the nursing home and vice versa (4, 6, 14, 23, 26, 27).

Time
Overall, the studies highlighted the need for continuity of care and sufficient time to 
prepare for the transition. This allowed the professional caregiver to organize the transi-
tion and plan regular contacts. It could improve the feeling of preparedness necessary 
during this process (3, 4, 6, 7, 14, 22).

In the pre-transition phase, the need for a multidisciplinary team to set up a timely tran-
sitional care plan was expressed (7, 27). Older people and informal caregivers wanted a 
plan that aims to continue and efficiently coordinate care (8). Furthermore, they needed 
a care plan that anticipated a crisis moment and defined the right placement time (5).

During the mid-transition phase, studies indicated that an acceptable waiting time, with 
the provision of regular updates, allowed older people and informal caregivers to antici-
pate the move (4, 7, 8). This anticipation was needed to sort through belongings and 
plan a timely meeting with the professional caregivers of the nursing home (6, 7, 18, 26). 
Finally, older people and informal caregivers requested a flexible and simple admission 
procedure where administrative work was filled out beforehand (6, 7).

In the post-transition phase, time was related to persistence and flexibility (6–8, 14, 
18). This flexibility, according to multiple studies, should have been created by allowing 
older individuals to establish previous routines, habits, and the creation of valuable 
activities (7, 23, 27). The persistence could have been created by allowing older people 
to stay connected to their communities and former homes (6, 14, 18, 26). For informal 
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caregivers, the latter meant continuing their lives while remaining close to the older person  
(14, 21).

A transitional care partnership
Together, the included studies provided important insights into the overall need of 
older people and informal caregivers to form a partnership with professional caregivers 
throughout the transition process (4, 6, 16, 21–23, 27). Within this partnership, they 
expressed the importance of being an autonomous person who feels in control throughout 
the transition process. Moreover, they wanted to add knowledge, experiences, and 
opinions to facilitate the transition (5, 7, 21, 26). Inadvertently, the four key components 
promoted the need for involvement and a partnership. In other words, clear communica-
tion, accurate information, ongoing support, and sufficient time are crucial ingredients 
to a successful partnership.

Discussion

The TRANSCIT model identified four key components support, communication, informa-
tion, and time, and one overall need for a partnership to optimize the transition from home 
to a nursing home. The TRANSCIT model is, to our knowledge, the first model based on 
the needs of older people and informal caregivers making the transition from home to a 
nursing home. This perspective is important as the WHO encourages practices to include 
their needs into care (20). Furthermore, the TRANSCIT model and consistency of the key 
components throughout the transition verifies the need for consistency throughout the 
transition process. In other words, the TRANSCIT model validates the necessity to see 
the transition from home to a nursing home as an entity. This is an important implication 
for intervention development and evaluation as current transitional care interventions 
mostly focus on only one phase or one key component of the transition process (31). 
Finally, the TRANSCIT model provides important information on the resources necessary 
to improve care. More specifically, the four key components, although initially recognized 
as important needs, can be interpreted as resources necessary to meet other needs 
identified (e.g., the need for control and autonomy), ultimately leading toward the opti-
mization of transitional care (32, 33).

Implications for practice and policy
First, the TRANSCIT model aims to defragmentize the transition from home to a nursing 
home. The defragmentation and therefore optimization of care is associated with reduced 
healthcare costs. More specifically, defragmentation of care is associated with a higher 
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quality of care, which inadvertently means the reduction of transition-related negative 
outcomes such as preventable hospital admissions (34). This cost reduction can be used 
to reimburse professional caregivers guarding the continuity of transitional care from 
living at home to moving into a nursing home. This is important considering the current 
lack of reimbursement systems for professional caregivers in transitional care (35).

A second implication for policymaking is that the TRANSCIT model can promote the conti-
nuity of transitional care, which can decrease the workload of professional caregivers. 
This promotion of care continuity avoids duplication of services and therefore reduces 
additional work, which remains a reoccurring problem within the long-term care 
continuum (36, 37).

Third, a standardized quality-monitoring system for transitional care is missing in the 
transition from home to a nursing home. This makes efforts to improve or validate the 
transitional care pathway difficult, as there is no standard of care (35). The TRANSCIT 
model could be the first step toward such a monitoring system. The model provides a 
comprehensive overview of the transition process as well as the most prominent compo-
nents that should be present during transitional care according to both the older person 
and the informal caregiver. Healthcare organizations could use this model to compare the 
provided care with the TRANSCIT model and optimize where necessary. The proposed 
TRANSCIT model can thus be used as a guideline to provide optimal transitional care 
reckoning the care needs of older people and informal caregivers. Future research should 
present the TRANSCIT model to both older people and informal caregivers as a means to 
further validate the model. Once validated, the focus should shift to the applicability of 
the model as a tool to develop and evaluate transitional care interventions.

Finally, the TRANSCIT model not only presents overarching components of transitional 
care, it also specifies the care needs of older people and informal caregivers per transi-
tion phase and key component. These specifications could help the alignment of care to 
the needs identified by the key stakeholders. Moreover, the specification of those needs 
can help professional caregivers to improve care in daily practice (20). Specifically, it can 
facilitate communication with the older person and informal caregivers regarding their 
care needs, subsequently identifying the best transitional care plan.

Limitations
Despite the comprehensiveness of this article, a few limitations need to be addressed. 
First, the literature review was conducted by the lead author only. However, potential 
confirmation bias was reduced by validating the results with both the research team and 
geriatric and palliative care experts in research and practice. Second, the authors only 
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searched in the databases PubMed and CINAHL. However, the researchers felt that the 
most valuable search engines were covered and all relevant articles, necessary to build 
the model, were identified. Finally, despite it being a conceptual model, aiming at the 
defragmentation of the transitional care process, empirical data verifying its value are 
missing. Therefore, future research is necessary to assess the model’s ability to defrag-
mentize and optimize transitional care from home to a nursing home.

Conclusions and implications

The TRANSCIT model is a proposed model with the goal of defragmentizing and optimizing 
the transition from home to a nursing home. Future studies should assess the TRANSCIT 
model as a tool to develop and evaluate transitional care interventions. Finally, with the 
TRANSCIT model, the first step is taken toward optimizing care for older people and 
informal caregivers throughout the transition from home to a nursing home.     

References

1.  Coleman EA, Boult C. Improving the quality of transitional care for persons with complex 

care needs: Position statement of the American Geriatrics Society Health Care Systems 

Committee. J Am Geriatr Soc 2003;51:556e557.

2. American Medical Directors Association. Transitions of care in the long-term care continuum 

clinical practice guideline. Columbia, MD: AMDA; 2010.

3. Davies S. Meleis’s theory of nursing transitions and relatives’ experiences of nursing home 

entry. J Adv Nurs 2005;52:658e671.

4. Afram B, Verbeek H, Bleijlevens MH, Hamers JP. Needs of informal caregivers during transi-

tion from home towards institutional care in dementia: A systematic review of qualitative 

studies. Int Psychogeriatr 2015;27:891e902.

5. Lord K, Livingston G, Cooper C. A systematic review of barriers and facilitators to and 

interventions for proxy decision-making by family carers of people with dementia. Int 

Psychogeriatr 2015;27:1301e1312.

6. Sussman T, Dupuis S. Supporting a relative’s move into long-term care: Starting point shapes 

family members’ experiences. Can J Aging 2012;31:395e410.

7. Sussman T, Dupuis S. Supporting residents moving into long-term care: Multiple layers 

shape residents’ experiences. J Gerontol Soc Work 2014;57: 438e459.

8. Hainstock T, Cloutier D, Penning M. From home to ‘home’: Mapping the caregiver journey in 

the transition from home care into residential care. J Aging Stud 2017;43:32e39.



The TRANSCIT model

39

2

9. Coley N, Gallini A, Garès V, et al. A longitudinal study of transitions between informal and 

formal care in Alzheimer disease using multistate models in the European ICTUS Cohort. J 

Am Med Dir Assoc 2015;16:1104.e1e1104.e7.

10. Snow V, Beck D, Budnitz T, et al. Transitions of care consensus policy statement American 

college of physicians-society of general internal medicine-society of hospital medicine- 

American Geriatrics Society-American College of Emergency Physicians-Society of Academic 

Emergency Medicine. J Gen Intern Med 2009;24:971e976.

11. Naylor MD, Feldman PH, Keating S, et al. Translating research into practice: Transitional care 

for older adults. J Eval Clin Pract 2009;15:1164e1170.

12. Laugaland K, Aase K, Barach P. Addressing risk factors for transitional care of the elderly- 

Literature review; 2011.

13. Coleman EA. Falling through the cracks: Challenges and opportunities for improv-

ing transitional care for persons with continuous complex care needs. J Am Geriatr Soc 

2003;51:549e555.

14. Eika M, Espnes GA, Soderhamn O, Hvalvik S. Experiences faced by next of kin during their 

older family members’ transition into long-term care in a Norwegian nursing home. J Clin 

Nurs 2014;23:2186e2195.

15. Cheek J, Ballantyne A. Moving them on and in: The process of searching for and selecting an 

aged care facility. Qual Health Res 2001;11:221e237.

16. Graneheim UH, Johansson A, Lindgren BM. Family caregivers’ experiences of relinquishing 

the care of a person with dementia to a nursing home: Insights from a meta-ethnographic 

study. Scand J Caring Sci 2014;28:215e224.

17. Nolan M, Dellasega C. “I really feel I’ve let him down”: Supporting family carers during long- 

term care placement for elders. J Adv Nurs 2000;31:759e767.

18. Robison J, Shugrue N, Porter M, et al. Transition from home care to nursing home: Unmet 

needs in a home- and community-based program for older adults. J Aging Soc Policy 

2012;24:251e270.

19. World Health Organization. Fact sheet: Ageing and Health. Geneva: World Health 

Organization; 2018.

20. World Health Organization. Transitions of care: Technical series on safer primary care. 

Geneva: World Health Organization; 2016.

21. Pritty B, De Boos D, Moghaddam N. Factors influencing the transition experience of carers 

for persons with dementia, when the person with dementia moves into residential care: 

Systematic review and meta-synthesis. Aging Ment Health 2020;24:1371e1380.

22. Afram B. Informal caregivers’ needs during care transition to institutional long-term care in 

dementia: A focus group study. In: From Home Towards the Nursing Home in Dementia, Vol 

1. Enschede, the Netherlands: Universiteit Maastricht; 2015. p. 165.



Chapter 2

40

23. Johansson A, Ruzin HO, Graneheim UH, Lindgren BM. Remaining connected despite separa-

tion former family caregivers’ experiences of aspects that facilitate and hinder the process 

of relinquishing the care of a person with dementia to a nursing home. Aging Ment Health 

2014;18:1029e1036.

24. Cottrell L, Duggleby W, Ploeg J, et al. Using focus groups to explore caregiver transitions 

and needs after placement of family members living with dementia in 24-hour care homes. 

Aging Ment Health 2020;24:227e232.

25. Johnson RA, Bibbo J. Relocation decisions and constructing the meaning of home: A phe-

nomenological study of the transition into a nursing home. J Aging Stud 2014;30:56e63.

26. Brownie S, Horstmanshof L, Garbutt R. Factors that impact residents’ transition and psycho-

logical adjustment to long-term aged care: A systematic literature review. Int J Nurs Stud 

2014;51:1654e1666.

27. Groenewoud JH, Lange de J. Ondersteuning van mensen met dementie en hun mantel-

zorgers: Handreiking voor zorgverleners: Van thuis naar het verpleeghuis. Den Bosch: 

Hogeschool Rotterdam; 2012.

28. Sury L, Burns K, Brodaty H. Moving in: Adjustment of people living with dementia going into 

a nursing home and their families. Int Psychogeriatr 2013; 25:867e876.

29. Afram B. From home towards the nursing home in dementia: Informal caregivers’ perspectives 

on why admission happens and what they need. Maastricht: Maastricht University; 2015.

30. Afram B, Stephan A, Verbeek H, et al. Reasons for institutionalization of people with 

dementia: Informal caregiver reports from 8 European countries. J Am Med Dir Assoc 

2014;15:108e116.

31. Müller C, Lautenschlager S, Meyer G, Stephan A. Interventions to support people with 

dementia and their caregivers during the transition from home care to nursing home care: 

A systematic review. Int J Nurs Stud 2017;71:139e152.

32. Kahana EA. Congruence model of person-environment interaction. In: Windley P, Byerts T, 

Ernst F, editors. Environment and Aging. Washington, DC: Gerontological Society; 1975. p. 

181e214.

33. Nahemow L, Lawton MP. Toward an ecological theory of adaptation and aging. In: Preiser W, 

editor. Environmental Design Research. Stroudsburg, PA: Dowden Hutchinson & Ross; 1973.

34. Frandsen BR, Joynt KE, Rebitzer JB, Jha AK. Care fragmentation, quality, and costs among 

chronically ill patients. Am J Manag Care 2015;21:355e362.

35. Hinshaw AS, Grady PA. Shaping health policy through nursing research. Berlin: Springer; 

2010.

36. Robinson DK, Mead MJ, Boswell CR. Inside looking out: Innovations in community health 

nursing. Clin Nurs Spec 1995;9:227e229. 235.

37. Rustad E, Cronfalk B, Furnes B, Dysvik E. Continuity of care during care transition: Nurses’ 

experiences and challenges. Open J Nurs 2017;07:277e293.



The TRANSCIT model

41

2

Appendices

Appendix 2A. The reference list upon which the TRANSCIT model was built

1. Afram B, Stephan A, Verbeek H, Bleijlevens MH, Suhonen R, Sutcliffe C, et al. Reasons for 

institutionalization of people with dementia: informal caregiver reports from 8 European 

countries. J Am Med Dir Assoc 2014;15(2):108-16.

2. Afram B, Verbeek H, Bleijlevens MH, Hamers JP. Needs of informal caregivers during transition 

from home towards institutional care in dementia: a systematic review of qualitative studies. 

Int Psychogeriatr 2015;27(6):891-902.

3. Brownie S, Horstmanshof L, Garbutt R. Factors that impact residents’ transition and psycho-

logical adjustment to long-term aged care: a systematic literature review. Int J Nurs Stud 

2014;51(12):1654-66.

4. Cottrell L, Duggleby W, Ploeg J, McAiney C, Peacock S, Ghosh S, et al. Using focus groups 

to explore caregiver transitions and needs after placement of family members living with 

dementia in 24-hour care homes. Aging Ment Health 2018:1-6.

5. Davies S. Meleis’s theory of nursing transitions and relatives’ experiences of nursing home 

entry. Journal of Advanced Nursing 2005;52(6):658-71.

6. Eika M, Espnes GA, Soderhamn O, Hvalvik S. Experiences faced by next of kin during their 

older family members’ transition into long-term care in a Norwegian nursing home. J Clin 

Nurs 2014;23(15-16):2186-95.

7. Graneheim UH, Johansson A, Lindgren BM. Family caregivers’ experiences of relinquishing 

the care of a person with dementia to a nursing home: insights from a meta-ethnographic 

study. Scand J Caring Sci 2014;28(2):215-24.

8. Hainstock T, Cloutier D, Penning M. From home to ‘home’: mapping the caregiver journey in 

the transition from home care into residential care. J Aging Stud 2017;43:32-9.

9. Johansson A, Ruzin HO, Graneheim UH, Lindgren BM. Remaining connected despite separa-

tion - former family caregivers’ experiences of aspects that facilitate and hinder the process 

of relinquishing the care of a person with dementia to a nursing home. Aging Ment Health 

2014;18(8):1029-36.

10. Johnson RA, Bibbo J. Relocation decisions and constructing the meaning of home: a phenom-

enological study of the transition into a nursing home. J Aging Stud 2014;30:56-63.

11. Lord K, Livingston G, Cooper C. A systematic review of barriers and facilitators to and interven-

tions for proxy decision-making by family carers of people with dementia. Int Psychogeriatr 

2015;27(8):1301-12.

12. Pritty B, De Boos D, Moghaddam N. Factors influencing the transition experience of carers 

for persons with dementia, when the person with dementia moves into residential care: 

systematic review and meta-synthesis. Aging Ment Health 2019:1-10.



Chapter 2

42

13. Robison J, Shugrue N, Porter M, Fortinsky RH, Curry LA. Transition from home care to nursing 

home: unmet needs in a home- and community-based program for older adults. J Aging Soc 

Policy 2012;24(3):251-70.

14. Sury L, Burns K, Brodaty H. Moving in: adjustment of people living with dementia going into 

a nursing home and their families. Int Psychogeriatr 2013;25(6):867-76.

15. Sussman T, Dupuis S. Supporting a relative’s move into long-term care: starting point shapes 

family members’ experiences. Can J Aging 2012;31(4):395-410.

16. Sussman T, Dupuis S. Supporting residents moving into long-term care: multiple layers shape 

residents’ experiences. J Gerontol Soc Work 2014;57(5):438-59.

17. Van thuis naar verpleeghuis: ondersteuning van mensen met dementie en hun mantelzorgers; 

Handreiking voor zorgverleners. In: Groenewoud JH, de Lange J, ed. Van thuis naar het 

verpleeghuis, 1nd ED. Den Bosch: Hogeschool Rotterdam, 2012.

18. Stephan A, Afram B, Koskenniemi J, Verbeek H, Soto ME, Bleijlevens MH, et al. Older persons 

with dementia at risk for institutionalization in eight European countries: a cross-sectional 

study on the perceptions of informal caregivers and healthcare professionals. J Adv Nurs 

2015;71(6):1392-404.

19. Afram B. Informal caregivers’ needs during care transition to institutional Long-term Care in 

dementia: A focus group study. In: Afram B, Verbeek H, Zwakhalen S, Hamers JPH. From home 

towards the nursing home in dementia: Informal caregivers’ perspectives on why admission 

happens and what they need, Maastricht: Maastricht University, 2015, pp 107-126.

20. Afram B. General introduction. In: Afram B. From home towards the nursing home in dementia: 

Informal caregivers’ perspectives on why admission happens and what they need. Maastricht: 

Maastricht University, 2015, pp 7-20.



The TRANSCIT model

43

2



3



This chapter was published as: 
Groenvynck, L., Khemai C, de Boer B, Beaulen A, Hamers JPH, van Achterberg T, van 

Rossum E, Meijers JMM, Verbeek H. The perspectives of older people living with 
dementia regarding a possible move to a nursing home. Aging Ment Health. 2023 

Nov-Dec;27(12):2377-2385. doi: 10.1080/13607863.2023.2203693. Epub 2023 Apr 26. 
PMID: 37099667.

Chapter 3

The perspectives of older people with 
dementia regarding future care



Abstract

Background/Objectives: Moving into a nursing home is often an unavoidable life event for 
older people living with dementia. It is associated with negative emotions and outcomes. 
Research capturing their perspectives is scarce. This study aims to identify how older 
people living with dementia perceive a potential life in a nursing home and to understand 
their (future) care wishes.

Materials and methods: This study is part of the European TRANS-SENIOR research 
network. The study followed a qualitative phenomenological methodology. Semi-struc-
tured interviews with eighteen community-dwelling older people living with dementia 
were conducted between August 2018 and October 2019 (METCZ20180085). A stepwise 
interpretive phenomenological analysis was performed. 

Results: The majority of community-dwelling older people feared the idea of potentially 
moving to a nursing home. The participants associated a possible move with negative 
perceptions and emotions. Additionally, this study emphasized the importance of 
knowledge of current and past experiences with care when identifying the participant’s 
wishes. They wanted to remain (a) individuals, who are (b) autonomous, and have (c) 
social contacts if they would move to a nursing home.

Discussion/Implications: This study showed how past and current care experiences can 
educate/ inform professional caregivers on the future care wishes of older people living 
with dementia. The results indicated that listening to the wishes, and life stories of people 
living with dementia could be a way of identifying ‘a suitable time’ to suggest a move 
to a nursing home. This could improve the transitional care process and adjustment to 
living in a nursing home.
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Background 

The transition from home to a nursing home is a common care transition that significantly 
impacts the lives of older people living with dementia. Although, hospital admission often 
precedes the move to a nursing home (1). A substantial group of older people move 
directly from home to a nursing home. Here, a nursing home is defined as a long-term 
care facility (LTC) providing room and board, as well as management of chronic medical 
conditions and 24–h assistance with Activities of Daily Living (ADL) in residents who are 
physically and/or cognitively impaired (2).

Moving to a nursing home is often viewed as a last resort and is associated with negative 
feelings and emotions for both older people and their family caregivers (3, 4). Statements 
such as ‘locking people up’ and ‘the place where you die’ are often related to nursing 
homes (3). The study by Oosterveld-Vlug et al. (2013) found that nurses and physicians 
employed at a nursing home hoped they would never have to move to a nursing home 
themselves (5). They associated moving to a nursing home with the loss of dignity and 
independence.

To counter the prejudices and avoid negative outcomes recent studies aimed to under-
stand how older people can feel more ‘at home’ in a nursing home (6, 7). According to the 
WHO, nursing homes need to create a home-like environment for older people (8). Feeling 
‘at home’ in a nursing home is important as it can create independence and personhood. 
It is also associated with quality of life, being acknowledged, having autonomy, having 
a relationship with other residents and staff and, having an environment that allows for 
privacy and personal belongings (9–11). Feeling ‘at home’ is crucial, especially for older 
people, as it supports activities of daily living and social contact (e.g. by participating in 
leisure activities with other residents) (10, 12, 13).

Understanding older people’s wishes for future nursing home care is crucial as a recent 
study by Cater et al. (2022) found that only 31% of nursing home residents felt at home 
in their nursing homes. A possible explanation for this is that nursing homes may not 
sufficiently prioritize the needs and wishes of their residents (7, 14). More specifically, a 
recent study by Groenvynck et al. (2021) found that older people and family caregivers 
need information, communication, support, time and a partnership with professional 
caregivers involved throughout the transition process from home to a nursing home 
(15). However, when comparing those needs to existing transition interventions, services 
addressing these needs are not well represented (16). Considering these needs throughout 
the transition process can positively influence the ‘feeling at home’ once the older person 
resides in a nursing home (12, 17–19). Additionally, the needs, wishes, and expectations 
concerning a move to a nursing home are very personal. This implies that older people’s 
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expectations can influence their initial adaption and long-term experiences with those 
nursing homes (14, 20, 21). Despite the upcoming research in this area, research capturing 
the perspectives of older people living with dementia is still scarce (22, 23). Older people 
living with dementia are often excluded from data collection due to ethical reasons (24). 
In spite of the indications that older people living with dementia are still able to share 
their perspectives and wishes on care provision (25, 26).

This study focuses on identifying how older people living with dementia perceive a 
potential move to a nursing home and how they wish to receive care in the future while 
residing in a nursing home. The main research question is: ‘What are the perspectives 
of community-dwelling older people living with dementia regarding a possible move 
to a nursing home and what are their wishes for future care if they would move to a 
nursing home?’

Materials and methods

Study design
A phenomenological research methodology was used (27). The design focused on 
understanding the perspectives of participants and interpreting the meaning (28–30). 
The phenomenon under study was the perspectives of older people regarding current 
and future care provision. By analyzing these perspectives, the researchers aimed to 
understand the anticipated care wishes if older people would move to a nursing home. 
Data was collected through in-depth interviews conducted within Desired Dementia Care 
Towards End of Life (DEDICATED) project (31). The ‘Standards for Reporting Qualitative 
Research’ (SRQR) checklist was used to report this study (32).

Participants and setting
A purposive, criterion-based sampling technique was used to recruit participants living 
in the south of the Netherlands. In the Netherlands, both home care and nursing home 
care are funded by health insurance/the government. The care receiver only needs to 
pay a small contribution based on their financial situation. However, the government 
focuses on letting older people remain at home for as long as possible. Therefore, older 
people should require 24–h care and supervision before they are allowed to move to a 
nursing home. The decision to move to a nursing home is, therefore, mostly dependent 
on the health status of the person rather than financial considerations (33). Different 
professional caregivers (e.g., dementia case managers, community care nurses, and a 
geriatrician) recruited the participants they cared for. The professional caregivers made 
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a clinical judgement regarding the cognitive abilities of the potential participants. This 
assessment was based on their expertise as professional caregivers and their direct 
knowledge of the older person. The researcher did not use a scale to assess cognitive 
abilities as these scales often do not accurately reflect the communicative skills of older 
people. The professional caregivers selected participants based on a set of eligibility 
criteria set up by the researchers. Participants were eligible if: 1) they were 65 years or 
older and still lived at home; 2) they had a formal dementia diagnosis and were aware 
of their illness; and, 3) they were able and willing to participate. Potential participants 
received information regarding the study and were asked if they were interested to 
participate. Twenty-two older people living with dementia were approached. Those inter-
ested in participating gave their consent to being contacted by one of the researchers. A 
week later, the researcher contacted the participants by phone and provided them with 
the opportunity to ask additional questions. Finally, an interview date was scheduled.

Ethical considerations
All participants were informed about the study and were asked to give consent. Those 
who were capable to sign gave written informed consent. For those who could not give 
written consent, a legal representative signed the informed consent. In addition, all 
participants gave verbal assent to participate in the study (34). The researcher clarified 
that the participants could stop the interview at any time and they could decline to answer 
certain questions without the need for an explanation. The participants were allowed 
to invite their family members or legal guardian to support them through the interview. 
The Research Ethics Committee of Zuyderland and Zuyd University of Applied Sciences 
(METCZ20180085) approved the study.

Data collection
The topic guide of the interviews within the DEDICATED project, addressed the following 
topics: 1) transitional care for a possible move to a nursing home; 2) receiving care from 
others; 3) interprofessional collaboration; and, 4) future and end-of-life care (Appendix 
3A). To optimize the topic guide, professional caregivers (e.g. dementia case managers) 
and family caregivers of people living with dementia were consulted and relevant literature 
was searched (31, 35). Additionally, a pilot interview was conducted after which the topic 
guide was finalized. The focus of the current study is on transitional care. Examples of 
questions related to the transitional care process included: ‘If in the future you had to reside 
elsewhere, where would you like to live?’, and ‘What would you need in a nursing home 
to feel “at home”?’ However, the other three topics were also analyzed as the literature 
showed that older people find it difficult to talk about care transitions (36). Therefore, 
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their experiences with current care and their perspectives on future care could provide 
insight into what older people’s care wishes could be if they would move to a nursing 
home. Moreover, it could help them to consider and discuss transitional care. Examples 
of questions regarding current and future care were: ‘What do you find important when 
offered care?’ and ‘If you needed more care in the future, what would be important?’.

Demographic characteristics (e.g. age and gender) were gathered before the start of the 
interviews. The interviews were conducted between August 2018 and October 2019. 
The interviews took place at the participants’ homes. Three researchers (CK, SB and LG) 
conducted the interviews, of whom two researchers (CK and SB) were trained and had 
experience with qualitative research and interviewing older people living with dementia. 
One researcher (LG) was an expert on the subject of transitional care from home to a 
nursing home. An observer (LD, CK, SB or LG), present at each interview, took notes and 
asked clarifying questions. The interviews were audio-recorded.

Data analysis
To increase dependability, two researchers (LG and AB) undertook the data analysis. This 
process started with transcribing the interviews according to the verbatim methodology 
(37). Excel was used to analyze participant characteristics. The researchers followed 
seven iterative steps of the Interpretative Phenomenological Analysis approach (IPA): 
1) coding the data; 2) developing themes; 3) searching for meaning; 4-5) organizing and 
structuring the data; 6) auditing the findings with the research team; and, 7) narrating of 
the findings (38). In the first step, both researchers (LG and AB) read the data thoroughly 
and separately. Line-by-line, codes were added that summarized the fragments relevant 
to the subject of transitional care and (future) nursing home care. Examples of codes 
found were ‘remaining independent gives satisfaction’ and, ‘the older person wants to 
visit his/her future nursing home beforehand’. In the second step, the researchers (LG 
and AB) evaluated the different codes until a consensus was reached. Together, they 
analyzed the commonalities and differences between the codes until overarching themes 
were formed. Examples of themes that were found were ‘transition-related experi-
ences and perspectives’ and ‘older people’s view on the future’. In the third step, the 
authors started analyzing the themes more in-depth. They suspected that the current 
care experiences and perspectives of the older people at home might be linked to their 
potential, future care wishes. Therefore, in the fourth and fifth steps, the lead author 
analyzed the identified themes to further define and support this hypothesis. Through 
analysis and interpretation with the research team, overarching themes were formed 
that described the assumed link between the current care experiences and potential, 
future care wishes. The sixth step existed of an audit. The audit existed of multiple peer 
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debriefings throughout all steps of the analysis with the research team (HV, BdB, TvA, 
JPH, JM, CK, and EvR). Any disagreements were resolved and a consensus was reached 
through joint discussion (39). Finally (step 7), the results of the analysis were written 
down, narrating and defining each of the overarching themes identified in this study. 
Participants’ quotes were added throughout the paper to recite the perspectives and 
experiences of the participants (38). By analyzing the data separately and discussing 
mismatches in coding, investigator triangulation was applied (40).

Results

Eighteen older people living with dementia participated in the study. Table 1 shows the 
participant characteristics. Four participants declined to participate. Of those four, one 
person living with dementia and one family caregiver declined participation. The two 
other participants cancelled last minute. It was unclear whether the cancellation was 
initiated by the person living with dementia, the family caregiver, or both. The majority of 
the participants (n = 13) had a relative that accompanied them during the interview. The 
family members did not participate in the interview. The interviews lasted 53 minutes on 
average, with a range of 31–108 min. One person resided at home during recruitment but 
moved to a nursing home when the interview took place. The participant was included 
in the study as he was still able to provide insight into his experiences with care and his 
perspective on moving to a nursing home. Two people lived in an assisted living facility. 
However, in the Netherlands, an assisted living facility is considered living at home as 
the care is provided by home care organisations. Finally, saturation was reached as the 
final interviews merely confirmed the existing codes (41).

Table 1: Participant characteristics

Age, mean (range) 82 (77–93)
Gender, number (%)

Male 11 (61%)
Female 7 (39%)

The current living situation of the participant, number (%)
At home 15 (83%)
In an assisted living facility 2 (11%)
In a nursing home 1 (6%)

The results were divided into two parts: 1) Future life in a nursing home: an idea that was 
feared by the majority of community-dwelling older people; and, 2) The care wishes of 
potential, future nursing home residents were focused on individuality, autonomy, and 
contact with others. The three wishes are described by the subthemes of (a) Individuality: 
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the wish for personalized care while continuing routines and hobbies, (b) Autonomy: the 
wish for respect regarding preferences and choices while enabling independence, and (c) 
Social contacts: the wish to no longer be alone while remaining close to friends and family.

Future life in a nursing home: an idea that was feared by the majority of community-
dwelling older people
The results showed that the majority of the participants focused on remaining at home 
for as long as possible and feared the idea of moving into a nursing home. Several partici-
pants specifically stated that they did not want to move. Two of these participants said 
that thinking about that possible scenario frightened them. Negative associations with 
nursing homes, expressed by most participants, could be related to feelings of anxiety 
and fear. More specifically, a few participants recalled negative experiences with family/
friends residing in a nursing home.

[Quote D17, Living at home: ‘Well, like, I found that some people, it is sad when 
they are sitting there. They don’t look happy.’]

Several older people associated nursing homes with loss. They linked moving to a nursing 
home with declining health or serious life events (e.g. breaking a hip). One person was 
scared of losing her dearest possessions due to the limited space a nursing home room 
has, while another person was scared of losing her hobbies. One person was scared of 
losing his identity and becoming one of many.

[Quote D1, Living at home: ‘Yeah, that you lose yourself. You just sit together 
with a group of people who have the same illness and are surrounded by the 
same nurses.’]

Despite the ever-returning wish of wanting to remain at home, a great number of the 
participants stated that a further decline in their health, resulting from their illness, could 
lead to a nursing home move. Two people said that they would be open to residing in a 
nursing home. It would allow them to stop fighting a losing battle against dependency 
and they would be able to rely on others for help. The interviews revealed that older 
people considered moving to decrease the burden experienced by their family members/
friends. Conversely, some older people did not have negative experiences with nursing 
homes. They described the beautiful environment in which the nursing home was built 
or the good/friendly staff that provided the necessary care.

[Quote D15, Living at home: ‘Most exasperating? It is not exasperating for 
me. I think it is a good institution. Why? People in need of care receive the 
necessary care.’]
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The participant who had already moved to a nursing home and the two participants who 
moved to an assisted living facility indicated being relieved and referred to the long-term 
care facility as ‘their home’. The participants’ choice to move was mostly a combination of 
being alone, a loss of independence, and having a home that no longer fitted their needs. 
The person who had recently moved to a nursing home liked his new home, where he had 
company. In his own house, he felt unsafe and locked up, unable to go out. He described 
the nursing home as his new home where he could participate in various activities and 
continue his habits of drinking a glass of wine and enjoying his afternoon siesta.

[Quote D13, Living at a care facility: ‘Agreed, agreed, yes, I could no longer 
live there alone… I find it much better here.’]

The care wishes of potential, future nursing home residents are focused on individual-
ity, autonomy and contact with others 
In general, older people living with dementia were able to express their care wishes. The 
analysis of their stories about the present, past and future identified that the potential, 
future nursing home residents wished for care that enables them to remain (a) individuals; 
(b) who were autonomous; and, (c) in contact with others.

Individuality: the wish for personalized care while continuing routines and hobbies
All interviews led to the older people talking about their past lives and who they were 
as individuals. The participants stated the importance of keeping their individuality and 
continuing life regardless of their diagnosis, level of care, or place of residence.

More specifically, the participants felt it was important that professional caregivers 
provided personalized care. They defined the latter as having time for an informal chat 
and listening to their stories.

[Quote D18, An assisted living facility: ‘They are really, very nice. It is as if… 
he is my son, we talk about the weather, the kids…’]

The results showed that when older people felt comfortable enough to talk about a 
possible move to a nursing home, they expressed the importance of having an environ-
ment and living space where they could continue their routines and hobbies. Several 
participants specifically mentioned that their future nursing home should facilitate the 
continuation of their previous hobbies and routines.

[Quote D19, Living at home: ‘Music is my passion. So if you could have similar 
opportunities in the nursing home that would be ideal, yes.’]
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The wish to continue previous hobbies and routines, once residing in a nursing home, 
could possibly be explained by the fact that the majority of participants stated that they 
were happy with the life they were currently living. The majority of participants told the 
interviewers that they had a fixed routine consisting of visiting friends and practising 
hobbies or religion. They wanted to remain active and fill in the free time they had with 
enjoying life. Many of the participants had hobbies. The most common hobbies were 
walking and going out. Three people specifically mentioned the importance of staying 
up to date with global news. Religious participants also actively practised their beliefs 
(e.g., they went to church or prayed).

[Quote D20, Living at home: ‘If I sit inside or if it rains or something, it is not 
right. Normally, I am always outside. Alternatively, I go for a walk or I take my 
bike if I have nothing to do. I cannot sit inside.’]

Autonomy: the wish for respect regarding preferences and choices while enabling 
independence
To maintain their individuality, almost all older people stressed the importance of 
autonomy, in all phases of life. The analysis showed that this wish for autonomy determined 
older people’s preferences concerning their future housing. Older people felt the idea of 
moving into an assisted living facility less threatening compared to the idea of moving into 
a nursing home. An assisted living facility would allow them to remain more autonomous.

[Quote D7: ’With an assisted living facility, you cannot get it much better, right? 
Living autonomously and knowing that…’ Interviewer: “You can still receive the 
necessary care?” Participant: ‘Yes, that is amazing. I am very pleased.’]

Once in the LTC facility, the older people felt it was important that they could participate 
in activities of their choice. Negative feelings were expressed when a fixed routine had to 
be followed. The participants expressed the wish for autonomy regardless of their place 
of residence or declining health status.

[Quote D1, Living at home: ‘It was just that management arranged everything. 
That is when I think: I cannot feel at home like this.’]

The majority of the older people stated being aware of the implications that a declining 
health status would have on who they were and what they were able to do. The possibility 
of having to receive care from family/friends was one of the concerns expressed by some 
older people, as they felt it impeded their independence. Moreover, a few participants 
associated receiving care with losing their dignity and feeling exposed. They felt submitted 
to care and associated it with losing their privacy.
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[Quote D17, Living at home: ‘You do not have anything anymore. You are 
naked. In the end, you don’t know, you do it and you say come. However, your 
self-esteem disappears.’]

Participants coped with a declining health status differently. Despite all the different coping 
strategies, the participants stressed the importance of being a part of life. They changed 
their plans in a way that allowed them to participate in activities of daily living indepen-
dently and making their own decisions. More specifically, some older people had friends 
they saw regularly and when their disease made them unable to visit, changes would be 
made to accommodate the older people’s wish to meet his/her friends. Another partici-
pant followed a church service on television when she could no longer attend in person.

[Quote D1, Living at home: Interviewer: ‘And the garden right?’ Participant: 
‘Yes, I can still do that and that is nice. Because then you got something to do 
and you feel of value.’]

The professional caregivers’ encouragement of autonomy during care, currently provided 
to participants, influenced the older people’s perspectives on receiving care in the future 
(e.g. at a nursing home). More specifically, the older people stated they did not want any 
help if it was not strictly necessary. They perceived receiving (unnecessary) help, given by 
professional caregivers, as negative or difficult. Moreover, almost all participants stated 
the importance of respect for their wishes, preferences and choices in life and care. 
When it came to care provision, several older people defined respect for their wishes/
preferences as respecting their autonomy, for instance, enabling them to participate in 
open and honest conversations, being listened to and being taken seriously.

[Quote D14, Living at home: ‘To start they have to speak with you on the same 
level. That is something I appreciate.’]

When these wishes, preferences, and choices were ignored, older people felt unheard 
by professional caregivers. An example hereof is how two participants felt they had to 
prove their independence.

[Quote D22, Living at home: How do you prove to someone that you took a 
shower if that person does not believe you, especially when you have been 
showering for 80 years? That is very difficult.’]

Although some negative emotions were expressed concerning care provision, the results 
showed that some of the participants’ negative experiences could also be associated 
with a sense of loss resulting from their disease. An example was how two older people 
linked their negative feelings towards care provision to being dependent on that care.
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[Quote D4, Living at home: Participant: ‘I did not like the different profes-
sional caregivers.’ Interviewer: “Why?” Participant: “If it is easy to answer their 
questions then it is not a problem. However, when it gets harder then it is not 
so nice.” Interviewer: “They asked you difficult questions?” Participant: “Yes, 
beyond my capabilities.”]

Social contacts: the wish to no longer be alone while remaining close to friends and 
family
Throughout the interviews, it became clear that for the participants, social contact 
remained pivotal despite their diagnosis. This could also be reflected in their needs and 
wishes regarding possible, future nursing home care. The older people who had already 
moved or were planning to move lived alone. They all indicated that one of the reasons 
for the (future) move was to avoid being alone. Moreover, older people’s preferences 
regarding the location of the nursing home were based on their wish for social contact. 
They defined a nice environment/living space as having a nice view, being in a familiar 
neighbourhood and being able to go outside while having sufficient space inside (e.g. 
to invite family), allowing them to remain connected. A clear example is how one older 
person, who moved to a nursing home after recruitment, no longer feels lonely now that 
he resides in a nursing home.

[Quote D13, Living at a care facility: ‘Good, definitely good. Because where I 
lived previously, I was alone the whole day.’]

The results revealed that the wish for social contact is also reflected in the important role 
of (future) nursing home staff. Several older people stressed the importance of having 
friendly, loving staff available to offer a helping hand. Other older people expressed the 
importance of connecting with other residents and making friends.

[Quote D19, Living at home: ‘I already spoke about having good contact. You 
need to have competent staff, also concerning personal contact with patients 
and not just technical aspects.’]

The importance of social contact was reflected in the older people’s definition of good 
(future) care. Most participants associated good care with the interaction and contact they 
had with professional caregivers who cared for them at home (e.g., home care nurses, 
the general practitioner) in addition to adequate care provision. Good care was defined 
as having satisfactory contact with the professional caregivers and perceiving them as 
being friendly, trustworthy, hardworking, and available. They stated the importance of 
having a ‘click’ with the professional caregiver.
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[Quote D23, Living at home: ‘We make it very gregarious; I always have coffee 
for when they come… Yes, it has come to a point that they walk towards the 
kitchen and turn on the water… That is nice, is it not?’]

Consequently, negative care experiences could be related to impersonal care. More 
concretely, due to the complexity of their illness and the schedules of professional 
caregivers, different professional caregivers cared for the same older person. For one 
person this was too hectic. For others, it took some time to get used to the different 
professional caregivers. One older person was, after an adjustment period, grateful for 
the diversity of people visiting her. It allowed her to interact with different personalities.

[Quote D22, Living at home: ‘You come across very feisty people, but also very 
wise people. The next day a more upbeat person can walk in, which is nice.’]

Finally, the results indicated that older people enjoyed spending time with friends and 
family. According to the older people, friends and family provided them with good 
company, humorous conversations, and memories of the past. The participants who 
mentioned the importance of friends and family were happy when they came for a visit. 
The older people indicated that family gave them meaning in life.

[Quote D17, Living at home: ‘My family does. I do not care where I live as long 
as my daughter and the kids are surrounding me.’]

Discussion

This study aimed to identify how older people living with dementia perceive future life in 
a nursing home and what their future care wishes could be if they would ever move to a 
nursing home. The majority of older people living with dementia feared the idea of having 
to move. Nevertheless, they were able to express their needs and wishes concerning a 
potential move to a nursing home. They had a clear view of how they perceived current 
care and what made their life meaningful. If they were to move to a nursing home, they 
wanted to be perceived as autonomous individuals who remain in contact with others.

Regarding older people’s fear of a possible move to a nursing home and their preference 
to remain at home, Tse et al. (2007) found similar results. Only 15% of their sample of 
118 older people would consider moving to a nursing home. A possible explanation could 
be the negative feelings (e.g. feelings of loss) that are often associated with a move to a 
nursing home (6, 12). For example, older people feared that they will lose their autonomy 
and control when moving into a nursing home (12). These fears might be reasonable, 
as a qualitative study by Walker et al. (2016) indicated that nursing home residents felt 
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they traded their autonomy and individuality, in exchange for a safe environment and 
assistance from professional caregivers (42). Moreover, studies found that professional 
caregivers rarely engaged their residents in activities of daily life (e.g. cooking meals) (43, 
44). This suggests that some nursing homes are not able to tailor care to older people’s 
needs and wishes.

Our findings suggested that older people living with dementia have the same wishes 
and needs concerning their future care as older people without cognitive decline. More 
specifically, a good number of studies focused on defining the meaning of ‘home’ in a 
nursing home from the perspective of older people without cognitive decline. Similar to 
this study, those studies found that older people felt at home in a nursing home when 
they experienced autonomy, which allowed them to feel in control and make choices. 
Additionally, they stated the importance of involvement and engagement with other 
residents and staff and the importance of personalization (6, 7, 11, 14, 45, 46).

The older people living with dementia in our study identified three anticipated care wishes. 
These wishes were similar to those reported in the study by Rijnaard et al. (2016) who 
found that fifteen factors, divided into three overarching themes, influenced the sense 
of home for older people residing in a nursing home. Two of the three themes, psycho-
logical (e.g., autonomy and being acknowledged as an individual) and social factors were 
directly in line with the results of this study. Additionally, previous studies identifying the 
meaning of home for older people in the community found similar care needs (6, 7, 14, 
20, 47, 48). This suggests that older people’s anticipated care needs, if they were to move 
into a nursing home, are similar to the needs of older people residing in the community 
(49–52). This could confirm the earlier assumption that led to the data-analysis process.

The participants who positively considered or experienced the move to a long-term care 
facility in our study felt that they could no longer live an individualistic, autonomous, 
and social life in the community. This suggests that older people might accept a nursing 
home move more easily when their needs for individuality, autonomy, or social contact 
could be met in nursing homes. This insight is crucial, as research showed that older 
people’s involvement in the decision-making process regarding a care transition is pivotal 
to nursing home adjustment (12).

Practice, policy and research implications
Both the methodology used to collect the data and the results of this study have 
important implications for policy and practice. First, collecting data on/or listening to 
wishes and needs in the life history when performing home-based care visits, could be 
a way of identifying a suitable time to suggest a move to a nursing home. By focusing 
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on older people’s past lives and current care provision, this study was able to create a 
deeper understanding of older people’s perspectives of potential, future nursing home 
care. This is paramount as similar questions could help professional caregivers to involve 
older people living with dementia actively in their transitional care process (12). However, 
simply having information about a person’s life history, hobbies and preferences does 
not always lead to a comprehensive transitional care process. Future research should 
focus on identifying additional contextual factors that can improve the transition from 
home to a nursing home.

Second, this paper also confirms results from previous studies that signalled the influence 
of the transitional care process on older people feeling ‘at home’ in a nursing home (12, 
18, 53). More specifically, this paper showed that having significant information on an 
older person’s life, hobbies, habits and social contacts can contribute to helping an older 
person adjust to living in a nursing home. Therefore, it could be important for profes-
sional caregivers to prepare for this transition process together with the older person 
by organizing nursing home visits, assembling information about past life experiences 
and current hobbies/routines at home and helping the older person become acquainted 
with the professional caregivers and residents of the nursing home (15). The latter 
might be crucial as older people’s relationships with other residents, staff and family 
also influenced their nursing home experiences (6, 7, 11, 14, 47, 54). Therefore, in both 
in-home care and nursing home care, policymakers and management could educate 
their staff on providing relationship-centred care (47, 55). Relationship-centred care is 
a framework to aid the conceptualization of the healthcare system. Central within this 
framework are the quality and nature of the relationships. More specifically, it focuses 
on the relationship between the patient and the professional caregiver while taking into 
account the community surrounding them (56). Following the results, policymakers and 
management should employ innovations and strategies that would allow the older person 
to stay autonomous and in contact with others while remaining unique. Such strategies 
should be employed at the start of the transition process, as research found that a timely 
initiated transition process positively affects older people’s outcomes and adjustment 
when moving to a nursing home (57–60).

Next to implementing relationship-centred care practices on time, professional caregivers 
need to facilitate residents’ ability to remain autonomous when making decisions about 
care provision and activities of daily life if they would ever move to a nursing home. It 
requires professional caregivers to be flexible and provide tailored care. More specifi-
cally, they should adjust their care according to the older people’s hobbies and routines 
in such a way that older people can continue their life autonomously once they reside in 
a nursing home. This care may vary between residents, and over time (e.g. If a resident 
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wants to participate in a certain activity, it does not mean he/she would like to participate 
again a week later). Furthermore, staff needs to be able to get a clear view of a resident’s 
social network, and should be able to facilitate maintaining this social network when an 
older person moves to a nursing home.

Finally, future research should focus on confirming the outcomes of this study by prospec-
tively following older people living with dementia during the transition from their home 
to a nursing home, thus facilitating a comprehensive overview of the transitional care 
process. This is crucial as existing research only focused on the perspectives of older 
people before or after the move to a nursing home.

Limitations
Firstly, the data collection was performed by researchers from the DEDICATED project, 
a study on palliative care for older people living with dementia. Therefore, not all 
questions focused on transitional care and future nursing home living. However, the 
additional questions on older people’s daily lives and current care provision enriched 
the results of this study. Secondly, one older person was interviewed while residing in 
a nursing home. This was because the older person had moved to a nursing home after 
recruitment. The researchers felt that his experiences added to the understanding and 
enriched the results. Nevertheless, the older person’s living situation was taken into 
account when analysing and reporting the results of this study. Moreover, sufficient 
amounts of interviews were conducted for saturation to be reached. Finally, it were the 
professional caregivers, who cared for the older individuals, that recruited them for the 
study. They judged their willingness and ability to participate based on their knowledge 
of the potential participants. It could bias the results of this paper as the older people 
who were not considered willing or able to participate may have different perspectives. 
However, the results of this paper are in line with previous studies, which suggests that 
this recruitment method has not affected the results.

Conclusion

Older people living with dementia preferred to live at home for as long as possible and they 
feared the idea of having to move to a nursing home. Nevertheless, the questions asked 
throughout the interviews allowed older people to express their perspectives regarding 
potential, future care wishes. The results of this study suggest that older people want 
to be seen as individuals, who are autonomous, and remain in contact with others. The 
study showed that information on past and current care experiences can educate and 
inform professional caregivers on the importance of incorporating these care wishes when 
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involving older people in the transitional care process. Simultaneously, discussing these 
wishes could help to identify ‘a suitable time’ for a transition from home to a nursing home.     
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Appendices

Appendix 3A. Topic list: the perspectives of older people with dementia

Topic 1: Transitional care into a nursing home
1. How do you experience living at home at this moment?

• What would make it difficult for you to stay at home?
• What would help you to stay at home as long as possible?
• What are your thoughts regarding living somewhere else?

2. What is your perspective on moving to a nursing home?
• What are your thoughts regarding a nursing home?
• What would you need in a nursing home to feel ’at home’?
• Who needs to prepare you for a possible nursing home transition?

Topic 2: Receiving care from others (in the future)
1. Do (or did) you receive help or care from other people?

• What do they do for you?
• How do you feel about them caring for you?
• What is important to you when other people are caring for you?
• What are things you like or dislike when other people are caring for you?

2. Do you usually receive care from the same individuals?
• How do you feel about that?

3. How do the people that care for you, approach you?
• How do you feel about that?
• How should they approach you?

4. Are you concerned with faith/religion/giving meaning?
• How do you engage in these topics?
• Do you discuss these topics with professional caregivers?

• (Yes) How are these topics discussed?
• (Yes) How do you feel about that?
• (No) How does that make you feel?
• (No) Would you like to discuss these matters with them? Why (not)?

5. Can you imagine being (fully) cared for by other people?
• What comes to your mind then?
• What makes the thought (un)pleasant?
• What would help you to accept such help/care from others?

6. What do others need to know about you, to care for you properly?
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Topic 3: Interprofessional collaboration
1. Do you receive support from anyone?

• Which type of professional caregivers were involved in the care process?
• How did you experience the involvement of these professional caregivers?
• How do these professional caregivers support you?
• How do you experience their support?
• Do you receive support from your loved ones? How do they support you?

2. How do you perceive collaboration among professional caregivers?
• Why do you think their collaboration is important for you?
• Are you able to say anything regarding their communication with one another?

• (Yes) How do they communicate with each other?
• (No) Why can’t you say anything about their communication?

• Do you know if they are up-to-date with everything?
• Do you need to repeat the information given to the professional caregivers?

• (Yes) Could you explain or describe what you mean?
• (No) Would you like to know how they discuss your care? Why or why not?

Topic 4: Future and end-of-life care
1. Do you ever think about the future?

• What comes to your mind?
• Why is this thought (pleasant/unpleasant/confronting…)?

2. Do you ever think about the end of life?
• What comes to your mind?
• Why is this thought (pleasant/unpleasant/confronting…)?

• (No) What could be the reason for that?
3. Did you ever talk about particular wishes regarding the end-of-life?

• (Yes) With whom did you discuss this?
• (Yes) How did you feel about discussing the end-of-life?

• What is the reason that it was (easy/difficult/confronting/…) for you to discuss this?
• (No) How do you feel about discussing the end of life?
• (No) Would you like to discuss this with someone (a professional caregiver)?

• (Yes) with whom?
• What would make it easier to discuss the future?
• What would you need to discuss in the future?

4. Have your wishes regarding end-of-life care been documented?
• Do you have a living will?

5. Who will decide for you, if you cannot decide for yourself?
• Have you ever been asked that question before?
• Did you ever discuss this with the GP or notary, for instance?

• Has this been documented?
6. What do you hope for in the future?

A positive wrap-up:
1. With all your life experience, I am really curious …

• What do you think is important in life?
• What is a life lesson that you would teach to a young person?
• What is your motto?
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The paradoxical experiences  
of informal caregivers



Abstract

Background: The transition from home to a nursing home is a common care process 
experienced by older people with dementia and their informal caregivers. This transition 
process is often experienced as fragmented and is paired with negative outcomes for 
both older people (e.g. mortality) and informal caregivers (e.g. grief). Due to the central 
role that informal caregivers play, it is crucial to capture their experiences throughout 
all phases of the transition.

Methods: A secondary data analysis was conducted using an interpretative phenomeno-
logical design. A total of 24 informal caregivers of older people with dementia, moving 
to a nursing home, participated in in-depth interviews. Data were collected between 
February 2018 and July 2018 in the Netherlands. Data were analysed using Interpretative 
Phenomenological Analysis.

Results: The transition experiences are characterised by three paradoxes: 1) contradicting 
emotions during the transition process; 2) the need for a timely transition versus the 
need to postpone the transition process; and, 3) the need for involvement versus the 
need for distance. All paradoxes are influenced by the healthcare system.

Conclusions: The identified paradoxes show the impact of the healthcare system and 
the importance of timely planning/preparing for this transition on the experiences of 
informal caregivers. In addition, it provides professional caregivers insight into the thought 
processes of informal caregivers. Future research can use these paradoxes as a foundation 
to develop innovations aiming to improve the transition process from home to a nursing 
home for informal caregivers and consequently, older people.
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Introduction 

Nursing home admission is a common care transition, especially for older people 
diagnosed with dementia. In Europe, about 80% of nursing home residents are diagnosed 
with dementia (1–3). The transition from home to a nursing home can be divided into 
three phases: pre-, mid-, and post-transition (4). 

The pre-transition phase commences when a nursing home move is discussed for the 
first time and the phase is terminated when the decision for nursing home admission is 
made (5–8). The mid-transition phase focuses on the preparation for the move as the 
older person receives a place on a nursing home waiting list. The phase ends when the 
older person resides at the nursing home (7–9). Lastly, the post-transition phase starts 
after the move and it includes the time for the older person and informal caregivers to 
accept and adjust to the new living situation (5, 7–9). In the Netherlands, the possibility 
to move into a nursing home is based on a standardized need assessment carried out by 
a government agency while following the older people’s and informal caregivers’ wishes.

The World Health Organization encourages that the needs and preferences of older people 
are prioritized during the transition process, as this is a very complex and emotionally 
challenging process (10–13). However, the majority of future nursing home residents are 
diagnosed with dementia. Therefore, their informal caregivers will often take on a more 
active and central role during the transition process (14, 15). Often, informal caregivers 
tend to postpone nursing home admission until the older person is no longer safe at 
home and they or other informal caregivers are mentally and physically drained (6, 12, 
16–19). This can cause a crisis to unfold, possibly leading to urgent, uncoordinated, and 
fragmented transitions, which in turn can lead to outcomes that are even more negative 
for both older people (e.g., mortality and morbidity) and informal caregivers (e.g., higher 
mortality due to grief) (18, 20–23). Despite these negative emotions, studies indicate that 
a nursing home admission can also reduce the burden for informal caregivers (24–26).

Some studies have focused on describing the experiences and needs of informal caregivers 
(4, 5, 7, 11, 18, 19, 27, 28). Nevertheless, the majority of these studies either examined 
only the period before the transition or after the transition. A description of the entire 
transition process (pre-, mid-, and post-transition), as experienced by informal caregivers 
is missing from the literature (10–12). Moreover, a comprehensive understanding of why 
informal caregivers experience transitional care as being very complex, and the thoughts, 
emotions, and perceptions of informal caregivers during this transition are still unknown.

Therefore, the research question is: What are the experiences of informal caregivers of 
older people with dementia during all phases of the transition from home to a nursing 
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home? To answer this question, interview data from a large-scale research project 
DEDICATED, into palliative care for people with dementia, was used. The DEDICATED 
project aimed to examine the interprofessional collaboration between professional 
caregivers and informal caregivers, both intra- and transmural, as experienced by informal 
caregivers during the palliative care process in the Netherlands.

Methods

Study design
A secondary data analysis study was conducted using an interpretative phenomenological 
design. This design was chosen as it allows the identification of the personal lived expe-
riences of informal caregivers during the transition from home to a nursing home (29). 
This study was reported according to the Standards for Reporting Qualitative Research 
(SRQR) to ensure rigor (30).

Participants and setting
Nurses employed from the three partner organizations in the DEDICATED project iden-
tified participants, using a purposive sampling technique (31). The recruitment was 
based on a predetermined list of inclusion criteria provided to the nurses. Participants 
with varying characteristics, such as gender, age, level of education and years residing 
in the nursing home, were recruited. Participants were included in the study if: 1) they 
were informal caregivers whose partner/loved one received care at the partner nursing 
home organization; 2) the person with dementia was 65 years of age or older and had 
made the transition to a nursing home; and, 3) the older person had died between six 
weeks and six months ago. A significant amount of participants was approached, as the 
researchers needed a heterogeneous sample of participants. These sampling methods 
were chosen to accommodate the aim of the original study.

Informal caregivers matching the inclusion criteria were asked to participate by a profes-
sional caregiver. If they agreed, the researchers from the DEDICATED project contacted 
potential participants, and a face-to-face meeting was scheduled. Participants were free 
to choose where the interviews took place, either at their residence, a university building, 
or one of the participating care organizations.

Participants provided written informed consent before starting the interviews. The Medical 
Ethics Committee of Zuyderland confirmed that the rules of Medical Research involving 
Human Subjects Acts were not applicable (registration number METCZ20180026).
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Data collection
Semi-structured, face-to-face interviews were conducted between February 2018 and 
July 2018. A topic list was designed based on existing literature and guidelines (32–34). 
The topic list consisted of four themes relevant to the DEDICATED project: 1) symptom 
management; 2) interprofessional collaboration; 3) collaboration between home and 
nursing home care; and, 4) end-of-life communication (see Appendix 4A). This study 
focused on capturing the experiences of informal caregivers concerning the transition 
to a nursing home mentioned most extensively in the third topic. Two researchers (SB 
and SP) from the DEDICATED project conducted the interviews together. One interviewer 
asked the questions. The second interviewer noted relevant observations and asked 
additional questions when necessary. Both researchers received training on conducting 
interviews. Moreover, both were experts on dementia and palliative care. All interviews 
started by obtaining the demographic characteristics of participants. The interview ended 
by asking participants if they had additional comments. The interviews were recorded 
using an audio recorder or mobile phone.

Data analysis
The demographic factors were descriptively analysed. The recorded interviews were 
transcribed according to the clean-read verbatim method. Only the fragments focusing 
on transitional care were analysed in this study. The Interpretative Phenomenological 
Analysis method was used. It consisted of three consecutive steps: 1) develop a list of 
significant statements; 2) develop themes; and, 3) writing the essence (35). The first step 
was developing a list of statements related to transitional care. Each of these statements 
was given a code. Examples of codes were ’feeling like imprisoning a loved one’ or ’relief 
due to unsustainability at home’. The codes used were closely related to the words of 
the participants. The codes analysed in the first step were then clustered leading to the 
development of themes, such as ‘negative transition feelings’ or ’positive transition 
feelings’. Initially, the themes seemed contradictory to one another. However, upon further 
analysis, the authors found a common mechanism that linked the different themes to one 
another. These links were defined as paradoxes. A paradox entails a statement or opinion 
that seems contradictory as it contains opposite facts or characteristics (36). For example, 
codes related to the theme of both ’negative transition feelings’ and ’positive transition 
feelings’ were found in almost all transcripts. This indicates that informal caregivers felt 
conflicted during the transition period, leading to paradoxical emotions. The different 
steps were realized consecutively and iteratively throughout the whole analysis (37, 38).

Three different researchers analysed the data together (LG, AB and EdV). Two researchers 
had extensive experience with qualitative research (AB and EdV), and one researcher was 
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an expert on the subject (LG). The quality of this analysis was ensured in several ways. 
First, investigator triangulation was adopted as three researchers analysed the data sepa-
rately, followed by a discussion to reduce decision bias (39). Moreover, these researchers 
reflected on their backgrounds and their knowledge of the subject and how this could 
interfere with data analysis. Uncertainties regarding possible bias were discussed within 
the research team. Finally, peer debriefings were held on multiple occasions to discuss 
the preliminary and final results within the research team.  

Results

Sample characteristics
In total, 24 interviews were conducted, lasting for 94 minutes on average (range: 
66–139 minutes). The loved ones of the informal caregivers had passed away at the 
time of the interview. The length between nursing home admission and the interviews 
varied significantly. Data saturation was reached as the final interviews did not lead 
to additional codes or significant changes in the results. Participants were on average 
62 years old. Although heterogeneity was obtained for educational and aging charac-
teristics, the majority of participants were women (n = 17) and daughters (Table 1).  

Table 1: Participant characteristics

Age, mean (range) 62 (44—85)
Gender, number (%)

Male 7 (29%)
Female 17 (71%)

Connection to the older person with dementia, number (%)
Son (in-law) or daughter (in-law) 18 (75%)
Brother (in-law) or sister (in-law) 1 (4%)
Niece or nephew 2 (8%)
(ex-) Partner 2 (8%)
A friend 1 (4%)

Highest level of education, number (%)
Preparatory secondary vocational education 7 (29%)
Senior secondary vocational education and training 7 (29%)
Senior general secondary education and university
preparatory education

4 (17%)

Bachelor or Master level 6 (25%)
Length of stay at the nursing home, number (%)

0—6 months 7 (29%)
7—12 months 2 (8%)
1—2 years 9 (38%)
2—5 years 6 (25%)
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The place before the transition to the nursing home varied—sixteen older people moved 
from home or another nursing home and eight moved from the hospital (n = 2) or another 
care facility (n = 6). 

Key findings
Informal caregivers experienced the older person’s transition to a nursing home as a complex 
care process characterized by paradoxes. The term paradoxes were used as the informal 
caregivers describe ostensibly, seemingly contradicting needs and emotions when relaying 
their transition experiences (Figure 1). Three overarching paradoxes were identified: 1) 
contradicting emotions during the transition process; 2) the need for a timely transition 
process versus the need to postpone the transition process; and, 3) the need to be involved 
versus the need for distance from care responsibilities. These paradoxes are influenced by 
how the healthcare system is organized and by how professional caregivers provide care.

Figure 1: Three paradoxes as experienced by the informal caregivers.

Paradox 2 

Paradox 1

Positive feelings related to a satisfactory 
transition process. 

Influenced by: 

1. The professional caregiver.
2. The recognition of an unsustainable home situation.
3. The day of the move and the first days after the move.

The prospective needs to let the older 
person remain at home.  

Influenced by the healthcare system:  

1. Informal caregivers could not initiate the care process themselves.
2. Transition process can only be initiated when an older person needs constant care and supervision.

The retrospective needs for a timely care 
trans ition. 

Influenced by: 

1. The presence or absence of a contact person.
2. The search to bond with the professional caregivers and other residents.
3. The care provided by professional caregivers:

• It is dependent on the education and experience of staff.
• The communication between professional caregivers.

Initial negative feelings towards nursing 
home placement. 

Paradox 3

The need to participate and direct the care 
process. 

The need for professional caregivers to 
take the lead in the care process. 
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Contradicting emotions during the transition process
The first paradox describes the initial negative feelings associated with nursing home 
placement, which is a paradox to the feelings of relief and acceptance related to a positive 
transitional care process afterward.

Initially, the participants indicated that the transition from home to a nursing home was 
a very emotionally challenging process. The majority of informal caregivers described the 
process of admitting their loved ones with negative emotions. They described it as a very 
difficult and painful process. Some informal caregivers even described it as imprisoning 
those they cared for.

(Daughter, 62, interview: Z1.04) [‘I feel incredibly guilty and I said, under false 
pretences, we are going to have a nice sit down in the cosy living room…sitting 
down, and later on she will be imprisoned here, yes...’.]

Paradoxical to the informal caregivers’ predominately negative associations with transi-
tional care, more than half of the participants also identified clear positive experiences 
throughout this process, such as feelings of relief and acceptance after nursing home 
admission. This was especially true for informal caregivers who described positive experi-
ences related to the practical and emotional support offered by professional caregivers.

(Daughter, 60, interview: e1.07) [‘On the one side, it is positive, a bit of safety 
that you know… She had been there for a year and a half because my father 
could no longer support her. It gave us a sense of security, and it resolved the 
reciprocal conflicts that we had’.]

Moreover, the interviews showed that the emotions related to this transition process 
were strongly influenced by three factors. Firstly, the care provided by the professional 
caregivers had the strongest influence on the experiences of informal caregivers. Negative 
emotions were pronounced even stronger when the care process itself was experi-
enced as being insufficient and/or when the move felt very sudden and/or the informal 
caregivers did not receive any (emotional) support from professional caregivers. One 
informal caregiver even spoke about the guilt she felt after being advised by professional 
caregivers to prepare the transition process behind her back.

On the other hand, professional caregivers could also positively influence the transition 
experience. For example, if the informal caregiver felt supported by professional caregivers 
and experienced that the older person was included in the decision-making process. The 
latter was not always feasible due to the older person’s dementia or their unwillingness 
to move to a nursing home.



The paradoxical experiences of informal caregivers

77

4

(Daughter-in-law, 55, interview: V1.05) [‘If I recognize that, yes, she has a 
central position and we are going for it, we are really striving for comfort and 
quality, yeah, you know, that is very soothing’.]

Despite the practical support offered by professional caregivers to navigate through the 
different care organizations, the majority of informal caregivers indicated that professional 
caregivers, although much needed, did not offer emotional support. Moreover, more than 
two-thirds of the informal caregivers had to prepare the older people (emotionally) for 
the upcoming transition themselves.

(Wife, 75, interview: Z1.06 [‘Because were you ever prepared for this? No, not 
at all. I thought, what is happening now…it was a real shock, yes’.]

Secondly, most participants recognized the dangerous home situation for older people and 
their feelings of worry and burnout. They acknowledged that the former home situation 
was no longer homely and nursing home admission was inevitable. This was especially 
true for the five informal caregivers whose loved ones understood their illness or were 
positive about moving into a nursing home. When the older person acknowledged it was 
no longer safe to live at home and indicated to appreciate the secure environment of a 
nursing home, the participants themselves were more positive and accepted a move to 
a nursing home.

(Brother, 85, interview: Z1.05) [‘I thought she will be fine there. And she agreed. 
That was of course very nice for me, that she liked it there herself. Otherwise, 
it would have been a bit more difficult of course…I always left there feeling 
satisfied’.]

Finally, the interviews showed that negative emotions regarding the transition (e.g., 
feelings of guilt and grief) were often related to the day of the move and the first days 
after the move. It was noticeable that the majority of informal caregivers coped with 
this emotional challenge by focusing on re-establishing routine and homeliness for the 
older person. This continuation of their lives seemed just as important for the informal 
caregiver’s well-being as for the older person’s adjustment to a new living situation (40). 
More specifically, for informal caregivers, it was paramount that their loved ones had 
a place that looked like home. Furniture from their previous residence was brought in 
to let the older person feel at home. Additionally, all informal caregivers indicated the 
importance of continuing routines and habits once the older person resided at the nursing 
home. Different examples were given, such as the importance of religion, eating habits, 
and care provision. If these habits were broken, informal caregivers often stepped up 
ensuring the proceedings of their routines.
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(Daughter, 59, interview: e1.04) [‘So, I asked them like, wouldn’t you be able to 
place his chair on the ward as it can be tilted. He really can’t get out of his chair 
and they said: yeah, we could do that. And then another person said no, we have 
asked, but it is not allowed regarding the safety regulations…then maybe he 
would have been more comfortable in comparison to the wheelchair which was 
closed off and which he hated. Then, he would have felt more at home, I think’.]

The need for a timely transition process versus the need to postpone the transition 
process
The second paradox showed that, at the moment of the transition, informal caregivers 
postponed a nursing home admission for as long as possible. In contrast, when looking 
back, informal caregivers would have preferred a timely transition plan. This shows the 
paradox between retrospective and prospective needs.

By analysing the interviews, it became clear that informal caregivers would have preferred 
sufficient time to prepare for the transition process. More specifically, about one-fourth of 
the informal caregivers specifically indicated the need for a timely organized care process, 
where sufficient time was taken to recognize, address and discuss a possible transition 
with family and, if possible, with the older people as well. Moreover, about three-fourths 
of informal caregivers had a clear idea of what an ideal nursing home would look like. 
Around half of the informal caregivers focused on location (e.g., a familiar neighbour-
hood for the older person) or the context of the nursing home (e.g., easy access to the 
outdoors). They would have preferred more time to visit some nursing homes to allow 
for careful consideration.

(Daughter, 67, interview: V1.09) [‘She had to be admitted within 14 days, at 
the first place available. It was absolutely horrible’.]

However, the actions of the informal caregivers, at the time of transition, showed that 
they aimed at keeping the older people home for as long as possible. The negative 
emotions associated with a nursing home admission made informal caregivers postpone 
a nursing home admission and thus avoid transitional care until the home situation was 
unsustainable and dangerous.

(Son, 63, interview: Z1.02) [‘She then went home where she had to cross a very 
busy road. She would say: those cars will stop for me. However, we realized 
something needed to happen’.]

The majority of informal caregivers waited too long to commence the admission process. 
They were mentally exhausted and/or the older person was no longer safe. However, 
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this often led to an unsustainable home situation, requiring an immediate admission, 
which led to a hastened care transition. The older person and informal caregivers were 
no longer able to prepare for this challenging process. This led one-third of the informal 
caregivers to feel like the transition process was unexpected and hastened. They indicated 
feeling overloaded with tasks/information and they did not have the time or space to 
mentally process the upcoming move.

(Daughter, 59, interview: e1.10) [‘On Wednesday going to your mother and 
you sit with her and then your mother is being told that yes, you will be moving 
on Friday. Then, you have to support your mother and arrange everything, you 
have to start packing right away, arranging things and you don’t even have, 
you don’t even have the chance to adequately prepare yourself or straightening 
things out, this is lacking yes…that should have been prepared better, yes’.]

Moreover, the few people who started the transition process on time were impeded by 
an inefficient healthcare system, which influenced the transition experiences. Firstly, it 
was almost impossible for informal caregivers to initiate this care process themselves. 
Five informal caregivers felt that they were not taken seriously when addressing the need 
for transition, and once informal caregivers started contacting the responsible profes-
sional caregivers, it was often a lengthy process. They indicated that they had to almost 
beg, insist, and use strong language. One informal caregiver even used a family friend to 
start up the transition process. Another informal caregiver was advised by professional 
caregivers to keep calling, repeatedly, to the responsible care organizations.

(Daughter, 44, interview: V1.10) [‘Interviewer: But how did you organize the 
transfer? Participant: …I made use of favouritism, what I mean is, in the nursing 
home works a girl who lives in our village and my aunt suggested, yeah, try to 
get in via her’.]

Secondly, in the Netherlands, older people are only allowed to be put on a nursing home 
waiting list when they require 24–hour support and care. However, by the time the older 
person had reached this stage, the informal caregiver often felt burned out and a nursing 
home admission was required urgently. 

(Daughter, 59, interview: e1.04) [‘However, the GP is much more focused on 
the medical aspect of care and he had all the medications, and then one time 
he had a TIA. It is waiting for the big blow, so to speak but that’s how it was 
told to us. Interviewer: Yes, yes, until the requirements are there to take another 
step into care. Participant: Yes’.]
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The need to be involved versus the need for distance from care responsibilities
The final paradox focuses on the internal struggle of informal caregivers, especially once 
the older person is residing at the nursing home. On the one hand, they wanted to be 
involved and monitor the care process, as they did at home. While, at the same time, 
they recognized their limitations and chose a nursing home when the care became too 
burdensome.

More than three-quarters of the participants felt the need to remain involved in the 
life of the older person after moving to the nursing home. They indicated a need to 
participate and help direct the care process. They strived to form some kind of partner-
ship with professional caregivers. In this partnership, informal caregivers wanted to be 
acknowledged as a caregiver while searching for their new role in the nursing home.

(Daughter-in-law, 55, interview: V1.05) [‘My husband said at a certain moment: 
Gosh, don’t worry so much, she now lives over there and you need to let go, 
and I felt something was not right, I can’t let go when something isn’t right’.]

Although almost all informal caregivers indicated they wanted to remain involved in the 
life of their loved ones, about half of them stated a need to alleviate the care burden. 
Some informal caregivers felt they were still burdened with care tasks, taking on care 
responsibilities normally executed by professional caregivers. Four participants said it 
was their job to lead the professional caregivers and felt they needed to resolve any 
issues that arose. While preferably, informal caregivers did not want to direct the care 
process. They wanted to trust the expertise and experience of the professional caregivers 
at the nursing home. Therefore, three-quarters of the informal caregivers indicated the 
importance of a contact person, as an influencing factor. Preferably, informal caregivers 
want to be introduced to him/her before or on the day of the move, and ideally, it was 
the same person throughout their stay at the nursing home. Eleven participants described 
the main responsibilities of these contact persons—to keep in contact with the informal 
caregiver and be available.

(Ex-husband, 72, interview: V1.04) [‘One contact person, even if it is a 
carpenter… Yes, I mean, if you go to the store and you can’t find a certain 
product, then you also go to the person wearing a blouse or jacket. Then, I 
think, “Oh, that person I can see.” And that person then has a boss to whom 
he/she has to answer. That is not my problem, is it?’]

The search for that balance, between being involved and keeping some distance, was 
strongly influenced by the other residents residing at the nursing home and the perceived 
care provision. More specifically, about one-third of informal caregivers indicated having 
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difficulties accepting the new home, if other residents were more cognitively impaired 
compared to their loved ones. They had more difficulties leaving the older person 
alone. This could be related to the older people themselves feeling less comfortable 
and experiencing more difficulties adapting to the new living situation. Moreover, if 
informal caregivers felt dissatisfied with the care provided, they tended to monitor care 
more closely. This dissatisfaction was, according to informal caregivers, often related 
to absenteeism and lack of educated staff. Informal caregivers often criticized the lack 
of personnel. Two participants specifically indicated the difference between highly 
educated staff compared to staff in training, which caused a decrease in the quality of 
care. Moreover, informal caregivers often felt that communication with and between 
professional caregivers was lacking. This made some informal caregivers intervene in 
this care process and take on the role of intermediator in the communication process. 
Informal caregivers defined good communication as being open and honest. They wanted 
to be able to express their experiences of care with the professional caregivers, and they 
felt they should be able and time should be made to ask questions. However, half of the 
participants noticed an inconsistency or a lack of communication between staff which, 
according to them, led to incomplete care provision.

(Daughter, 61, interview: V1.12) [‘Everyone should be on the same level of 
understanding. And that did not happen. Then you noticed that everyone who 
worked there is an individual with their approach, which I understand. However, 
there should be a certain, yes, equality, a sort of, yeah, basis, I would call it, which 
should be the same for everyone…And I missed this, certainly at the beginning’.]

Discussion

This study aimed to capture the experiences of informal caregivers of older people with 
dementia throughout the transition process from home to moving into a nursing home. 
These experiences were characterized by the presence of three paradoxes: 1) contradicting 
emotions during the transition process; 2) the need for a timely transition process versus 
the avoidance of transitional care altogether; and, 3) the need to be involved versus the 
need for distance from care responsibilities. These paradoxes were influenced by the 
healthcare system, such as the inability to become familiar with a nursing home before 
receiving an official nursing home placement indication.

This study defined the transition from home to a nursing home as paradoxical. These 
paradoxes not only narrate the experiences but also provide a deeper understanding of 
the reasoning of informal caregivers during this process. It showed how fragile this care 
process is, identifying a fine line between an optimal and fragmented care transition. 
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To illustrate, while informal caregivers need time to accept the need for a transition, a 
simple delay at the start of the transition process can lead to a crisis admission. The study 
by Boots et al. (2015) identified that informal caregivers of individuals in an early stage 
of dementia had difficulty accepting help, and in later stages of dementia, they wished 
help would have been offered sooner.

Our results indicate that overall negative feelings associated with moving into a nursing 
home can be alleviated by a successful care transition. This is supported by the literature 
stating that the choices and steps made in the pre-transition phase strongly influence the 
experiences in the post- transition phase (e.g., good information about different nursing 
homes enables informal caregivers and older people to choose a nursing home that fits 
their needs) (7, 19). Additionally, different transitional care studies have emphasized 
the influence of professional caregivers on the transitional care experiences of informal 
caregivers (5, 7, 11, 19, 41). However, the importance of the social environment and the 
support of fellow informal caregivers, although strongly present in other studies (5–7, 9, 
19, 41, 42), was not clearly stated by the participants in this study. This can be related to 
the focus of the interviews, which concentrated more on the relationship between the 
informal caregiver and professional caregivers.

Furthermore, we identified a clear mismatch between retrospective needs for a timely 
transition process versus the prospective desire of informal caregivers to enable the older 
person with dementia to remain at home for as long as possible. This paradox provides 
a possible explanation as to why care transitions are often associated with a crisis and 
critical events (e.g., hospitalization) (7, 19, 42). This highlights the importance of the 
nursing home placement occurring at the right time (6, 24).

Our results showed an internal dialogue of informal caregivers struggling to remain 
a part of the lives of older people while simultaneously letting go of the caregivers’ 
responsibilities. Previous studies have indicated the difficulty for informal caregivers to 
distance themselves from their caregiver roles and take on new roles once in the nursing 
home (5, 6, 27, 43, 44). These new roles were described as those of an advocate, quality 
controller, and representative (9, 19, 43). This is in line with the current study, which 
identified the need for informal caregivers to remain involved, assure continuity of care, 
and re-establish previous routines (9, 11, 19, 43).

Finally, all paradoxes were influenced by the operationalization of the healthcare system 
and whether professional caregivers offered support (practical and emotional). More 
specifically, in some countries practical matters (e.g. financial burden) may significantly 
influence the transition process, possibly influencing the paradoxical experiences. 
However, in the Netherlands, the government finances nursing homes, decreasing the 



The paradoxical experiences of informal caregivers

83

4

financial burden of informal caregivers and thus its impact on the transition experi-
ences. Moreover, the need for support as expressed by informal caregivers indicates the 
importance of a partnership with the professional caregivers, preferably led by a contact 
person appointed on the day of the move. This was also confirmed by Groenvynck et al. 
(2020), who indicated the overall need of older people and informal caregivers was to 
form a partnership during the transition process (4).

Implications for research and practice
The results show that the transition from home to a nursing home is more than relo-
cating. They identify the complexity of transitional care and signify the need for improve-
ment. However, the question should be raised if such an improvement is possible. The 
paradoxes, as described by the informal caregivers, are mostly internal conflicts related 
to the emotional gravity of the care transition (10–12). This could mean that optimal 
transitional care simply should recognize and tie into these. Therefore, future research 
should enable professional caregivers to support informal caregivers in managing these 
paradoxes. Moreover, the relation of these paradoxes to the current healthcare system 
should be defined. It is paramount to understand the ability of professional caregivers 
and policymakers to improve the transition process.

Further insight into these existing paradoxes is important for both professional caregivers 
and informal caregivers. For informal caregivers, it can be motivating to start planning 
this care transition on time, and it can prepare them for this upcoming care process. 
For professional caregivers, it can provide insight into the thought processes of informal 
caregivers. This can help professional caregivers to better support informal caregivers. 
For both of them, it can create awareness of the current gaps within the healthcare 
system (27, 45). Moreover, the paradoxical feelings identified by the participants were 
found throughout all phases of the transition process (pre-, mid-, and post-transition). 
This can be confirmed by previous research that indicated that the needs of informal 
caregivers are constant throughout the entire transition process (4, 5). Future research 
should define the relationship between the paradoxes and the three transition phases 
as it would allow for more focused care innovations. Finally, throughout the analysis of 
the interviews, it became clear how strongly the identified paradoxes are interwoven 
with one another. One example hereof is how the negative emotions associated with 
the transition process led informal caregivers to postpone nursing home admission, 
which in turn led to negative transitional care experiences, followed by a need to more 
closely control the care environment. Future research should focus on further defining 
and analysing these interwoven paradoxes. This can be done by relaying these findings 
to the informal caregiver.
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Limitations
Some limitations of the study should be considered. Firstly, the data collection was 
a secondary data analysis, part of the DEDICATED project focusing on palliative care. 
Therefore, data collection was started after the older person had passed away at the 
nursing home and a significant amount of time had passed between the interview and 
transition. For six participants, the transition thus occurred more than 2 years ago. This 
retrospective research may have led to recall bias that might have influenced the results. 
Alternatively, the time between the transition and the interviews may have allowed 
informal caregivers to rationalize their transition process, possibly providing a more 
distant recollection of the transitional care process. Secondly, some older people were 
admitted to a hospital or resided at a different care setting before making the transition 
to a nursing home. This may have led to different care experiences. However, although 
the transition pathways were different, the researchers did not find clear differences 
regarding the identified paradoxes.

Conclusion

The transition process, as experienced by informal caregivers, is defined by three 
paradoxes. They indicate the fragility of this transitional care process. Therefore, future 
research should focus on further defining these paradoxes and their link with the care 
system to determine if the transition from home to a nursing home can be optimized.     
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APPENDICES 

Appendix 3A. Topic guide: experiences of informal caregivers during the transition from home to a nursing 
home

General introduction of the project and researcher
Did the informal caregivers read 
and understand the informed 
consent?
• Repeat that participation is 

voluntary.
• The data is kept confidential 

and anonymous.
• The interview will be recorded.

Practical information
• One interviewer/ one 

observer
• Average of 1.5 hours
• A break is always possible 

when necessary.

The start: characteristics of 
the older people and informal 
caregivers.
• Sex (both)
• Age (both)
• The connection between the 

participant and the informal 
caregiver

• Education
• When did the loved one pass 

away? 

Theme 1: Symptom management
1. What were your experiences with daily care?

• Were the wishes and preferences of the loved ones noticed and anticipated? - Are the preferences 
of your loved one known? Please explain.

2. Were professional caregivers able to guarantee comfort?
• Did the professional caregivers notice and anticipate/react to certain behaviours/signals (e.g. when 

he/she felt uncomfortable) of your loved one? Please explain.
• Did the professional caregivers pay attention to your emotional well-being? Please explain.

3. Were the professional caregivers alert to spiritual or life questions? Please explain.
4. Did the professional caregivers have the knowledge to answer these end-of-life questions? Why or 

why not?”

Theme 2: Interprofessional collaboration
1. Which type of professional caregivers were involved in the care process and during the last months?

• How did you experience the involvement of these professional caregivers?
2. How were you involved in the care process?

• Did you feel that you had control in the care process? Why or why not?
• Did you feel acknowledged as an informal caregiver? Please explain.
• Did the professional caregivers ask for your experiences in the care process? Please explain.
• Did the professional caregivers consider your advice? Please explain.

3. Did one person coordinate the care?
• How did information transfer occur between professional caregivers?
• Did you often have to repeat information to professional caregivers? Why or why not?

4. What was your general impression of the collaboration between professional caregivers?
• How was the collaboration between the professional caregivers?
• Did the professional caregivers know which tasks they had? Please explain.
• How was the communication process between professional caregivers?
• Are the collaboration agreements written down? Please explain.
• Did all professional caregivers execute the collaboration agreements in the same way? Please 

explain.
5. What would you like to change in the collaboration process?

• Do you have any advice?
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Theme 3: Collaboration between home and nursing home care
1. How did you experience the nursing home transition?

• How did you and your relative experience the admission day?
• Were you and your relative prepared for the move to the nursing home? If yes, please explain in 

which way you were prepared.
• Could the admission be prevented according to you? Please explain.
• How were you as an informal caregiver involved with the admission?

2. Were the professional caregivers in the nursing home prepared for the admission of your loved one?
• Did you have the impression that they were aware of the healthcare situation of your loved one at 

the nursing home? Please explain.
• Did one person coordinate the transition process? Please explain.
• Was it clear who your first contact person was? Why or why not?
• Could you ask the first contact person the necessary questions? Please explain.

3. How did you experience the handover communication?
• Who was responsible for the handover, according to you?
• Did you experience the handover as warm, personal and complete?
• Was there any information missing during this handover? Please explain.

4. What would you wish to change in the transition process?
• Is there any advice that you would like to give to the professional caregivers?

Theme 4: End-of-life communication
1. Did you talk about future care needs?

• How did you experience this dialogue?
• When and who first addressed these future care needs?
• Was the moment well-chosen or occurred it too early/late? Please explain.
• Was your loved one comfortable discussing the care needs?
• If not, what was the role of the legal representative?
• Were future care needs documented? Please Explain.
• Were future care needs met as intended? Please Explain.

2. How did you experience the overall communication?
• Did the professional caregivers possess the necessary communication skills? Please explain.
• Did you feel heard throughout the care process? Why or why not?
• Did you receive emotional support when necessary? Why or why not?

3. What was the cause of death?
• Was the death of your loved one expected or unexpected and why?
• Did you receive care after your loved one passed away? How did you experience that?

4. How can the communication regarding end-of-life be improved according to you?
5. Do you have general suggestions for improvement? / Is there anything else you would like to add?
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Chapter 5

Interventions to improve the transition 
from home to a nursing home:  

A scoping review



Abstract

Background and Objectives: The transition from home to a nursing home is a stressful 
event for both older people and informal caregivers. Currently, this transition process 
is often fragmented, which can create a vicious cycle of healthcare-related events. 
Knowledge of existing care interventions can prevent or break this cycle. This project 
aims to summarize existing interventions for improving transitional care, identifying their 
effectiveness and key components.

Research Design and Methods: A scoping review was performed within the European 
TRANS-SENIOR consortium. The databases PubMed, EMBASE (Excerpta Medica Database), 
PsycINFO, Medline, and CINAHL (Cumulated Index to Nursing and Allied Health Litera-
ture) were searched. Studies were included if they described interventions designed to 
improve the transition from home to a nursing home.

Results: seventeen studies were identified, describing thirteen interventions. The 
majority of these interventions focused on nursing home adjustment with one study 
including the entire transition pathway. The study identified eight multicomponent and 
five single-component interventions. From the multicomponent interventions, seven 
main components were identified: education, relationships/communication, improving 
emotional well-being, personalized care, continuity of care, support provision, and ad hoc 
counseling. The study outcomes were heterogeneous, making them difficult to compare. 
The study outcomes varied, with studies often reporting nonsignificant changes for the 
main outcome measures. 

Discussion and Implications: There is a mismatch between the theory on optimal transi-
tional care and current transitional care interventions, as they often lack a comprehensive 
approach. This research is the first step toward a uniform definition of optimal transitional 
care and a tool to improve/develop (future) transitional care initiatives on the pathway 
from home to a nursing home.
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Introduction 

A transition can be defined as ‘the move between different healthcare settings or between 
different levels of care within the same setting’ (1). A common transition experienced 
by older people and informal caregivers is the transition from home to a nursing home. 
Generally, this transition pathway can be defined as having three transition phases: the 
pre-, mid-, and post-transition phases. Despite the differences in delineation in the existing 
definitions of each transition phase, a suitable definition is provided for all phases. The 
pre-transition phase begins when a nursing home admission is first discussed and it ends 
when a nursing home is chosen (2–5). In the mid-transition phase, the older person 
prepares for the move while on a nursing home waiting list. It ends when the physical 
move has taken place (3, 4, 6). Finally, the post-transition phase commences the day after 
placement and focuses on the adjustment to, and acceptance of, the new living situation 
(3–6). The transition from home to a nursing home can be experienced as a stressful 
and emotionally challenging event for both older people and informal caregivers (7–9).

For older people, this care transition often entails a sudden change in identity associated 
with changes in autonomy, daily routine, social status, and contacts (10–12). Informal 
caregivers can be confronted with feelings of grief and loneliness when relinquishing 
care to the nursing home (13, 14). These negative experiences can be intensified when 
transitional care is poorly coordinated and therefore fragmented (15, 16). Poor transitional 
care can lead to adverse outcomes for both the older person (e.g., mortality, medication-
associated events, delirium, and falling incidents) and their informal caregivers (e.g., 
feelings of guilt, sadness, and failure) (1, 13, 17–20). Furthermore, it leads to an increased 
cost for the healthcare setting due to the duplication of services, which is associated with 
work overload and burnout in professional caregivers (21–25).

To avoid these negative outcomes, transitional care can be improved by developing 
comprehensive, multicomponent transitional care interventions (26). These interventions 
can focus on the different challenges throughout all transition phases. More specifically, in 
the pre-transition phase, challenges include, but are not limited to, a first-time transitional 
care discussion or choosing an appropriate nursing home. In the mid-transition, this can 
entail the transfer of medical information to the nursing home and organizing a warm 
welcome. Post-transition interventions can focus on making the resident and informal 
caregiver feel at home. Moreover, these interventions ideally provide a continuous pathway 
throughout the three phases of transitional care (1, 27). Preferably, the interventions are 
tailored to the needs of older people, informal caregivers, and professional caregivers, 
also referred to as the ’triad of care’ (5, 18, 26). A recent literature review by Groenvynck 
et al. (2020) led to the development of the TRANSCIT model. The model identified the 
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need for communication, information, support, time, and a partnership with professional 
caregivers throughout the whole transition process. This extensive list of identified needs 
highlights the importance of integrating multiple intervention components throughout the 
transition from home to a nursing home. A multicomponent intervention is, moreover, 
encouraged by the WHO when aiming to improve transitional care (26).

Given this knowledge, the literature on the care pathway from home to a nursing home 
is relatively scarce as most transitional care research focuses on the transition from and 
to a hospital (28). As far as we are aware, only one systematic review has focused on 
interventions in the transition from home to a nursing home. However, this review focused 
on comparing the effectiveness of existing transitional care interventions. Moreover, 
the systematic review only included interventions offering support (29). Currently, a 
comprehensive overview of existing interventions and their intervention components is 
missing. Additionally, it is unclear how these interventions can contribute to the defrag-
mentation of care while taking the care triad of older people, informal caregivers, and 
professional caregivers into account. Therefore, this scoping review aims to summarize 
the existing interventions designed to improve the transition from home to a nursing 
home by identifying their key components and intervention effectiveness.

Method

A scoping review was conducted following the steps of Arksey and O’Malley (2005) and 
adhering to the Preferred Reporting Items for Systematic Reviews and Meta-Analyses 
extension for Scoping Reviews (PRISMA-ScR) (30, 31). This review type was chosen to 
identify the intervention components, the scope, and gaps in the literature regarding 
care transitions (32). The PRISMA checklist for scoping reviews was used (Appendix 5A) 
(31). The five steps described by Arksey and O’Malley (2005) were followed. These steps 
were followed as they provide a framework for systematically conducting this scoping 
review to enhance reliability and replicability (30).

Data sources and search strategy

Stage 1: Identifying the research question
Based on the identified gap in the literature, a research question was formulated: ’Which 
interventions, aiming at the improvement of transitions from home to a nursing home, 
are described in the peer-reviewed literature?’ This research question was used to build 
the search string for which four key terms were identified: ’older people,’ ’transitional 
care,’ ’home care,’ and ’nursing home.’ For each of the key terms, synonyms and related 
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terms were searched. A librarian reviewed and finalized the search string for every elec-
tronic database employed. The search string for PubMed can be found in Appendix 5B.

Stage 2: Identifying relevant studies
Five electronic databases were searched for potential studies: PubMed, Medline, 
PsycINFO, CINAHL (Cumulated Index to Nursing and Allied Health Literature), and EMBASE 
(Excerpta Medica Database). The final search was performed on May 11, 2020. Addition-
ally, relevant studies were identified using the reference lists of the included studies and 
the reference lists of reviews relevant to the research question.

Study selection

Stage 3: Study selection
The studies were included if they were published in Dutch or English and published between 
January 2000 and May 11, 2020. There were no restrictions regarding the study design. 
Studies were included if (a) they described an intervention aiming to improve transitional 
care; (b) the target populations, meaning the person(s) for whom the intervention was 
developed, were older people (65 and older), informal caregivers, and/or healthcare 
professionals (in)directly involved in the transition process; and, (c) the study focused 
on the transition from home to permanently residing in a nursing home. In this article, 
the term nursing home is used to define a long-term care facility where room and board 
and 24–hour assistance are provided to older people who have complex care needs due 
to physical and cognitive impairment (33). Studies were also included when the older 
person had a short hospital stay before a first-time nursing home admission. Moreover, 
studies focusing on a first-time nursing home admission, with the origin of the move not 
specifically stated, were also included. Studies were excluded if they did not describe an 
intervention or if the transition pathway or future care facility was not clearly defined.

The search results were uploaded to EndNote from which the screening process 
commenced. The first author screened the titles and subsequently the abstracts of the 
identified studies. A fellow researcher independently screened 10% of the studies. For 
both screenings, the first author made an easy-to-follow chart containing the inclusion and 
exclusion criteria of each screening phase. If the researchers did not reach a consensus 
of 90%, the second researcher screened an additional 10% of the records. Both authors 
screened the full-text articles. Disagreements were resolved by re-evaluating the 
inclusion and exclusion criteria with the second screener and via discussions with the 
entire research team.
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Data extraction and analysis

Stage 4: Charting the data
A data-charting form was made, using the MS Office program Excel, to extract data from 
the included studies. The data-charting form included the aim of the intervention, the 
target population, and a description of the intervention characteristics. The interventions 
were described per component and linked to one of the transition phases (pre-, mid-, or 
post-transition) (27). Furthermore, study characteristics such as the goal, study design, 
participants’ characteristics, and data collection methods were also charted.

Stage 5: Collating, summarizing, and reporting the results
Data analysis was performed for the study characteristics, intervention components, and 
effectiveness of the intervention. First, the study characteristics were analyzed descrip-
tively. Second, a thematic analysis was performed, identifying the different intervention 
components used to improve the transition from home to a nursing home. Third, the 
included interventions were compared to the earlier described TRANSCIT model. More 
specifically, all interventions were categorized according to the three transition phases 
(the pre-transition, mid-transition, and post-transition phases) and compared to the 
overall key components: partnership, communication, information, support, and time 
(27). Finally, a summary was conceived, describing the process and outcome evaluations 
of the included studies.

Results

The database search identified 9,757 studies after duplicates had been removed (see 
flowchart, Figure 1). Following the screening of titles and abstracts, 106 studies qualified 
for full-text screening. A total of twelve out of these 106 were included in the scoping 
review. The snowball method led to the inclusion of an additional five studies. Finally, 
a total of seventeen studies were considered relevant to the research question. The 
seventeen studies described thirteen distinct interventions.

Study characteristics
An overview of the study characteristics is given in Table 1. The studies were conducted 
in the United States (n = 11), Australia (n = 2), the Netherlands (n = 2), and the United 
Kingdom (n = 2). The study designs used by the researchers were randomized control 
trials (n = 6) (34–39), quasi-experimental study designs (n = 2) (14, 40), mixed-method 
studies (n = 3) (41–43), observational studies (n = 3) (44–46), two study protocols (n = 2) 
(47, 48), and a qualitative explorative study (n = 1) (49).
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The interventions
Table 1 presents the characteristics of the thirteen interventions. None of the described 
interventions directly targeted or focused their intervention on the entire triad of care, 
meaning the older person, informal caregiver, and professional caregivers. Only the study 
of Van Mierlo et al. (2015) directly targeted professional caregivers/informal caregivers 
and indirectly targeted the older person. Six interventions solely targeted informal 
caregivers. Five interventions mainly targeted older people, and of those, two interven-
tions included older people with dementia (42, 43, 47). Finally, the study of Meiland et 
al. (2002) targeted the healthcare system by developing a better waiting list system. The 
most common interventionists were clinicians trained to conduct the intervention (14, 
34–41, 47–49). Three interventions were delivered by professional caregivers responsible 
for the daily care of an older person (e.g., nursing staff and hospital physicians) (42, 43, 
45, 46). Finally, Lichtenberg et al. (2007) trained peer, informal caregivers at the nursing 
home to deliver the intervention.

Figure 1: PRISMA flowchart: data selection process. PRISMA = Preferred Reporting Items for Systematic 
Reviews and Meta-Analyses.
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The thirteen interventions are divided into two groups. The first group includes multi-
component interventions. These are interventions conducted over multiple weeks/
months, implementing multiple intervention elements. The second group describes 
single-component interventions. These interventions were shorter, denser, and focused 
on one specific element of the transition.

Multicomponent interventions
Eight of the thirteen interventions described a multicomponent intervention (Appendix 
5C). The interventions were composed of multiple sessions, defined as meetings organized 
to exchange knowledge, educate, and/or offer support. The number of sessions varied 
between six and 21. Most sessions were one-on-one. However, they were often extended 
by inviting family and staff to participate (35–37, 39, 41–44, 47, 48). Paun et al. (2011, 
2015) provided the only group-based program. Seven intervention components were 
identified from these eight interventions: education, relationships/communication, 
improving emotional well-being, personalized care, continuity of care, support provision, 
and ad hoc counselling.

Education
Education entailed the provision of information and the acquisition of skills to facilitate 
transitional care for both older people and informal caregivers. The education component 
could focus on all different challenges of transitional care, regardless of the transition 
phase. For instance, the education component of one intervention focused on multiple 
elements of the transition process (36, 37), whereas the education of another interven-
tion focused on the adaptation of the informal caregiver to the new living situation (14, 
35, 39–41, 44, 48). Hence, there was a diversity in transitional care challenges for which 
education was provided.

Seven of the eight interventions provided older people and informal caregivers with the 
necessary education aiming to aid adjustment to the nursing home. The informative 
education was usually provided to informal caregivers, mainly addressing four topics: (a) 
dementia; (b) problem solving; (c) nursing home policy and practice; and, (d) caregiving 
(14, 35–37, 39–44, 47, 48). Six of the eight interventions included educating informal 
caregivers on dementia (14, 35-37, 39–41, 44, 48). Four interventions provided education 
to older people and informal caregivers on the organizational structure and procedures 
of a nursing home (14, 39, 40, 44, 47). Finally, three interventions provided education to 
informal caregivers themselves on the importance of self-care. Knowledge concerning 
the psychological and physical effects of caregiving and the importance of ’care for the 
caregiver’ was taught (35, 44). Additionally, information on advanced care planning (e.g., 
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living will and power of attorney), residents’ rights, and problem reporting at the nursing 
home was imparted to informal caregivers (39).

Furthermore, five of those interventions mentioned teaching problem-solving techniques 
and conflict resolution for informal caregivers. The study of Davison et al. (2020) also 
mentioned teaching problem-solving techniques and conflict resolution to older people. 
More specifically, three interventions offered training to their participants on the skills 
required to resolve problems or address barriers to adjustment. Two interventions aided 
problem solving (14, 35, 40, 41, 44, 47, 48).

Relationships/communication
This intervention component focused on the importance of efficient collaboration and 
communication between the care triad of professional caregivers, informal caregivers, 
and older people. More specifically, six interventions aimed to improve communication, 
facilitate cooperation, and mend relationships between residents, staff, or other family 
members to help with nursing home adjustment (14, 35–37, 40, 41, 44, 47, 48). This was 
done by improving autonomy and by providing techniques and strategies to facilitate 
communication (14, 35–37, 39–41, 44, 47, 48).

Improving emotional well-being
Six interventions used different strategies to improve emotional well-being throughout 
the transition from home to a nursing home. The strategies used were improving the 
coping process, helping to adjust, facilitating role acceptance, and encouraging positivity 
and well-being (14, 35, 39– 41, 44, 47, 48).

Three out of six interventions specifically addressed strategies to improve coping. Davis et 
al. (2011) and Lichtenberg et al. (2007) taught informal caregivers different coping styles, 
and how to handle general problems throughout transitional care. Two interventions 
aimed to improve adjustment to the new living situation for informal caregivers. Davis 
et al. (2011) targeted emotional adjustment by addressing feelings of guilt and loss while 
Paun et al. (2011, 2015) let informal caregivers discuss hindering and facilitating elements 
of the adjustment/acceptance that the older people are no longer home. Moreover, the 
intervention supported the relinquishment of old attachments. The same interventions 
also offered support in adapting to changes in the caregiver role (14, 35, 40). Finally, five 
interventions used strategies to improve older people and informal caregivers well-being 
and offer positivity (14, 35, 39–41, 47, 48). Three interventions achieved this by reinforcing 
positive thoughts, successes, and achievements (14, 35, 40, 47). Two interventions used 
relaxation techniques and exercises (39, 41, 48).
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Personalized care
Several interventions described personalized care as a patient-centered care approach in 
which the preferences and needs of the target population are an integral part of the care 
intervention. Six of the eight interventions tailored their intervention to the needs, prefer-
ences, and life stories of both older people and informal caregivers (35–37, 39, 41–43, 47, 
48). Gaugler et al. (2008, 2011) used individualized sessions to address the unmet needs 
of informal caregivers. However, they failed to provide information on how they tailored 
their intervention. Four studies conducted some form of assessment to achieve tailored 
care (35, 39, 42, 43, 47). Schulz et al. (2014) assessed the knowledge/skill levels of the 
informal caregivers before every session, while Hayward et al. (2018), Saint-Bryant et al. 
(2020), Gaugler et al. (2015, 2020), and Davis et al. (2011) assessed their participants at 
the beginning of the intervention. Davison et al. (2020) used a structured tool to develop 
a personalized plan for creating meaningful activities and increasing autonomy for the 
older person. Hayward et al. (2018) and Saint-Bryant et al. (2020) were the only ones 
who offered a completely individualized intervention for older people based on a needs 
assessment at the start of the intervention.

Continuity of care
Continuity of care referred to the follow-up of a transitional care intervention. This 
included transferring the responsibility for a successful intervention implementation from 
the interventionists to care professionals in the field. This entailed informing care profes-
sionals how to continue the intervention as well as gathering the necessary information to 
plan future care (35, 38, 41–43, 47–50). After terminating the intervention, in five of the 
included studies, the researchers transferred the necessary knowledge and information 
to professional caregivers responsible for further care of the older person (35, 38, 41, 
47–49). The studies of Davison et al. (2020), Hayward et al. (2018), and Saint- Bryant et 
al. (2020) specifically focused on further implementation of their interventions. Davison 
et al. (2020) taught key staff members how to use their intervention and they selected 
individual actions to implement in future care. Hayward et al. (2018) and Saint-Bryant 
et al. (2020) summarized the older person’s perspective and used it to plan future care. 
Furthermore, four interventions kept written records of the intervention outcomes and 
goals to further optimize care (35, 41–43, 47, 48).

Support provision
Four interventions offered emotional and social support to improve transitional care 
for informal caregivers (35–37, 39, 41, 48). Emotional support was offered by Schulz et 
al. (2014) and Davis et al. (2011), who used psychological strategies (e.g., validation or 
venting) and offered a listening ear. Social support was found in three interventions. Davis 
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et al. (2011) and Gaugler et al. (2015, 2020) encouraged participants to build a social 
network, providing support beyond the intervention—either as part of the intervention 
or within a family network. Finally, Gaugler et al. (2008, 2011) let participants join an 
Alzheimer’s support group as part of the intervention.

Ad hoc counselling
In the three interventions, care on demand was offered by providing ad hoc support/
counselling as part of the intervention (36, 37, 41–43, 48). The two interventions of 
Gaugler et al. (2008, 2011, 2015, 2020) left informal caregivers free to contact the study 
counsellor whenever a problem or change occurred. In the interventions of Hayward et 
al. (2018) and Saint-Bryant et al. (2020), the lead researcher provided weekly support to 
professional caregivers conducting the intervention.

Single-component interventions
The second group included five single-component interventions (Appendix 5D) (34, 38, 
45, 46, 49). Three of the interventions focused on a specific element of the pre- and/or 
mid-transition phase. More specifically, one intervention was an urgency coding system 
aiming for a more efficient nursing home waiting list system (45). As part of one inter-
vention, professional caregivers at the nursing home were informed about challenging 
behaviours in newly admitted older people and they supported the informal caregiver 
in their coping process (49). In the third intervention, an app was developed to create a 
personalized nursing home list based on the preferences and needs of older people (38). 
The two remaining interventions were medication reconciliation interventions from the 
hospital to a nursing home, in individuals who initially lived at home (34, 46).

Results concerning the TRANSCIT model
It was notable that only the intervention of Gaugler et al. (2008, 2011) looked at 
transitional care as a continuum, including all three transition phases in the interven-
tion. However, Gaugler et al. (2008, 2011) only focused their intervention on informal 
caregivers. The other interventions all focused on one or two transition phases. More 
specifically, Mukamel et al. (2016) focused on the pre-transition phase, while the interven-
tions of Meiland et al. (2002) and Ward et al. (2008) focused on the mid-transition phase.

Eight interventions focused on the post-transition phase. To be precise, they developed 
interventions to aid the adjustment process after older people relocated to a nursing 
home (14, 35, 39–44, 47–49). The remaining study of Crotty et al. (2004) focused on both 
the mid- and post-transition phases.
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As the majority of studies only focused on one specific transition phase, the continued 
partnership between older people, informal caregivers, and professional caregivers 
could not be offered. The intervention of Gaugler et al. (2008, 2011), which included all 
the transition phases, inadvertently addressed this partnership by offering ad hoc care 
whenever the informal caregiver needed it. The key component information, as identified 
by the TRANSCIT model, was found in all but one intervention of Meiland et al. (2002) 
and it was delivered in different forms (e.g., psychoeducation and skill development). 
Moreover, the majority of interventions used communication to transfer care to other 
professional caregivers (14, 34–37, 40–44, 46–48). Nine interventions offered support. 
However, it was noticeable that support was mostly offered in interventions targeting 
informal caregivers (14, 35–37, 39–44, 47–49). Finally, only three interventions focused 
on guaranteeing sufficient time (38, 45, 46). To conclude, it was noticeable that although 
different key components of the TRANSCIT model were identified throughout each of the 
interventions, none of the interventions took into account all key components combined 
(communication, information, support, and time).

Process and outcome evaluation
The majority of studies (n = 15) reported on the process and/or effectiveness of the 
studied interventions. In general, the study outcomes were heterogeneous, making them 
difficult to compare. This was exacerbated by the broad intervention aims described in 
some studies. More specifically, the aims of the single-component interventions (e.g., 
medication reconciliation) were more strongly related to the outcomes measured (e.g., 
medication omittance). This can be explained by the specific focus of single-component 
interventions, allowing for concrete outcome measures. This focus was not present in 
the studies describing the multicomponent interventions, as they often had a broader 
aim (e.g., facilitating nursing home adjustment or skills and knowledge acquisition). 
More specifically, this meant that the aim of these multicomponent interventions (e.g., 
facilitating adjustment) could not directly be related to the outcome measured (e.g., 
burden). Therefore, it was difficult to compare the studies, focusing on the same goals, 
as they measured different outcomes.

Process outcomes such as satisfaction and feasibility were reported in twelve studies (14, 
35–38, 40, 42–46, 49). Studies reporting on satisfaction were positive overall. Despite 
the occasional suggestion for improvement, the participants were satisfied with the 
interventions developed (35, 38, 40, 43–45, 49). The studies of Van Mierlo et al. (2015) 
and Ward et al. (2008) looked at the fidelity of their intervention. Ward et al. (2008) had 
good fidelity with the intervention being followed as intended, except for the timely 
handover of medication orders. This is in contrast to Van Mierlo et al. (2015), whose 
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intervention was not able to advise professional caregivers on behavioural problems in 
admitted residents, as prescribed in the intervention protocol. The two interventions 
measuring feasibility indicated positive results (40, 42, 43).

The intervention effectiveness was measured by thirteen studies, six interventions in the 
multicomponent group, and four interventions in the single-component group (14, 34–43, 
45, 46). In the multicomponent group, most studies indicated the importance of the evalu-
ation of psychological well-being in informal caregivers after nursing home admission. 
These studies were generally unable to show significant effects. More specifically, five 
studies investigated depression and/ or depressive symptoms in the post-transition phase 
among informal caregivers. No significant changes were found (14, 35, 39–41). Notably, 
the two studies testing the effect of the intervention, which included the entire transi-
tion pathway from home to a nursing home (pre-, mid-, and post-transition), did find 
a positive effect on informal caregiver depression (36, 37). Other outcomes measured 
in the studies on the multicomponent interventions were caregiver guilt, caregiver 
burden, and caregiver stress. The effectiveness of these studies was mixed (35–37, 41). 
An example of these mixed results is the caregiver burden. The intervention performed 
by Davis et al. (2011) did not reduce caregiver burden, while the intervention of Gaugler 
et al. (2011) was able to reduce burden, but only in women. Moreover, interventions 
indicating these positive results were not able to indicate positive results at all the time 
points they measured (14, 36, 37, 39, 41).

All single-component interventions, except for Van Mierlo et al. (2015), reported on 
effectiveness. The intervention of Meiland et al. (2002) significantly reduced the waiting 
time for people with a higher or the highest urgency code, when compared with the 
’normal’ urgency group.

The study of Mukamel et al. (2016) reported that older people choose significantly 
better-quality nursing homes. The quality of those nursing homes was determined based 
on the quality report cards. Finally, Crotty et al. (2004) and Ward et al. (2008) studied a 
medication reconciliation intervention. Crotty et al. (2004) showed a significant reduction 
in the medication appropriateness index. This is in contrast to Ward et al. (2008), whose 
intervention did not reduce the delay or omittance of medication doses.

Discussion

This scoping review examined the existing interventions designed to improve the transi-
tion from home to a nursing home by identifying their key components and intervention 
effectiveness. A comprehensive intervention, including the care triad of the older person, 
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informal caregivers, and professional caregivers, taking into account all phases in the tran-
sition process, is missing. All thirteen included interventions focused on either a specific 
phase or target population throughout the transition process. None of the interventions 
included the care triad (older people, family caregivers, and professional caregivers), and 
only one intervention focused on all phases of the transition process. Eight interventions 
were multicomponent interventions, in which seven intervention components were 
identified: education, relationships/communication, improving emotional well-being, 
personalized care, continuity of care, support provision, and ad hoc counselling. These 
intervention components mostly addressed informal caregivers, thus dealing with the 
consequences of, and adjustments to a new life situation after the older person moved 
into a nursing home. The five remaining interventions were single-component interven-
tions on a variety of topics. These were shorter, denser, and focused on one specific 
element of the transition. Overall, studies reported high levels of satisfaction with the 
interventions, although insight into the effectiveness was mixed, mainly due to the high 
heterogeneity of the outcome measures used.

The results of the scoping review indicated that almost all interventions from home to a 
nursing home focused on one phase of the transitional care process, with the majority 
focusing on the post-transition phase (14, 35, 39–44, 47, 48). This is in contrast to recom-
mendations in the literature expressing the importance of including the entire transition 
process (27, 51, 52). Moreover, evidence suggests that the experience of the pre-transition 
phase can significantly affect the outcomes of the post-transition phase, which indicates 
the importance of starting a transitional care intervention before admission (7, 13, 53). 
However, the seven intervention components were derived from interventions that mostly 
focused on nursing home adjustment (the post-transition phase). This makes generalizing 
the identified intervention components as standard throughout the whole transition 
process difficult. Only one intervention by Gaugler et al. (2008, 2011) did comprise the 
entire transition process from pre-transition to post-transition. The intervention showed 
promising outcomes on effectiveness (e.g. depressive symptoms) (36).

The results of this scoping review showed that a comprehensive intervention that includes 
the care triad of the older person, informal caregivers, and professional caregivers is 
lacking. All interventions targeted a specific target population. Most studies focused 
their intervention on either the older person or the informal caregiver, with only two 
studies focusing on the role of the professional caregiver or the healthcare system. This 
might be explained by the fact that older studies, aiming to improve care for informal 
caregivers and older people with dementia, did not target the latter due to their cognitive 
status (35–38). Literature, however, emphasizes the importance of recognizing the older 
person (regardless of a dementia diagnosis), the informal caregiver, and the professional 
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caregiver as an inseparable care triad throughout the transition process. More specifi-
cally, the professional caregiver should have the necessary skills to coordinate the care 
process in collaboration with the older person and the informal caregiver by integrating 
the perspectives of all involved (24, 26, 52, 54, 55). The importance of this care triad was 
also demonstrated in a recent review of needs during the transition period, as expressed 
by older people and informal caregivers. Here, older people and informal caregivers 
expressed the need to form a partnership with professional caregivers throughout the 
transition process from home to a nursing home (27).

Limitations
A few limitations need to be addressed. First, the search string built for this review might 
not have identified all transitional care interventions available from the literature due 
to the heterogeneity of terminology for transitional care and related interventions. The 
researchers consulted a librarian who specialized in building search strings. However, the 
researchers acknowledge that some degree of uncertainty remains about retrieving all 
relevant studies. Furthermore, some interventions might only be found in grey literature, 
which was not considered in this study. Additionally, language restrictions were imposed, 
including only Dutch and English language papers.

Second, data extraction and analysis were challenging for reasons of incomplete or vague 
intervention descriptions in some studies. Vague descriptions of interventions compli-
cated the thematic analysis of the intervention components as it was often unclear just 
how the interventions were conducted. Moreover, these incomplete descriptions made 
us unable to identify the exact transition pathway of the study. This may have led to the 
exclusion of relevant studies. Finally, a quality appraisal of the included studies was not 
performed, as this review primarily aimed to provide an overview of existing interventions 
focusing on improving the transition from home to a nursing home. However, for the 
additional aim of considering the effects of such interventions, omitting such a quality 
assessment is a limitation.

Practice and/or policy implications
Transitional care is defined as a set of actions designed to guarantee continuity of care 
(1). This scoping review identified a clear mismatch between optimal transitional care 
as defined in the literature and transitional care initiatives evaluated in scientific studies. 
More specifically, this review has shown that a comprehensive intervention, starting 
when transitional care is first considered (pre- transition) and ending when the older 
person/informal caregiver adjusted to the new living situation (post-transition), and in 
which the older person, informal caregiver, and professional caregivers are considered 
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an inseparable care triad, is missing in the literature. Perhaps it might not be feasible 
for an intervention, concerning budget and time constriction, to include all transitional 
care phases. However, interventionists should appraise the previous and proceeding 
phases following a certain transition event (e.g. choosing a nursing home). Yet, this kind 
of appraisal was not found in current intervention studies. It probably indicates that 
transitional care is still insufficient, and often too narrowly focused, possibly leading 
to fragmented care (25). Moreover, it suggests that healthcare organizations are often 
considered as individual entities, rather than links in a continuous chain.

Interventions aiming to create continuity and ensure coordination between care settings 
are highly warranted. Researchers, policymakers, (in)formal caregivers, and older people 
should work together to define optimal transitional care and uniform outcome measures 
(1, 26). This standardization can aid in the comparison of alternative transitional care 
interventions, thus enabling the identification of the most effective transitional care 
interventions and their components. Moreover, a partnership between these policy-
makers, (in)formal caregivers, and older people should be established, starting in the pre-
transition phase and continuing into the post-transition phase (16, 18, 27). This scoping 
review offers the first step toward the identification of common elements in designing 
an intervention facilitating the transition from home toward a nursing home. The seven 
potentially relevant intervention components could be used to develop a transitional care 
plan based on the needs of older people and their families (1, 26). Combining components 
in a multifaceted intervention is supported by the WHO, indicating the importance of 
combining different intervention components to optimize the transition process (26). As 
most of these intervention components were created from interventions designed for 
the post-transition phase, future research should focus on determining the effective-
ness of these components throughout the transition process and identify any missing 
intervention components. Moreover, these intervention components, once evaluated, 
can be used as a first step in composing a tool or guideline aiming at the improvement 
of current transitional care initiatives and the development of overarching transitional 
care initiatives.

Conclusions

This review identified a mismatch between optimal transitional care and the focus/content 
of existing, transitional care interventions designed to improve the transition from home 
to a nursing home. The majority of interventions either focused on a specific transition 
phase rather than the overall transition continuum or focused on specific stakeholders 
rather than all stakeholders involved. This limits a continuous partnership in which the 
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needs of the older person and informal caregiver are paramount. However, common 
intervention components have been identified: education, relationships/communication, 
improving emotional well-being, personalized care, continuity of care, support provision, 
and ad hoc counselling. These components can be considered in building a comprehensive 
transitional care intervention that optimizes and defragmentizes the transitional care 
pathway from home to a nursing home.    
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Appendices

Appendix 5A. The PRISMA checklist for a scoping review

SECTION ITEM PRISMA-ScR CHECKLIST ITEM REPORTED
TITLE
Title 1 Identify the report as a scoping review. ✓
ABSTRACT
Structured summary 2 Provide a structured summary that includes (as 

applicable): background, objectives, eligibility criteria, 
sources of evidence, charting methods, results, and 
conclusions that relate to the review questions and 
objectives.

✓

INTRODUCTION
Rationale 3 Describe the rationale for the review in the context 

of what is already known. Explain why the review 
questions/objectives lend themselves to a scoping 
review approach.

✓

Objectives 4 Provide an explicit statement of the questions and 
objectives being addressed with reference to their key 
elements (e.g., population or participants, concepts, 
and context) or other relevant key elements used to
conceptualize the review questions and/or objectives.

✓

METHODS
Protocol and 
registration

5 Indicate whether a review protocol exists; state if and 
where it can be accessed (e.g., a Web address); and if 
available, provide registration information, including 
the registration number.

N/A

Eligibility criteria 6 Specify characteristics of the sources of evidence used 
as eligibility criteria (e.g., years considered, language, 
and publication status), and provide a rationale.

✓

Information sources* 7 Describe all information sources in the search (e.g., 
databases with dates of coverage and contact with 
authors to identify additional sources), as well as the 
date the most recent search was executed.

✓

Search 8 Present the full electronic search strategy for at least 1 
database, including any limits used, such that it could 
be repeated.

Appendix 5B

Selection of sources 
of evidence†

9 State the process for selecting sources of evidence 
(i.e., screening and eligibility) included in the scoping 
review.

✓

Data charting 
process‡

10 Describe the methods of charting data from the 
included sources of evidence (e.g., calibrated forms 
or forms that have been tested by the team before 
their use, and whether data charting was done 
independently or in duplicate) and any processes for 
obtaining and confirming data from investigators.

✓

Data items 11 List and define all variables for which data were sought 
and any assumptions and simplifications made.

✓

Critical appraisal
of individual

12 If done, provide a rationale for conducting a critical 
appraisal of included sources of evidence; describe the

N/A

Appendix 5A continues on next oage.
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Appendix 5A. Continued

SECTION ITEM PRISMA-ScR CHECKLIST ITEM REPORTED
Sources of evidence Methods used and how this information was used in 

any data synthesis (if appropriate).
Synthesis of results 13 Describe the methods of handling and summarizing the 

data that were charted.
✓

RESULTS
Selection of sources 
of evidence

14 Give numbers of sources of evidence screened, 
assessed for eligibility, and included in the review, with 
reasons for exclusions at each stage, ideally using a 
flow diagram.

✓

Characteristics of 
sources of evidence

15 For each source of evidence, present characteristics for 
which data were charted and provide the citations.

✓

Critical appraisal 
within sources of 
evidence

16 If done, present data on critical appraisal of included 
sources of evidence (see item 12).

N/A

Results of individual 
sources of evidence

17 For each included source of evidence, present the 
relevant data that were charted that relate to the 
review questions and objectives.

Appendix 
5C-5D

Synthesis of results 18 Summarize and/or present the charting results as they 
relate to the review questions and objectives.

✓

DISCUSSION
Summary of evidence 19 Summarize the main results (including an overview of 

concepts, themes, and types of evidence available), 
link to the review questions and objectives, and 
consider the relevance to key groups.

✓

Limitations 20 Discuss the limitations of the scoping review process. ✓
Conclusions 21 Provide a general interpretation of the results with 

respect to the review questions and objectives, as well 
as potential implications and/or next steps.

✓

FUNDING
Funding 22 Describe sources of funding for the included sources of 

evidence, as well as sources of funding for the scoping 
review. Describe the role of the funders of the scoping 
review.

/
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Appendix 5B. Search string pubMed

Keyword Search string
Older people "Aged"[MeSH] OR Aged[tiab] OR elder*[tiab] OR patient[tiab] OR patients[tiab] 

OR "Patients"[Mesh:NoExp] OR old[tiab] OR older[tiab] OR resident[tiab] OR 
residents[tiab] OR gerontol*[tiab] OR geriatr*[tiab] OR psychogeriatr*[tiab] OR 
"Geriatrics"[Mesh] OR senior*[tiab] OR dementia[tiab] OR "Dementia"[MeSH] OR 
Alzheimer*[tiab]

Transition "Health Facility Moving"[Mesh] OR place[Tiab] OR Placement[Tiab] OR admit*[Tiab] 
OR "Patient Admission"[Mesh] OR admission*[Tiab] OR "Continuity of Patient 
Care"[Mesh:NoExp] OR continuity[Tiab] OR entry[Tiab] OR "Patient Handoff"[Mesh] 
OR Handoff[Tiab] OR "hand off"[tiab] OR handover[tiab] OR "hand-over"[Tiab] OR 
"Patient Transfer"[Mesh] OR Transfer[Tiab] OR Transition*[Tiab] OR "Transitional 
Care"[Mesh] OR relocat*[Tiab] OR "Institutionalization"[Mesh:NoExp] OR 
institutionali*[Tiab] OR "Patient Discharge"[Mesh] OR Discharg* [Tiab]

Nursing home "Long term care"[tiab] OR "Long-term Care"[MeSH] OR long-term-service*[tiab] OR 
nursing-home*[tiab] OR care-hom*[tiab] OR "Residential Facilities"[Mesh:NoExp] OR 
"Homes for the Aged"[Mesh] OR "Nursing Homes"[Mesh] OR Residential-Facilit*[tiab] 
OR Skilled-Nursing-Facilit*[tiab]

Home (care) "community"[tiab] OR "in home"[tiab] OR "home based"[tiab] OR "at home”[tiab] OR 
“home care”[tiab] OR "Adult Day Care Centers"[Mesh] OR “day-care”[tiab] OR
daycare[tiab] OR Home-service*[tiab] OR residential[tiab]

NOT "Hospice and Palliative Care Nursing"[Mesh] OR "Terminal Care"[Mesh] OR 
"Palliative Care"[Mesh] OR "Palliative Medicine"[Mesh] OR "Hospice Care"[Mesh] OR 
"Hospices"[Mesh] OR (("Infant"[Mesh] OR “Child” [Mesh] OR "Adolescent"[Mesh]) 
NOT "Aged"[Mesh]) OR pediatr*[tiab] OR "Pediatrics"[MeSH] OR "Intellectual 
Disability"[Mesh] OR "Substance-Related Disorders"[Mesh] OR "Substance Abuse 
Treatment Centers"[Mesh] OR "Substance Abuse Detection"[Mesh]
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The transition from home to a nursing home is a common care transition that is often 
described as being a fragmented and uncoordinated care process. This discontinued care 
process can significantly influence the outcomes of older people with dementia, informal 
caregivers, and professional caregivers. Understanding the underlying mechanisms and 
experiences of this care process could enable the development and implementation of 
comprehensive transitional care initiatives. Therefore, this thesis aimed to understand 
the experiences and needs of older people with dementia, informal caregivers, and 
professional caregivers throughout the transition from home to a nursing home. The 
study aimed to contribute to the theoretical understanding of transitional care processes 
and give directions for improving these processes. The research question that guided 
this dissertation was:

What are the needs and experiences of older people with dementia, informal 
caregivers, and professional caregivers during the transition from home to a 
nursing home?

This final chapter aims to summarize the main findings of this dissertation. Addition-
ally, it addresses methodological and theoretical considerations. The chapter ends with 
recommendations for practice, policy, and research.

Main findings

A review of the literature identified that throughout the transition from home to a 
nursing home, older people, and informal caregivers needed support, communication, 
information, time, and a partnership with professional caregivers to optimize the transi-
tion process. These key needs are interrelated, and interdependent, and are summarized 
in the TRANSCIT model (Chapter 2). Following the literature review, additional studies 
were undertaken to understand the experiences of older people with dementia, informal 
caregivers, and professional caregivers throughout the transition from home to a nursing 
home. These studies showed that the care triads experienced an overall feeling of lack of 
control and unpredictability throughout the transition process. The overall lack of control 
could be related to the feelings of dependability within the care triad, a discontinued 
transition process, and a reactive rather than a proactive transition decision (Chapter 
6). The rationale for this reactive transition decision could be explained partially by a 
study capturing the experiences of informal caregivers during the transition from home 
to a nursing home. More specifically, informal caregivers experienced the transitional 
care process as paradoxical. They experienced contradictory emotions and struggled to 
find a balance between the need for distance and the need to remain involved after the 
older person resided in a nursing home. Moreover, they wanted a timely transitional care 
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plan retrospectively while prospectively they aimed to postpone the transition process 
(Chapter 4). Due to the experienced lack of control and unpredictability, the care triad 
felt that there was no such thing as an ’optimal’ transition. Older people with dementia 
expressed a wish to remain individuals who are autonomous and have social contacts 
should they ever move to a nursing home (Chapter 3). Despite the care triads’ negative 
and emotional experiences throughout the care process, only thirteen interventions 
aiming to improve the transition process from home to a nursing home were retrieved 
from databases. When analysing these interventions, they did not match the needs of the 
older people and informal caregivers as identified by the TRANSCIT model. All thirteen 
included interventions focused on either a specific phase or target population. None 
of the interventions included the entire care triad (older people, informal caregivers, 
and professional caregivers), and only one intervention focused on all phases of the 
transition process. Nevertheless, studies reported high levels of satisfaction with the 
interventions, although insight into the effectiveness was mixed (Chapter 5). There is a 
clear mismatch between the needs identified by the care triad and the currently existing 
research interventions.

Methodological considerations

This methodological section will address four key considerations. Initially, it will delineate 
the recruitment strategies employed in various studies in relation to their corresponding 
outcomes. Subsequently, an analysis of the implications of the Covid-19 pandemic on 
research will be undertaken. The third segment will focus on challenges associated with 
the inclusion of older people with dementia in research endeavors. Lastly, the researchers 
will undertake a comparative evaluation of the merits and drawbacks of retrospective 
and prospective research approaches.

Selection bias
This paragraph discusses how the recruitment of participants may have impacted study 
outcomes. Firstly, this paragraph delves into self-selection bias and its impact on partici-
pant characteristics. Secondly, it explores the two-step recruitment method employed, 
potentially resulting in the under-representation of more vulnerable individuals.

The transition from home to a nursing home was an emotionally challenging process 
and stressful event for everyone involved (1–3). Consequently, the researchers included 
participants who were open and willing to share their stories. This may have introduced 
self-selection bias (4). The people who consented to participate may differ from those 
who declined participation (4, 5). The participants are likely to be more open, cognitively 
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strong and with a good socio-economic status. They often are genuinely interested in the 
topic (5–7). In this dissertation, the participants included in the different studies were 
open and verbally strong and some had a healthcare background. The participants were 
able to give an in-depth description of the transitional care experiences as they were 
able to describe complex and emotionally challenging feelings, perspectives, and experi-
ences. Therefore, they are more likely to successfully navigate a very complex healthcare 
system (8). This could have positively influenced the transitional care process and related 
experiences (9). The transitional care process may have been even more uncontrollable, 
paradoxical, and frightening than reported in these studies.

Moreover, this dissertation used a two-step recruitment method to include participants. 
The participants were recruited with the assistance of professional caregivers, who played 
a crucial role in facilitating the connection between the research team and potential 
participants. These professional caregivers indirectly decided which of their clients best 
fit the in-and exclusion criteria of the studies. This method of participant recruitment can 
lead to bias, as these professionals become gatekeepers who decide which participants 
are allowed to be approached by the researcher (10). There is a risk that the profes-
sional caregivers may selectively choose participants based on specific characteristics, 
such as opting for individuals who are already cared for by skilful and informed informal 
caregivers. Moreover, the researchers often approached dementia case managers. These 
professional caregivers provide additional support in navigating the healthcare system 
and the transitional care process. However, only 41% of older people with dementia are 
assigned a dementia case manager in the Netherlands (11). This could further influence 
the results of the study as these participants might have experienced more support 
and information provision. While intended to protect vulnerable patients, this two-step 
recruitment approach may under-represent the most vulnerable, such as older people 
with dementia lacking formal or informal support (12, 13). As with the self-selection bias, 
this could have led to a more positive representation of transitional care experiences.

Research during the COVID-19 pandemic
The COVID-19 pandemic complicated data collection for this study and may have had an 
impact on the outcomes reported in this dissertation. The COVID-19 pandemic triggered 
global lockdowns and social isolation (14, 15). Both family homes and nursing homes 
implemented restrictive visiting measures to mitigate infection risks (16). This compli-
cated the data collection of the final study, which was conducted immediately after the 
Covid-19 pandemic. The research team often adopted online or telephone interviews as 
a method of data collection, following the preferences of the participants. This approach 
was deemed necessary due to the participants being classified as a high-risk population. 
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During the pandemic, the use of video technology for academic purposes was accelerated 
while older people and their families became familiar with online video chat (17–19). 
However, these online or telephone conversations could have affected the results of the 
final study. More specifically, when using video interviews, the researcher has more diffi-
culty recognizing facial expressions and body language (20, 21). This is important when 
conducting emotionally sensitive research. Therefore, the results of the study may not 
have been as thorough and comprehensive when utilizing video conversations as when 
conducting live interviews. Phone conversations further eliminated this aspect of non-
verbal communication (22). This could have further impacted the results of this study. 
More especially, when the researcher was able to visit the participant’s home, she had 
a better idea of the context and the interactions between different participants. Espe-
cially when interviewing different people at the same time (e.g. professional caregiver 
and older person), the dynamics and non-verbal looks towards each other were often 
supportive for or in contradiction to what they told verbally. This could have impacted the 
follow-up questions of the researcher. Nonetheless, the researchers believe that these 
issues had a small impact on the results of the study as the researcher conducted the 
first interviews at the participants’ homes. Moreover, research by Krowel et al. (2016) 
found that the quality and quantity of data are only marginally better for face-to-face 
interviews in comparison to video interviews (23). In addition, despite the pandemic, the 
researchers felt that they were still able to comprehensively capture the perspectives and 
experiences of the care triad throughout the transition from home to a nursing home.

Including people with dementia in research
The researchers focused on including older people with dementia throughout the transition 
process. However, during this dissertation, it became clear that including older people with 
dementia in academic research remains challenging. The researchers aimed to include all 
the participants with dementia who were involved in the patient journey study. Neverthe-
less, only two people shared their transitional care journey from home to a nursing home. 
Where possible, the researchers aimed to include the older person with dementia in the 
conversations. Even when the informal caregivers tended to take over the conversation, 
the researcher explicitly asked for the experience of the older person. The inability of older 
people to participate throughout the entire transition process was related to two things: 1) 
not all older people were informed about the transition decision; and, 2) by the time older 
individuals moved into a nursing home their dementia had often advanced significantly.

This dissertation highlights how older people with dementia become non-participants 
in their transitional care journey and they are often unaware of the lingering transition 
decision (24). It is difficult to interview a person about a subject they are not informed 



General discussion

169

7

about. Nonetheless, the researcher focused on including people with dementia where 
possible. Additionally, the researchers focused an entire study on capturing the perspec-
tives of older people with dementia regarding a potential future move to a nursing home. 
Despite numerous constraints regarding the inclusion of older people with dementia, 
this dissertation was able to capture their experiences successfully.

Furthermore, when older people have advanced dementia, it becomes harder to include 
them in the studies as the most used data-collection method was interviews (25). New 
data-collection methods focusing on the inclusion of people with dementia are emerging 
(26). Examples are visual methodologies such as photography (27–29), participatory 
methods, such as keeping a diary (30), and ethnographic techniques such as observa-
tions and immersion (31, 32). However, the appropriateness of these novice methods 
for emotional topics, such as transitional care, remains uncertain. Moreover, none of 
these studies that focused on innovative data-collection methods included people with 
‘severe’ or ‘late–stage dementia’ (33). Further exploration of these evolving methods is 
warranted to enhance inclusivity in future research on transitional care. Nevertheless, 
this dissertation did show that interviewing older people with dementia is possible. 
Asking older people about their current and past life experiences provides insights into 
their future care needs and wishes.

Retrospective versus prospective research
This paragraph delineates the distinctions between retrospective and prospective research 
and their relevance to the outcomes of this dissertation. Specifically, the paragraph 
discusses the different forms of memory biases associated with retrospective research 
and reflects on the advantages and disadvantages of prospective, longitudinal research.

This research has identified significant disparities between prospective and retrospective 
experiences within the context of transitional care. For instance, from a prospective view, 
informal caregivers of people with dementia aim to enable older individuals to reside at 
home for as long as possible. However, upon retrospective reflection, they expressed a 
preference for a timely transitional care process. Additionally, retrospectively, the transi-
tion decision is seen as a singular event. Prospectively, it is identified that the transition 
decision is a longitudinal process characterized by doubt. Several factors contribute to 
these notable differences in perspectives and experiences. Both prospective and retro-
spective research have their advantages and disadvantages.

Retrospective qualitative studies are most often found in the literature. This is a cost 
and time-effective research method that allows the participant to look back on the past. 
Recalling past events is often associated with different forms of recall and memory bias 
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(34, 35). The inability of a participant to correctly remember a past event could have 
influenced the outcomes of this dissertation (34). The clearest example was found in the 
judgement of informal caregivers regarding the timing of the move and its relation to 
nursing home satisfaction. If the nursing home was perceived as satisfactory, participants 
regarded the transition as timely. However, inadequate care led to the contemplation of 
returning home, despite recognizing the unsustainability of that option. This retrospective 
analysis could be related to the misinformation effect (36). Older people and informal 
caregivers could remember the home situation and its sustainability differently depending 
on the present experiences at the nursing home.

Another form of bias related to retrospective research is ‘hindsight bias’, wherein outcomes 
appear more predictable in hindsight (37). This bias may explain why participants retro-
spectively desired a transitional care plan, as in hindsight, they could have predicted that 
dementia would progress and a transition would become inevitable. However, during the 
actual transition process, older people and informal caregivers may have held the belief 
that a nursing home was unnecessary and that the dementia would not advance.

Prospective longitudinal research on transitional care has been sparsely conducted (38), 
given its time-consuming and costly nature (39). The recruitment of older people with 
dementia, informal, and professional caregivers – to capture the transition process in 
prospective longitudinal research – poses greater challenges compared to retrospective 
research. Firstly, the follow-up time can be as long as one needs to wait for an event to 
occur (40). More specifically, in the patient journey study, the researcher and profes-
sional caregivers could not predict who would make the transition. People had to be 
recruited at different phases of the transition process to be able to capture the actual 
move and the entire transition process. Secondly, in longitudinal research, there is a risk 
for attrition bias (40), as participants often drop out before the end of the study. This 
was evident in the longitudinal, patient journey study. Three care triads opted to stop 
the study immediately before and after the actual transition, describing it as a family 
moment. However, the participants reconnected with the researcher a few weeks after 
the move, underscoring the impact of the researcher–participant relationship.

While the bond between the researcher and participants may inadvertently introduce 
biases, establishing trust and building rapport is crucial for effective data collection 
(41, 42). This is especially true when conducting research regarding a sensitive topic 
and/or with vulnerable people (43, 44). In prospective, longitudinal research, the bond 
between the researcher and the participant can lead to a rich description of the context. 
For example, when older people and informal caregivers provide information about 
family dynamics, it gives the researcher insight into the transition decision choices. This 
researcher–participant bond improved the depth and quality of the research outcomes 
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(45). However, this bond or relationship could have influenced the results of the study 
(42, 46). The participants being able to share their stories, emotions, and their ability to 
vent, may have had some therapeutic benefits that in turn could have positively influenced 
the care experiences (47). Moreover, transitional care is characterized by chaos and frag-
mentation, by having a constantly available presence (the researcher); the participants 
may have experienced the transitional care process differently.

Theoretical considerations

During the transition from home to a nursing home, the ‘transition decision’ was a central 
part of the care process and affected the transitional care outcomes. This dissertation 
found that a transition decision is contingent upon various complicating factors. Therefore, 
the theoretical consideration within the discussion addresses: 1) the lingering question 
pertaining to the feasibility of optimizing this complex and emotionally charged transi-
tional care process; 2) the subjective nature of ‘optimal transitional care timing;’ and, 3) 
the absence of a shared decision-making process.

1. Defining optimal transitional care
This paragraph starts by summarizing the two definitions of transitional care. These 
definitions are compared to the currently organized transition process from home to 
a nursing home in the Dutch context. This discussion reveals a theoretical mismatch 
between theory and practice. This mismatch is related to the emotional implications of 
the care process, the perceived satisfaction with the transition process and its relation 
to nursing home care, and the identified organizational/financial barriers of the Dutch 
healthcare system.

Various definitions are employed to characterize the concept of transition. In the 
beginning, the transition of care was narrowly defined as the ‘clinical handover’, referring 
to the transfer of care from one professional caregiver to the next (48). However, this 
concept proves insufficient, particularly in the context of the transition from home to a 
nursing home. Transitional care encompasses three distinct phases: the pre-transition, 
mid-transition, and post-transition. Throughout these three phases, older people, 
informal, and professional caregivers should collaborate to establish a new ‘home’ at 
the nursing home.

Cole et al. (2003) expanded the definition, characterizing transitional care as a set of 
actions designed to facilitate coordination and continuity across different levels and 
settings. This comprehensive approach necessitates the development of a transitional 
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care plan, where a professional caregiver, well-acquainted with the wishes, needs, and 
preferences of the patients, plays a pivotal role (49). However, a critical examination of the 
organized care pathway from home to a nursing home reveals a conspicuous absence of 
a comprehensive transitional care process, as defined by Cole et al. (2003). This disserta-
tion has unveiled the inherent discontinuity in the transition process, accompanied by a 
conspicuous lack of care coordination. Even with the designated role of the dementia case 
manager in guiding and supporting older people and informal caregivers, the perceived 
time constraints and regulatory limitations hinder their capacity to furnish the requisite 
support and information. Additionally, the existence of a transitional care plan does not 
guarantee adherence, as organizational intricacies within the healthcare system often 
hinder its implementation. Currently, care organizations tend to overly prioritize compli-
ance with guidelines and procedures established by individual care settings, rather than 
emphasizing the creation of a new home-like environment that fosters a sense of home 
for older people and informal caregivers. The paradoxical nature of the transition from 
home to a nursing home is evident, characterized by an experienced lack of control. The 
wishes, preferences, and needs of older people and informal caregivers for information, 
support, time, communication, and partnership, as identified by the TRANSCIT model, 
cannot be guaranteed. The pivotal question persists: is an optimal transitional care process 
feasible? The ongoing struggle between the desire to age in place and the imperative for 
a timely, well-prepared move raises complex considerations.

First, the emotional impact of the transitional care process is not taken into considera-
tion. Naylor et al. (2018) identify nine components of transitional care, with only one 
focusing on the emotions associated with care transitions (50). However, this model 
mainly focuses on the transition from hospital to home, a transition pathway associated 
with recovery and health, whereas the emotion associated with the transition from home 
to a nursing home has a more significant impact. More specifically, a nursing home is 
frequently regarded as a last resort, prompting older people and informal caregivers 
to await a perceived ‘tipping point’ before contemplating the transition decision (24). 
The unpredictability of dementia progression renders the identification of this tipping 
point impossible to predict (51). Exploratory alternatives, such as living with a family 
member (52) or additional home assistance (24), are often pursued before entertaining 
the notion of transitional care. Even when placed on a waiting list, the transition decision 
remains deferred. Caldwell et al. (2014) conceptualize this as an initial step towards the 
transition, marked by lingering doubts and emotional complexities. Both this disserta-
tion and extant literature underscore the prerequisite for older people and informal 
caregivers to experience a form of ‘readiness’ before being able to start the transition 
process (51). This readiness is particularly elusive for older people lacking insight into 
their disease. They can have more difficulties experiencing a feeling of readiness (24, 
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53). This aversion to moving to a nursing home is compounded by negative perceptions 
surrounding these care facilities, viewed as sites of compromised care quality, restricted 
autonomy, and a perceived loss of rights (52). These negative perceptions have been 
aggravated by the COVID-19 pandemic. Negative media coverage and public scrutiny 
concerning nursing homes (54) likely contributed to participants’ heightened reluctance 
and delay in making care transition decisions. Research suggests that societal taboos and 
stigmatization towards nursing homes can deter individuals from seeking such care (55). 
Additionally, this dissertation showed that people were sensitive regarding the opinions 
and feedback of others. Often nursing homes were chosen based on the feedback and 
recommendations of others (56). The negative impact of COVID-19 restrictions may 
have altered these recommendations, affecting participants’ transitional care decisions 
post-pandemic. Moreover, nursing homes are often viewed as a place where you die (57, 
58). The amalgamation of negative perceptions and emotional factors complicates the 
timely initiation of a transitional care process, given the subjectivity and indefinability of 
readiness. This intricate interplay poses a substantial challenge for professional caregivers 
seeking to initiate the transitional care process and facilitate a timely transition decision.

Furthermore, older people and informal caregivers’ satisfaction with the timing and actual 
transition decision was related to the perceived satisfaction with the care at the nursing 
home. Initially, this could suggest that the transitional care experiences are not related 
to the care outcomes such as ‘feeling at home’ (59) for older individuals and ‘reduced 
care burden’ (60) for informal caregivers. More specifically, satisfaction or dissatisfaction 
with nursing home care is the only relevant factor in the transition process. However, 
the ability to make a shared, timely, and informed transition decision is directly related 
to the satisfaction with the nursing home. A well-executed transitional care plan enables 
informed decision-making by allowing older people and informal caregivers to familiarize 
themselves with various nursing home settings, potentially visiting different facilities at 
different times. The ultimate goal of the care plan should centre on creating an environ-
ment that focuses on making older people and informal caregivers feel at home. This 
entails meticulous consideration and alignment of their distinct needs and preferences 
concerning future care.

Finally, the realization of a timely, shared decision is unattainable due to strict organi-
zational and financial barriers between home and nursing home care (61). Each health 
organization is still considered an individual entity rather than linked in a continuous 
chain. Changes could be made to bridge that gap.
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2. A timely transition decision
The upcoming paragraphs discuss the uncertainty and arbitrariness surrounding the idea 
of ‘optimal transitional care timing’. The timing of a transition decision is influenced by 1) 
negative perceptions regarding nursing homes; 2) the promotion of sustainable living at 
home; and, 3) the financial and organizational barriers. There are some instruments and 
recommendations to aid the transition decision. Nevertheless, it remains a longitudinal 
concept characterized by doubt.

Timeliness was an important concept concerning transitional care in this dissertation. 
The majority of definitions delineating transitional care overlook the significance of a 
timely transition decision (49, 62). Only Naylor et al. (2006/2011) specifically emphasized 
the importance of a timely transition process when defining transitional care (63, 64). 
However, the literature lacks practical indicators or parameters to gauge the timeliness of 
a transition decision. Notably, the study by Cole et al. (2018), aimed at determining the 
existence of an optimal transition time, failed to distinctly define this ‘optimal transitional 
care timing’ (51). Consequently, the ‘right time’ for a transition decision remains indefin-
able and it remains a subjective term in the literature (65). Different factors explain why 
the timeliness of transitional care remains arbitrary.

Specifically, there are negative perceptions and stigmatization concerning a nursing home 
move. The care triad feels the need to justify the transition decision for themselves and 
others. Informal caregivers, in particular, tend to wait until there is an imminent threat 
to the health of the older person or themselves before making a transition decision. The 
decision is often led by the emergence of a ‘tipping point’ (e.g. the older person wanders 
outside while the informal caregiver is grocery shopping) (66). However, this dissertation 
and corroborating research posit that for an effective transition, such a ‘tipping point’ 
must coincide with the availability of immediate access to a nursing home (66). In the 
Netherlands as well as other countries, this synchronicity is rare as the availability of 
nursing home beds is scarce (67). Older people and informal caregivers face prolonged 
waits, allowing doubts to arise and possibly leading to the retraction of the transition 
decision when the home situation temporarily stabilizes. This doubt has the potential 
to precipitate a crisis, resulting in a hastened and uncoordinated care process, thereby 
impacting the outcomes for everyone involved. This dissertation and the study by Cole et 
al. (2018) show that the transition decision is not a singular event but a lengthy process 
characterized by doubt.

Moreover, older people and informal caregivers exhibit a preference for the familiarity and 
comfort of their homes. Research indicates that older individuals spend approximately 
72% of their time at home (68). Particularly for people living with dementia, home symbol-
izes physical health (69), independence, and autonomy (70). It is seen as a haven where 
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older people have privacy, where they are in control, and can maintain daily routines 
and hobbies (71, 72). It is the place associated with feeling safe and secure. Moreover, 
the environment and services surrounding the home have important implications for the 
quality of life (71, 73). However, when older individuals are diagnosed with dementia, 
living at home becomes challenging and risky and the advantages associated with living 
at home may gradually be lost (74, 75). In that stage, nursing homes may improve older 
people’s quality of life, by ensuring their safety, enabling social contacts, and guaranteeing 
constant care provision (76).

Nonetheless, the majority of older people indicate the importance of ageing at home 
rather than relocating to a nursing home (77, 78). Consequently, the promotion of sustain-
able living at home for older people has become a global governmental priority (79). This 
is also true in the Netherlands, where recently the Ministry of Health, Welfare and Sports 
developed a governmental programme aiming to facilitate independent living at home 
for as long as possible (WOZO) (80). Despite this being supported by older individuals 
themselves, this emphasis on remaining at home may impose an increasing burden on 
informal caregivers, particularly considering the anticipated decline in the number of 
informal caregivers over time (77, 80). Furthermore, this focus on ‘as long as possible’ 
can contribute to the stigmatization of already scrutinized long-term care facilities (54), 
potentially complicating the already intricate and emotionally charged transition decision 
for older people and informal caregivers (81). This is especially the case for informal 
caregivers who are often conflicted between attending to the care needs of older indi-
viduals while balancing their own needs and abilities (81). This governmental emphasis 
may induce heightened feelings of pressure and guilt from society. This can intensify the 
stress surrounding the transition decision (82) and can potentially lead to postponing the 
nursing home transition, thereby risking a crisis that could adversely affect the adjust-
ment and acceptance of nursing home living (83).

Finally, this dissertation highlights that organizing a timely and well-coordinated care 
process is fraught with challenges due to financial and organizational barriers. Various 
factors influenced the timing of the transition decision, with the regulations of the 
Dutch healthcare system exerting a particularly significant influence. More specifically, 
the government funds long-term care facilities, which allow older people and informal 
caregivers to choose a nursing home that best fits their needs. It facilitates the transition 
decision that is independent of financial resources. However, governmental support also 
means that older people must fulfil specific conditions before gaining access to long-term 
care support (84). The foremost condition necessitates a requirement for 24-hour care 
and supervision (85). However, this level of care has a significant impact on the lives of 
informal caregivers, who may face heightened care burden when caring for older indi-
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viduals with advanced dementia. The time to make an informed and shared decision 
might become tighter. This circumstance may impede the ability to make a timely and 
mutually shared decision, potentially increasing the likelihood of a crisis.

Some studies have developed instruments to aid the transition decision. However, these 
instruments are not validated or do solely focus on one participant of the care triad. For 
example, Roy et al. (2018) conducted a systematic review to identify a set of factors to 
determine the need for a nursing home move for older people. They identified 88 potential 
factors that could influence the transition decision (86). However, it is impractical to bring 
all these different factors into practice.

This dissertation was not able to establish a clear set of criteria for timely transitional care. 
The studies suggest that older people aspire to be individuals who maintain autonomy 
and have social connections. Consequently, the absence of these essential needs in 
the home environment could serve as an indication for moving into a nursing home. 
Additionally, a timely care transition could be facilitated by regular communication with 
a trusted professional caregiver who provides information and support for both older 
people and informal caregivers. This is often referred to as shared decision-making (87).

3. A shared transition decision
Currently, there is a mismatch between anticipated shared decision-making and actual 
decision-making processes in practice. When making transitional care decisions, both 
informal caregivers and professional caregivers face challenges.

Contrary to the timeliness of the transition decision, consensus exists regarding the 
imperative need for shared decision-making in transitional care.

‘Shared decision-making is an approach where clinicians and patients make 
decisions together using the best available evidence. Patients are encouraged 
to think about the available screening, treatment, or management options 
and the likely benefits and harms of each so that they can communicate their 
preferences and help select the best course of action for them. Shared decision-
making respects patient autonomy and promotes patient engagement (87).’

When comparing the definition of shared decision-making with the decision-making 
process as experienced by the care triad, shared decision-making was non-existent.

First, the definition of shared decision-making focuses on an equal partnership between 
professional caregivers and clients during the decision-making process (87). Contrarily, 
during the transitional care process, transition decisions are mostly made by the informal 
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caregivers and their families. (66, 82). Informal caregivers and professional caregivers often 
want to protect older people. They assume that the older person’s cognitive decline might 
mean that they do not fully understand the implications of a transition decision. Informal 
caregivers and professional caregivers fear that the older person’s lack of understanding 
could confuse them, which could negatively impact their well-being and elicit negative 
emotions such as anger and sadness. Therefore, the majority of older individuals were 
eventually excluded from the transition decision. However, not involving older people 
can lead to feelings of detachment from their previous life and experienced difficulties in 
feeling at home (83, 88). This discontinuity in the care process can impact the adjustment 
and acceptance of the new living situation (89). It may even have health implications, 
as evidenced by Laughlin et al.’s study (2007), which associated forced admission with 
increased mortality one year after the move (90).

Secondly, a clear partnership during the transition decision, an intricate part of shared 
decision-making, was absent (87). This dissertation underscores the importance of an 
equal partnership with a professional caregiver to arrive at a well-informed decision. 
Professional caregivers exert significant influence over the participation of older people 
and informal caregivers in transition decisions (91) and may also impact the timing 
of such transitions. However, the care style and levels of involvement among profes-
sionals vary. The question persists: what type of care style best facilitates the transition 
process? Existing literature indicates that some older people and informal caregivers 
seek confirmation from professional caregivers regarding the necessity of a transition 
(92). Nonetheless, studies by Kraun et al. (2022) and Dyrstad et al. (2015) suggest that 
an assertive care style may jeopardize the shared nature of the decision (91, 93). This 
balance between confirmation of the necessity of a transition and actually making the 
decision is difficult. Finally, the definition of shared decision-making emphasizes the avail-
ability of the necessary information for optimal care decisions (87). Currently, the care 
triads lack essential information regarding the transitional care process (e.g. information 
about the date of the move).

The comparison between the definition of shared decision-making and decision-making 
during transitional care highlights a clear mismatch. The relative absence of shared deci-
sion-making during transitional care may impede the transitional care process. Therefore, 
other academics and the researchers in this dissertation advocate for advanced care 
conversations at the earliest opportunity (94), taking into account that older people are 
still capable of making informed decisions (95). According to the research team behind this 
work for this dissertation, a shared transition decision is possible when initiating timely 
conversations regarding future care. This approach enables the active participation of 
older people with dementia at a stage where the disease is less advanced. Consequently, 
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they can articulate their needs, preferences, and desires concerning future care. It should 
be emphasized that care needs change over time and are influenced by the surrounding 
context. Therefore, a single advanced care conversation might not always accurately 
capture older people’s future care wishes, and repeated conversations will often be 
needed. Furthermore, the researchers posit that professional caregivers can assume a 
more integral role in this decision-making process by communicating their perspective 
on when a care transition is deemed necessary. This is also confirmed by Kraun et al. 
(2023) who found that professional caregivers have a pivotal role in empowering older 
people and informal caregivers during transition decisions (96). This not only alleviates 
the burden on informal caregivers but also ensures that the decision to transition is a 
shared endeavour. Moreover, the early initiation of discussions allows for the gathering 
of comprehensive information and facilitates a thorough exploration of various care 
possibilities. This proactive approach contributes to a more informed and collaborative 
decision-making process in the realm of transitional care. Hopefully, this aids older people 
and informal caregivers to feel at home in the nursing home.

Implications

1. Practice and policy
This dissertation addresses crucial considerations for professional caregivers and policy-
makers engaged in the intricate transition process from home to a nursing home.

Firstly, older people with dementia should be asked about their past and present life and 
care experiences. This enables professional caregivers to create a deeper understanding 
of older people’s perspectives of potential, future nursing home care. The active involve-
ment of individuals with dementia in their transitional care process is paramount (97). 
This can be achieved by the timely starting of the transition discussion together with 
the older person when they are still able to participate in the conversation. This enables 
older individuals to share their future care wishes and perspectives. Additionally, by the 
timely familiarization of the older person with their potential future residence, they might 
be more open to converse about the sensitive topic as the transition decision becomes 
imminent. If these conversations are done in time, it might alleviate the caregiving burden 
as informal caregivers are informed concerning the older people’s future care wishes.

Secondly, it is essential to ensure that informal caregivers receive ample support, fostering 
shared decision-making to alleviate some of the caregiving burden. A trusted professional 
caregiver, family, and peers who have experienced the challenges associated with tran-
sitional care should ideally offer this support. Furthermore, a designated professional 
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caregiver should guide and lead the transition process. Ideally, this trusted professional 
caregiver should be involved in the lives of the older individuals and informal caregivers 
before the start of the transition process. In the Netherlands, the dementia case manager 
can provide that support and trust. Policymakers should consider extending the role of 
dementia case managers to the post-transition, facilitating collaboration among profes-
sionals during this period. Currently, dementia case managers are allowed to remain 
involved until 6 weeks after the move. However, in practice, this rarely happens due to 
time constraints. Therefore, efforts should be made to alleviate the workload and better 
embed the role of the dementia case manager in the post-transition phase. Routine care 
for these professionals should encompass continuous support and guidance during the 
post-transitional phase.

Thirdly, professional caregivers must be educated on the longitudinal nature of transition 
decisions, emphasizing the need for time, information, communication, and support to 
facilitate a shared transition decision. Defining the ideal time to consider a transitional 
care move is difficult. However, if older people are no longer able to live an autonomous, 
individual, and social life, a transition decision might be warranted. Therefore, profes-
sional caregivers should evaluate these exigencies as part of daily care. Rather than simply 
focusing on caregiver burnout and the physical health of older people.

Fourthly, nursing home staff should introduce themselves before the move. Enhancing 
the transition process involves a gradual introduction between the care triad at home and 
the staff at the nursing homes. More specifically, before the actual move, older people 
and informal caregivers should be introduced to the staff of the nursing home who will 
provide care in the post-transition phase. This introduction ideally takes place through a 
series of meetings, providing ample opportunity for mutual understanding and enabling 
nursing home staff to familiarize themselves with the habits, routines, and preferences 
of older individuals. Moreover, instead of relying solely on written handovers, profes-
sional caregivers should sit together regularly and collaboratively prepare for impending 
care transitions.

Finally, policymakers and care organizations should focus on defragmenting the tran-
sitional care process to create a continuous transition process from home to a nursing 
home. It also requires organizational changes, such as shared access to health and care 
information, to ensure continuity of care. Additionally, policymakers should contribute 
to the development of living initiatives that challenge the currently fragmented health-
care system. One example of this is the concept of vital communities. Vital communities 
strive to establish mutually beneficial partnerships with professional caregivers, allowing 
older people to age in place while receiving the necessary care to ensure safety and 
alleviate burden (98, 99). Another pragmatic approach, adopted by a Dutch care organi-
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zation, enables professional caregivers in the home care setting to continue providing 
care once the older person resides in a nursing home. This not only guarantees a more 
continued care process but it provides more support to older individuals and informal 
caregivers as they have a trusted and familiar professional caregiver in their new living 
environment. Innovative nursing homes should prioritize the establishment of an environ-
ment that enables older people and informal caregivers to experience a sense of home 
and familiarity, despite the facility not being their residence. Achieving this requires a 
patient-centred reorganization of the financial system. Incentives can be foreseen to 
aid professional caregivers in coordinating the transition. Such incentives are important 
as Wieczorek et al. (2022) et al. found that financial incentives could improve the care 
process. Nevertheless, incentives are not enough as they may only have short-term 
improvements and the long-term care outcomes remain uncertain (100, 101). However, 
these financial and organizational barriers cannot be resolved immediately. The improve-
ment of the transitional care process is possible within the current healthcare system. It 
does require care organizations and professional caregivers to think resourcefully, and 
it requires an innovative mindset. Currently, healthcare regulations are still identified as 
an inevitable barrier to transitional care.

2. Research
The results and discussion presented in this dissertation have unveiled several unre-
solved queries that warrant further investigation to enhance the transition from home 
to a nursing home.

Firstly, research should focus on the involvement of older people with dementia. Currently, 
older individuals are often excluded from research as their consent to participate in 
research studies hinges on the ability of a person to comprehend the information and 
implications presented (102). Moreover, classic data collection methods such as inter-
viewing are not always feasible for older people experiencing more advanced dementia. 
Future research should therefore explore emerging innovative consent forms and data 
collection methods for obtaining informed consent among cognitively impaired indi-
viduals (26, 103). Consequently, future research should aim to comprehensively explore 
the experiences and perspectives of older people with dementia throughout all three 
phases of the transition from home to a nursing home, irrespective of their dementia 
severity. This could be achieved by conducting prospective research as it allows for more 
precise information on the needs of older people with dementia during transitional care.

Secondly, a comprehensive transitional care intervention, that encompasses the three 
transitional care phases and integrates the care needs, wishes, and experiences of older 
people and informal caregivers does not currently exist. Therefore, future research 



General discussion

181

7

should focus on the development of such an intervention that includes the three phases 
of the transition process as well as the perspectives of the entire care triad. Moreover, 
the intervention should focus on the key needs identified in the TRANSCIT model. More 
specifically, the intervention should focus on the partnership of the care triad by providing 
information, efficient communication, practical/emotional support, and sufficient time. 
These key needs can be facilitated by the implementation of important intervention 
components, such as education, relationship/communication, and improving emotional 
well-being. Future research should concentrate on determining the feasibility of imple-
menting such a comprehensive transitional care initiative.

Thirdly, a notable absence of a standardized quality-monitoring system for transitional 
care during the transition from home to a nursing home exists. Therefore, monitoring 
potential improvements in the transitional care pathway is difficult (104). Researchers 
should emphasize defining optimal transitional care and establishing uniform outcome 
measures to facilitate the evaluation of transitional care processes (48, 49).    
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Summary 

The transition from home to a nursing home is a common care process, especially for older 
people with dementia. It is an emotionally challenging process that is often fragmentized. 
This fragmentation is related to negative outcomes for older people, informal caregivers, 
and professional caregivers. Enhancing the care process necessitates a thorough explora-
tion of the experiences of older people with dementia, informal caregivers, and profes-
sional caregivers across the three phases of transitional care. This approach enables 
a deeper comprehension of the underlying mechanisms that contribute to currently 
experienced adverse outcomes.

This dissertation aims to contribute to the theoretical understanding of the transitional 
care process and give directions for enhancing this process by capturing the transitional 
care experiences and needs of older people with dementia, informal caregivers, and 
professional caregivers throughout the transition from home to a nursing home. This 
chapter provides the summaries of the studies conducted in this dissertation.

Chapter 1 presents an introduction to this dissertation. It provides background and 
numerical information regarding paramount key concepts. Information is provided about 
dementia prevalence and pathophysiology, the concept of transitional care, the transi-
tion pathway from home to a nursing home within the Dutch healthcare system, and the 
implications of that transition on the care triad. The introduction ends by providing an 
overview of the upcoming chapters and their respective research inquiries.

Chapter 2 presents the results of a comprehensive overview of the needs of older people 
and informal caregivers during the transition from home to a nursing home. A literature 
review was conducted using the electronic databases CINAHL and PubMed to capture 
these needs. The included studies had to enquire about older people and/or informal 
caregivers’ experiences, needs, identified barriers, or facilitators during the transition 
process. The extracted data were mapped to the three phases of the transition, leading 
to the TRANSCIT model. The TRANSCIT model was preliminarily validated by a group of 
experts in research and practice. The model identifies four key needs including informa-
tion, communication, support, and time to improve the transition process. These key 
needs can be realized by a partnership between the care triad. The model could become 
a guideline to reduce fragmentation and optimize the transition from home to a nursing 
home.

The TRANSCIT model guided the research questions of Chapters 3 and 4. Chapter 3 
captures the perspectives of older people with dementia regarding a potential move 
to a nursing home and their wishes for future care. This study followed a qualitative 
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phenomenological design. The perspectives of eighteen community-dwelling older people 
living with dementia were explored. Data analysis consisted of a stepwise interpretive 
phenomenological analysis. The results indicated that the majority of older people living 
at home feared the idea of potentially having to move to a nursing home. Nevertheless, 
the participants stated that they wished to remain autonomous individuals who are in 
contact with others should they ever move to a nursing home. These wishes were identi-
fied by asking older people about their current and past experiences with care provision. 
This indicates that professional caregivers should listen to older people’s life stories to 
understand their care needs and wishes. Moreover, these results provide insight into a 
potential ‘suitable time’ to suggest a move to a nursing home.

Chapter 4 examines the experiences of informal caregivers during the transition from 
home to a nursing home. This chapter uses an interpretative phenomenological design 
to capture the experiences of 24 informal caregivers caring for a person with dementia. 
The data analysis method was interpretative phenomenological analysis. The informal 
caregivers experienced the transitional care process as being paradoxical. Firstly, they 
experienced both positive and negative emotions. Secondly, they indicated the need 
for a timely transitional care process. Conversely, they all postponed the nursing home 
transition for as long as possible. Finally, they experienced an internal struggle between 
the need to be involved and the need to distance themselves in the care process. These 
paradoxes were all influenced by the healthcare system.

The adverse and paradoxical experiences documented in prior studies have prompted 
an inquiry into existing transitional care interventions designed to improve the quality 
of transitional care. Consequently, Chapter 5 provides a summary of existing interven-
tions aiming at improving the transition from home to a nursing home. Moreover, the 
effectiveness and key components of the identified interventions are presented. The 
scoping review was performed utilizing the databases PubMed, EMBASE, PsycINFO, 
Medline, and CINAHL. This scoping review identified seventeen studies describing 
thirteen distinct interventions. The majority of the studies were conducted in the United 
States and employed a randomized control trial design. Eight of the identified interven-
tions were multicomponent. These are interventions conducted over multiple weeks/
months and comprised of different intervention elements. The remaining five were 
single-component interventions. These interventions were smaller and focused on a 
specific part of the transition pathway. From the multicomponent interventions, seven 
intervention components were identified: education, relationships/communication, 
improving emotional well-being, personalized care, continuity of care, support provision, 
and ad hoc counselling. The outcomes of the interventions were difficult to compare, 
as they were heterogeneous. The majority of these interventions focused on nursing 
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home adjustment, with only one study including the entire transition pathway. These 
results suggest a mismatch between theoretically defined ‘optimal transitional care’ and 
currently existing care initiatives. Further information is needed on the experiences of the 
care triad to enable the improvement/development of transitional care interventions.

The disparity between theory and practice prompted the initiation of a final study. Chapter 
6 presents a prospective, multiple-case study using the patient journey mapping method-
ology. The study followed the journey of five care triads of older people with dementia, 
informal caregivers, and professional caregivers throughout the transition from home to 
a nursing home. The goal was to capture the experiences of the care triads and facilitate 
more insight into the care process. The study was conducted over 18 months using semi-
structured interviews, follow-up moments, and logbooks to capture the experiences. All 
this data was analysed using individual and cross-case analysis. The prospective view 
identified a lack of control experienced by the care triads throughout the entire transition 
process. This lack of control and unpredictability was related to three factors. First, there 
was a dependency among the members of the care triad. Each participant felt dependent 
on other participants leading to a perceived lack of control. Secondly, there was a reactive 
rather than proactive transition decision. More specifically, participants had difficulties 
in identifying the right transition time. They doubted the transition decision due to 
uncertainties regarding the timing of the move, societal taboos, and government policy. 
Thirdly, there was a discontinued transition process. Different professional caregivers 
were responsible for a small part of the transition. This led to miscommunication of 
information and inconsistency during the handover of care. More research is needed to 
empower the care triad enabling an optimal transitional care process.

Chapter 7 summarizes the main findings of the dissertation. It reflects on the meth-
odological and theoretical considerations of the different studies. Moreover, practice 
and policy implications give some guidance to improving the transition pathway. Finally, 
suggestions for future research are given.
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Samenvatting

De verhuizing van thuis naar een verpleeghuis is een veelvoorkomend zorgproces, voorna-
melijk voor oudere mensen met dementie. Het is een emotionele uitdaging die regelmatig 
gefragmenteerd verloopt. Deze fragmentatie resulteert in complicaties voor ouderen, 
mantelzorgers en professionele zorgverleners. Het verbeteren van het zorgproces vereist 
een grondige verdieping in de ervaringen van ouderen met dementie, mantelzorgers en 
professionele zorgverleners in de drie fasen van de transitie. Deze onderzoeksmethode 
kan leiden tot een beter begrip van de onderliggende mechanismen die ten grondslag 
liggen aan deze complicaties. 

Dit proefschrift heeft tot doel bij te dragen aan het theoretisch begrip van het transitie-
proces en om richtlijnen te geven voor het verbeteren van dit proces door de ervaringen 
en behoeften vast te leggen van ouderen met dementie, mantelzorgers en professionele 
zorgverleners tijdens de transitie van thuis naar een verpleeghuis. Dit hoofdstuk omvat 
een samenvatting van de studies die in dit proefschrift zijn uitgevoerd.

Hoofdstuk 1 biedt een inleiding op dit proefschrift. Het omvat achtergrondinformatie en 
numerieke gegevens over de belangrijkste concepten binnen het onderzoeksveld. Het 
hoofdstuk verstrekt daarnaast informatie inzake de prevalentie en pathofysiologie van 
dementie, het concept van transitie, het verhuistraject van thuis naar een verpleeghuis 
binnen het Nederlandse gezondheidszorgsysteem en de implicaties van die transitie voor 
de zorgdriehoek. De inleiding eindigt met een overzicht van de komende hoofdstukken 
en hun respectievelijke onderzoeksvragen.

Hoofdstuk 2 presenteert het overzicht van de behoeften van ouderen en mantelzorgers 
tijdens de transitie van thuis naar een verpleeghuis. Om deze behoeften te identificeren 
werd een literatuuronderzoek uitgevoerd met behulp van de elektronische databases 
CINAHL en PubMed. Een vereiste voor de opgenomen studies is een onderzoeksveld dat 
gecentreerd is rond de ervaringen, behoeften, geïdentificeerde barrières of facilitators 
van ouderen en/of mantelzorgers tijdens het transitieproces. De verzamelde gegevens 
werden in kaart gebracht binnen de drie fasen van de transitie, wat resulteerde in het 
TRANSCIT-model. Het TRANSCIT-model werd preliminair gevalideerd door een groep 
experts op het gebied van onderzoek en praktijk. Het model identificeert vier belangrijke 
behoeften, namelijk informatie, communicatie, ondersteuning en tijd. Deze noden zijn 
noodzakelijke factoren om het transitieproces te verbeteren. Deze behoeften kunnen 
vervuld worden door een partnerschap te realiseren met de zorgdriehoek. Het TRANSCIT-
model kan een algemene richtlijn worden om de kans op fragmentatie te verminderen 
en de transitie van thuis naar een verpleeghuis te optimaliseren.
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Het TRANSCIT-model leidde tot de onderzoeksvragen die in hoofdstukken 3 en 4 aan bod 
komen. Hoofdstuk 3 legt de perspectieven vast van ouderen met dementie met betrek-
king tot een mogelijke verhuizing naar een verpleeghuis en hun wensen voor toekomstige 
zorg. Deze studie volgde een kwalitatief fenomenologisch design, waar de perspectieven 
van achttien thuiswonende ouderen met dementie werden onderzocht. Daarnaast volgde 
de gegevensanalyse een stapsgewijze interpretatieve fenomenologische methode. De 
resultaten toonden aan dat de meerderheid van de ouderen die thuis woonden angstig 
waren ten aanzien van het idee dat ze mogelijk naar een verpleeghuis zouden verhuizen. 
Ondanks de ervaren angst, verklaarden de deelnemers dat ze autonome individuen die 
in contact staan met anderen wilden blijven als ze ooit naar een verpleeghuis zouden 
verhuizen. Deze wens werd geïdentificeerd door ouderen te vragen naar hun huidige en 
eerdere ervaringen met het ontvangen van zorg. Dit geeft aan dat professionele zorg-
verleners naar de levensverhalen van ouderen moeten luisteren om hun zorgbehoeften 
en -wensen te begrijpen. Bovendien bieden deze resultaten inzicht in een potentieel 
’geschikt moment’ om een verhuizing naar een verpleeghuis voor te stellen.

Hoofdstuk 4 onderzoekt de ervaringen van mantelzorgers tijdens de transitie van thuis 
naar een verpleeghuis. Dit hoofdstuk maakt gebruik van een interpretatief fenomenolo-
gisch design om de ervaringen vast te leggen van 24 mantelzorgers die voor een persoon 
met dementie zorgen. De gegevens werden geanalyseerd volgens een interpretatieve 
fenomenologische methode. Hieruit volgde dat de mantelzorgers het transitieproces als 
paradoxicaal ervaarden. Ten eerste beleefden ze zowel positieve als negatieve emoties 
tijdens het proces. Daarnaast gaven ze aan behoefte te hebben aan een tijdig transitie-
plan. Desalniettemin stelden alle participanten de transitie naar het verpleeghuis zo lang 
mogelijk uit. Ten slotte voerden de mantelzorgers een interne strijd tussen de behoefte 
om betrokken te zijn en de behoefte om afstand te nemen in het zorgproces. Al deze 
paradoxen werden beïnvloed door de manier waarop het gezondheidszorgsysteem in 
Nederland is georganiseerd.

De negatieve en paradoxale ervaringen die in eerdere studies werden gedocumenteerd 
hebben geleid tot een eigen onderzoek naar bestaande transitie-interventies met als 
doel de kwaliteit van het huidige transitieproces te verbeteren. Als gevolg hiervan geeft 
hoofdstuk 5 een samenvatting van de bestaande interventies gericht op het verbeteren 
van de transitie van thuis naar een verpleeghuis. Daarnaast worden de effectiviteit en 
de belangrijkste componenten van de geïdentificeerde interventies gepresenteerd. 
De scoping review werd uitgevoerd met behulp van de databases PubMed, EMBASE, 
PsycINFO, Medline en CINAHL. Deze review identificeerde zeventien studies die dertien 
verschillende interventies beschreven. De meerderheid van deze studies werd uitge-
voerd in de Verenigde Staten en maakte gebruik van een gerandomiseerd gecontroleerd 
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onderzoeksdesign. Acht van de geïdentificeerde interventies waren multi-componenten 
interventies. Dit zijn interventies die over meerdere weken/maanden worden uitgevoerd 
en bestaan uit verschillende interventie-elementen. De overige vijf interventies waren 
enkelvoudig. Deze interventies waren kleiner en gericht op een specifiek onderdeel van 
het transitieproces. Uit de multi-componenten interventies werden zeven interventiecom-
ponenten geïdentificeerd: educatie; relaties/communicatie; verbetering van emotioneel 
welzijn; gepersonaliseerde zorg; continuïteit van zorg; ondersteuningsverlening; en ad 
hoc counseling. Een vergelijking van de resultaten van de interventies bleek moeilijk, 
gezien deze heterogeen waren. De meerderheid van de interventies richtte zich namelijk 
op het aanpassen aan wonen in een verpleeghuis, waarvan slechts één studie het hele 
transitieproces omvatte. Deze resultaten suggereren een mismatch tussen theoretisch 
gedefinieerde ‘optimale transitiezorg’ en momenteel bestaande zorginitiatieven. Er is 
nood aan meer informatie ten aanzien van de ervaringen binnen de zorgdriehoek om 
verbeteringen of verdere ontwikkelingen van transitie-interventies mogelijk te maken 
of door te voeren.

De bestaande onbalans tussen theorie en praktijk heeft geleid tot een laatste studie. 
Hoofdstuk 6 beschrijft deze prospectieve, meervoudige casestudy uitgevoerd volgens 
de methodologie van de ‘patiëntenreis’. De studie volgde het verhaal van vijf zorgdrie-
hoeken, bestaande uit ouderen met dementie, mantelzorgers en professionele zorgver-
leners tijdens de transitie van thuis naar een verpleeghuis. Het onderzoek doelde op 
het vastleggen van de ervaringen van de zorgdriehoeken en op meer inzicht verwerven 
in het zorgproces. Het onderzoek liep achttien maanden en maakte gebruik van semi-
gestructureerde interviews, follow-up momenten en logboeken om de ervaringen van 
de participanten vast te leggen. Alle gegevens werden geanalyseerd door middel van 
individuele en crosscase-analyse. De resultaten brachten een gebrek aan controle aan het 
licht die werd ervaren door de zorgdriehoeken gedurende het hele transitieproces. Dit 
gebrek aan controle en voorspelbaarheid kon toegewezen worden aan drie factoren. Ten 
eerste bestond een onderlinge afhankelijkheid binnen de zorgdriehoek. Iedere deelnemer 
voelde zich namelijk afhankelijk van de andere deelnemers. Daarnaast was de transitie-
beslissing reactief in plaats van proactief. Meer specifiek hadden deelnemers moeite 
om het goede transitiemoment te identificeren. Ze twijfelden aan de transitiebeslissing 
vanwege onzekerheden over het tijdstip van de verhuizing, maatschappelijke taboes en 
het bestaande overheidsbeleid. Ten derde was er sprake van een gefragmenteerd tran-
sitieproces. Verschillende professionele zorgverleners waren verantwoordelijk voor een 
klein onderdeel van de transitie. Dit leidde tot miscommunicatie en onregelmatigheid van 
zorg tijdens deze transitie. Meer onderzoek is nodig om de zorgdriehoek te versterken 
en een optimaal transitieproces mogelijk te maken.
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Hoofdstuk 7 vat de belangrijkste bevindingen van het proefschrift samen. Het reflecteert 
op de methodologische en theoretische overwegingen van de verschillende studies. 
Daarnaast geven praktijk- en beleidsimplicaties enige richting voor het verbeteren van 
het transitieproces. Ten slotte worden suggesties gegeven voor toekomstig onderzoek.



9



Chapter 9

Impact





Impact

203

9

Impact

This chapter provides insight into the impact of the outcomes of this dissertation on 
practice and future research. First, this chapter delineates small changes that can positively 
influence the experiences of the care triad during the transition process. Secondly, the 
implications for future research are provided. Finally, the dissemination of the findings 
on a national and international scale is detailed.

Small changes can have a great impact
This research highlights the substantial impact that professional caregivers can have in 
facilitating the care process. While comprehensive financial and organizational changes 
are indispensable to defragment and optimize transitional care, small adjustments in 
daily practice can already yield significant benefits for future care triads embarking on 
the transition from home to a nursing home.

Change 1: guiding the way – the essential partnership within a care triad
Throughout the transition from home to a nursing home, establishing a partnership among 
professional caregivers, older people, and informal caregivers is crucial. This is regard-
less of the transition process ending with a move to a nursing home. Consequently, the 
appointment of a dedicated professional caregiver is recommended to provide essential 
guidance and initiate this collaborative effort. Within this partnership, equality should 
be maintained, ensuring that individuals, including older people with dementia, are 
fully informed and actively involved in the care process. This would not just alleviate the 
burden for the informal caregivers (1); it would also help older individuals’ acceptance 
of the transitional care decision (2, 3).

In the Netherlands, the dementia case manager should actively guide the care triad 
throughout the transition process. They should be involved in the care process, prefer-
ably as soon as possible, enabling a bond of trust and mutual respect. This dissertation 
underscores the pivotal role of trust in facilitating discussions regarding transition. The 
primary responsibility of the dementia case manager lies in centralizing information and 
disseminating it to the relevant partners in the transition process. Moreover, as dementia 
case managers leverage extensive knowledge, they should guide the members of the 
care triad by informing them of the care possibilities and preferably suggesting the best 
care option tailored to each unique situation. This research has shown that support and 
guidance by dementia case managers are appreciated during the transition decision (4, 5).
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Lastly, policymakers have to allow these dementia case managers to continue their 
caregiving role beyond the mid-transition. The trusted care professional plays a critical 
role in the provision of practical and emotional support at the start of the post-transition 
phase.

Change 2: it is never too early for a timely conversation
Throughout this dissertation, the researchers found that the majority of older people and 
informal caregivers moved to a nursing home after the occurrence of a crisis. This often 
results in a hurried and fragmented transitional care pathway. Therefore, professional 
caregivers should initiate discussions regarding the transitional care process proactively. 
When older people are no longer able to live an autonomous, individual, and social life, 
a transitional care process might become inevitable. Nursing homes can alleviate the 
care burden of informal caregivers and improve the quality of life of older individuals. 
Therefore, the ideal time for this discourse is as soon as a foundation of trust is estab-
lished among the participants of the care triad. The majority of dementia case managers 
who participated in the studies were able to gain the trust of older people and informal 
caregivers. The study by Afram et al. (2015) recommends discussing transitional care at 
an early stage (6), but this early stage was not defined. However, research has shown 
that older people and informal caregivers should feel ready to discuss the transition 
(7). Dementia case managers can support older individuals and informal caregivers to 
establish this feeling of readiness. Nevertheless, these conversations have to be recurrent, 
occurring at various junctures within the care process.

During these discussions, professional caregivers should focus on providing informa-
tion on the care options (e.g. the different nursing home types, moving in with family, 
or providing more support at home). They should also articulate the consequences 
associated with deferring specific care decisions, elucidating the potential outcomes of 
postponing a nursing home move, for instance. Timely conversations can have significant 
benefits as they allow for timely information, and the possibility to share the decision 
as the older person is more able to have cognitive dialogues. These conversations can 
lead to a timely move. Moreover, a timely transition discussion enables a gradual care 
process. For instance, older people and informal caregivers can take the time to visit 
multiple nursing homes, familiarizing themselves with the environment and staff.

Even after a move into a nursing home, the timing of information provision remains 
paramount. Specifically, on the day of the relocation, the focus should shift towards 
introducing staff and acquainting oneself with the nursing home. Delicate subjects, such 
as advance care planning and other emotionally charged topics, are to be addressed at 
more suitable times, avoiding unnecessary stress on the day of the move.
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Change 3: dismantling taboos surrounding dementia and nursing homes
From the results in this dissertation, it became apparent that stigmatization and taboos, 
although not always clearly visible, could significantly affect the transitional care expe-
riences of the care triad. Specifically, older people with dementia are often excluded 
from discussions related to transitional care due to concerns for their well-being. This 
dissertation clearly showed that older people with dementia were able to express their 
experiences and preferences concerning future care. This exclusion may stem from the 
prevailing perception of people with dementia held by others. Notably, half of the general 
population believes that older individuals with dementia are incapable of engaging in 
meaningful conversations (8). Media play a crucial role in either perpetuating or mitigating 
stigmatization and stereotyping (9). Consequently, prioritizing the destigmatization of 
dementia in both research and practice is imperative, possibly through initiatives such 
as anti-stigma and educational campaigns (10).

Furthermore, media coverage during the COVID-19 pandemic exacerbated the negative 
portrayal of nursing homes (11). Even professional caregivers, who support older people 
and informal caregivers throughout the transition process, harbour negative perceptions 
of nursing homes. A potential strategy to destigmatize nursing homes involves shifting 
the current health system’s focus from merely ‘ageing in place for as long as possible’ 
to fostering a comfortable and high-quality life at home. In this context, ‘home’ could 
ideally be a residential home or a nursing home where both older people and informal 
caregivers feel at home. Home is defined as a place of privacy and feeling safe and in 
control. It is associated with being able to maintain hobbies and routines (12, 13). Destig-
matizing dementia and nursing homes will pave the way for more open and constructive 
conversations regarding the topic of transitional care.

The impact on research
This dissertation employed various research methods to derive its findings. Notably, it 
successfully captured the experiences of older individuals with dementia, delving into 
the often taboo subject of transitional care. This is unique considering the predominant 
focus on older individuals without cognitive decline in existing research (14). Throughout 
this dissertation, diverse methods were employed to include older people with dementia 
in the research. Recognizing the difficulty that many older individuals faced in discussing 
transitional care and the perceived threat of moving to a nursing home, the researchers 
facilitated conversations by presenting potential scenarios – for instance, exploring 
hypothetical situations, such as the possibility of a fall or the inability of a spouse to 
provide care, enabling participants to articulate their feelings and express their wishes 
for future care.
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Furthermore, this dissertation advocates the inclusion of questions about past life experi-
ences, recognizing them as predictors of future wishes and perspectives. This is especially 
true for participants experiencing cognitive decline. The researchers asked older people 
with dementia about their past and current life experiences, enabling them to understand 
their future wishes and perspectives. The research studies revealed that a simple act of 
asking questions about the progressive nature of dementia and the need for a potential 
nursing home move provided valuable insights into the wishes and perspectives of older 
individuals. This not only enriched the understanding of the participants’ wishes for the 
future but also offered new insights for their families.

This dissertation provided a prospective view of transitional care, employing the patient 
journey mapping methodology borrowed from marketing research (15). The method-
ology was able to provide an in-depth understanding of the care triad experiences. The 
methodology offered a nuanced understanding of the care triad experiences, shedding 
light on the current transitional care process and the impact of healthcare regulations 
and legislation on outcomes. The prospective perspective facilitated the formulation of 
practical and organizational recommendations to enhance the healthcare system, specifi-
cally addressing the gap between home and nursing home care and its consequences for 
the care experiences. However, it is acknowledged that the employed research method 
is time-intensive and challenging.

The researchers offer suggestions for future studies utilizing similar methodologies. 
They underscore the importance of establishing a strong bond between researchers and 
participants. Specifically, participants need to feel comfortable and motivated to partici-
pate over the extended duration of a care journey, especially, when such a care journey 
takes months or even years. The bond between a researcher and participant allows 
for context information and more in-depth conversations (16). Moreover, researchers 
should possess a deep understanding of the research subject before data collection to 
facilitate comprehensive and relevant inquiries. Providing researchers with adequate time 
to perform the study ensures the flexibility to follow the natural flow of a care journey, 
fostering rapport-building and enhancing data collection.

The findings of this dissertation can serve as a foundation for the improvement of 
existing or the development of new transitional care interventions. One example could 
be the “Partner in Balans” application. This online program is designed to assist informal 
caregivers involved in the care for individuals with dementia. By aiding caregivers in 
adapting to the evolving challenges posed by the disease, the tool facilitates effective 
home care, allowing caregivers to continue their daily lives. The outcomes of this research 
may be integrated as an additional module within the web tool. Once incorporated, the 
insights drawn from the experiences and perspectives of the care triad, as expounded 
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upon in this dissertation, can provide valuable data elucidating the barriers and facilita-
tors intrinsic to the current transitional care process.

Furthermore, the experiences and perspectives of the care triad can serve an instructive 
guide for informal caregivers, aiding their future decision-making processes and providing 
a comprehensive overview of the transitional care pathway. These insights hold the 
potential to contribute to the optimization of transitional care process, thereby enhancing 
the overall transitional care experiences and outcomes for both older individuals and 
their informal caregivers (17).

Dissemination of the findings
The findings of this dissertation have been widely disseminated both nationally and inter-
nationally. Nationally, the researchers have delivered various presentations and lectures 
on transitional care. Specifically, presentations were conducted at Zuyd University of 
Applied Sciences and the Maastricht University within the Faculty of Health, Medicine and 
Life Sciences, highlighting the outcomes of different studies. Moreover, the researcher 
presented the results of her studies to dementia case managers in training and the profes-
sional Association for Professional Caregivers and Nurses (V&VN), educating them on 
transitional care. Furthermore, in collaboration with a participant in the patient journey, 
a presentation was delivered at the “Dialogen Rondom Dementie” event organized by 
the Alzheimer’s Centre Limburg. Additionally, the research from this dissertation has 
been shared within the Living Lab in Ageing and Long-term Care, Limburg (Academische 
Werkplaats Ouderenzorg Limburg), involving presentations at various partner organiza-
tions (e.g. Meander and Zuyderland).

Nearly all studies have undergone submission and publication in peer-reviewed, high-
impact, open-access journals, including notable journals such as JAMDA and The Geron-
tologist. The findings were also presented at multiple international conferences, such as 
the International Scientific Nursing and Midwifery Congress (CARE4), the Gerontological 
Society of America Annual Scientific Meeting (GSA), and the European Geriatric Medicine 
Society (EuGMS). The researcher also presented the dissertation’s results over three 
years as a participant in the European Academy of Nursing Science summer school, an 
esteemed programme bringing together researchers who have made significant contri-
butions to nursing science in Europe.

Beyond academic forums, the researcher was educated to become a health innovator 
and independent researcher as part of TRANS-SENIOR. The European-funded project 
enabled the researcher to gain knowledge, research expertise, and transferable research 
skills. The extensive international network of research experts associated with this project 
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further disseminated the dissertation findings through their formal website and various 
social media channels such as YouTube and LinkedIn.
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Dankwoord 

Toegegeven, ik heb dit moment, het schrijven van het dankwoord zo lang mogelijk 
uitgesteld. En het zal me uiteindelijk enkele weken kosten om de juiste woorden op papier 
te krijgen. Ik vind het namelijk moeilijk om zoveel dankbaarheid, mooie momenten en 
herinneringen simpelweg even neer te pennen. Dat lijkt me te eenvoudig. Ik vraag me 
dan af, kunnen we dit alles herleiden tot enkele woorden op het einde van een boekje. 
Toch ga ik mijn best doen om deze momenten van dankbaarheid te vangen in woorden.

De deelnemers aan het onderzoek
Ik wil starten door mijn oprechte dankbaarheid te uiten aan alle deelnemers van de 
“patient journey”. Bij aanvang van deze studie heb ik u allen verteld dat, vanwege privacy 
redenen, u zou worden geïdentificeerd aan de hand van een nummer, en ik heb u ook 
altijd dat specifieke nummer gegeven. “Vanaf nu bent u casus nummer 5 voor mij”, zei 
ik. Dit bracht altijd een glimlach op uw gezichten. Maar hoewel u op papier een nummer 
bent, voor anderen, heb ik het voorrecht gehad om de mensen achter die nummers 
te leren kennen. Vaak zaten we samen, vergezeld van een heerlijke kop thee of cake, 
urenlang aan tafel te praten over de uitdagende overgang van thuis naar het verpleeghuis. 
Uw openhartigheid en bereidheid om uw ervaringen en verhalen te delen, hebben dit 
onderzoek mogelijk gemaakt.
Het was een voorrecht om te luisteren naar uw verhalen, die doordrenkt waren van emotie, 
liefde en moeilijke beslissingen. U hebt mij een diepgaand inzicht gegeven in de complex-
iteit van deze transitie. Uw woorden waren niet alleen hartverwarmend, maar ook inspir-
erend. Uw veerkracht en liefdevolle zorg voor uw dierbaren hebben diepe indruk op mij 
gemaakt en zullen ongetwijfeld anderen inspireren. Uw bijdrage zal een blijvende impact 
hebben op het verbeteren van de zorg voor mensen met dementie en hun families. Uw 
woorden fungeren als lichtbakens voor anderen die vergelijkbare uitdagingen doormaken.

Ik wil ook graag mijn oprechte dank betuigen aan alle organisaties en zorgverleners 
die hebben deelgenomen aan het onderzoek, specifiek Meandergroep Zuid-Limburg, 
de zorgverleners van Hulp bij dementie parkstad, midden-Limburg en Noord-Limburg. 
Inmiddels zijn we ons allemaal bewust van de immense druk waaronder de zorgsector 
staat. Naast de emotionele belasting hebben jullie te maken met een tekort aan collega’s. 
Ondanks deze uitdagingen hebben velen van jullie de tijd genomen om deel te nemen 
aan de studies en ons door te verwijzen naar de juiste personen. Verschillende zorgverle-
ners hebben me begeleid en me de werking van het zorgsysteem en de obstakels die de 
zorgverlening bemoeilijken, bijgebracht. Jullie inzichten waren waardevoller dan duizend 
boeken samen. Ontzettend bedankt om jullie wijsheid met mij te delen. 
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Het team 
Bedankt aan mijn fantastische promotieteam: Bram, Hilde, Theo, Erik en Jan. Het is een 
voorrecht geweest om met jullie samen te werken. Mijn herinneringen aan ons allereerste 
promotieoverleg op 14 februari 2019, rond Jan’s imposante ronde tafel, zijn nog steeds 
levendig. Ik verwachtte dat jullie me zouden vertellen hoe het project eruit zou gaan 
zien en welke stappen ik moest volgen. Echter, bleef het muisstil en wachtte iedereen 
geduldig tot ik het woord nam.

Jullie gaven me de vrijheid om het project naar eigen inzicht vorm te geven. Hoewel we 
regelmatig discussies hadden over de details, slaagden we er telkens weer in om tot een 
consensus te komen. Het was een waar genoegen om op deze manier aan een project 
te werken. Elk overleg bracht nieuwe inzichten met zich mee. Jullie hadden allemaal 
jullie eigen visie en ideeën, waardoor ik continu nieuwe lessen kon leren en wijsheid kon 
vergaren uit jullie diverse perspectieven. Nogmaals, hartelijk dank voor jullie waardevolle 
bijdrage en de samenwerking.

Bram, ik wil je graag bedanken voor alles wat je voor me hebt gedaan. Eerlijk gezegd kan 
ik me niet veel herinneren van ons eerste sollicitatiegesprek, behalve dat je gedurende 
heel ons gesprek enthousiast was. Je vriendelijke knikjes en glimlach gaven me een gerust-
stellend gevoel, en ik ben er nog steeds niet zeker van of dat kwam door mijn woorden 
of simpelweg door jouw natuurlijke vriendelijkheid. Hoe dan ook, dankzij jou kon ik met 
een goed gevoel de sollicitatie verlaten. Zonder jouw steun was dat niet gelukt.
Vanaf het begin gaf jij mij een gevoel van vertrouwen. Terwijl ik slechts mogelijke obstakels 
zag, zag jij kansen en moedigde je mij aan om door te gaan. Jouw mantra van “Gewoon 
doen, wat is het ergste dat kan gebeuren?” blijft me bij als een herinnering aan jouw 
vertrouwen in mijn capaciteiten. Het maakt me trots om jouw eerste promovenda te zijn. 
Iedereen die jou als dagelijks begeleider heeft, kan van geluk spreken. 
Nogmaals, Bram, bedankt voor alles wat je voor me hebt gedaan. Jouw steun en 
vertrouwen hebben een blijvende impact op me gehad en ik zal jou altijd dankbaar zijn 
voor onze fijne samenwerking.

Hilde, ik wil je enorm bedanken voor de rol die je hebt gespeeld als mijn promotor in dit 
project. Jouw enthousiasme is werkelijk aanstekelijk en heeft me keer op keer gemotiveerd. 
Ik ben dankbaar voor de vrijheid die je me altijd hebt gegeven om mijn eigen beslissingen 
te nemen, en voor het vertrouwen dat je in me had wanneer ik knopen moest doorhakken.
Bedankt voor alle kansen die je me hebt geboden, zoals de mogelijkheid om deel te nemen 
aan de EANS. Je hebt niet alleen gezorgd dat ik me op het werk op mijn plek voelde, 
maar je hebt ook altijd gewaakt over een goede balans tussen werk en privé. Ik zal nooit 
vergeten wat je me zei: “Vakantie is net zo belangrijk als werk, want het stimuleert de 
creativiteit.” Daar kan ik alleen maar mee instemmen.
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Je hebt me soms uit mijn comfortzone gehaald en ik ben zo blij dat je dat hebt gedaan. 
Het heeft me sterker gemaakt en meer zelfvertrouwen gegeven. Dus nogmaals, bedankt 
voor alles!

Theo, ik wil je oprecht bedanken, want zonder jou zou ik deze woorden nu niet neer-
pennen. Het was dankzij jouw uitnodiging aan twee medestudenten en mijzelf voor de 
vacature van TRANS-SENIOR dat ik hier ben beland. En ik ben ontzettend blij dat ik daarop 
ben ingegaan. Door jou heb ik mijn passie voor onderzoek ontdekt.
Elke keer als ik naar de KU Leuven kom, voelt het als thuiskomen. De sfeer is er altijd zo 
knus en gezellig, en iedereen is welkom, zelfs de huisdieren! Ik heb enorm genoten van 
de vele dartspelletjes in het kleine keukentje, ook al verloor ik keer op keer.
Met jou heb ik vaak gebrainstormd over hoe we het project vorm konden geven, maar 
we hebben ook persoonlijke verhalen gedeeld over ons dagelijks leven. Ik ben zelfs bij 
jou en Geert uitgenodigd voor een gezellig etentje. Ik ben vereerd dat ik jou “promotor” 
maar vooral collega kon noemen! 

Jan, ik wil graag mijn dankbaarheid uitspreken voor jouw ondersteuning tijdens mijn 
promotietraject. Het feit dat je onze overleggen altijd begon en eindigde met een 
compliment gaf me telkens weer de motivatie en het vertrouwen om verder te gaan. Ik 
waardeer enorm hoe jij voortdurend kritische vragen stelde en mij uitdaagde om mijn 
ideeën te verdedigen. Dankzij jouw aanmoediging ben ik gegroeid, zowel professioneel 
als persoonlijk. 
Bovendien heb ik dankzij jou ingezien dat koffie drinken niet alleen een pauze is, maar 
ook een vorm van werken. Jouw inzichten over het belang van netwerken hebben mijn 
perspectief verbreed. Jan, ik ben ontzettend dankbaar voor alles wat je voor me hebt 
gedaan. Bedankt!

Erik, bedankt dat je steeds met een brede glimlach deel hebt genomen aan de promotie-
overleggen. Jouw adviezen waren altijd zeer gewaardeerd. Hoewel ik niet altijd alle inside 
jokes tussen jou en Jan volledig begreep, was het altijd leuk om naar te luisteren en de 
positieve sfeer te ervaren. Dankjewel voor het delen van die momenten en het bijdragen 
aan een prettige werkomgeving.
Ik waardeer het ook enorm dat je altijd zo vriendelijk en positief was en mijn ideeën 
steunde tijdens de groepsdiscussies. Bovendien heb ik veel gehad aan jouw advies over 
mijn toekomst in onderzoek, waarbij je me de drie takken van onderwijs, onderzoek en 
praktijk hebt uitgelegd.
Bedankt voor de goede sfeer en waardevol advies. Ik kijk met een positief en warm gevoel 
terug op jouw bijdrage aan dit fantastisch avontuur.
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Judith Meijers, graag wil ik je hartelijk bedanken voor je onschatbare bijdrage aan mijn 
proefschrift. Jouw toewijding en inzet bij het verzamelen van de waardevolle DEDICATED 
interviews, samen met Sascha en Chandni, hebben een cruciale rol gespeeld in het 
tot stand komen van twee solide wetenschappelijke artikelen. Deze bijdragen hebben 
mijn proefschrift verrijkt en hebben een significante impact gehad op mijn onderzoek. 
DEDICATED is een prachtig project. Maar ik had ook de eer om jou mijn mentor te noemen. 
Bij jou kon ik altijd aankloppen met vragen en onzekerheden. Op momenten dat ik het 
even moeilijk had of echt niet meer wist, was jij er altijd. Je bood niet alleen advies, maar 
vooral een luisterend oor. En dat is vaak van onschatbare waarde. Jouw enthousiasme en 
vrolijkheid zijn werkelijk aanstekelijk geweest. Dank je wel voor je voortdurende steun 
en begeleiding. Jouw positieve invloed heeft een diepe indruk op me achtergelaten en 
heeft mijn groei binnen dit project enorm verrijkt. Bedankt voor alles.

Leden beoordelingscommissie 
Prof. Dr. Marjolein de Vugt, Prof. Dr. Katrien Luijkx, Prof. Dr. Philip Moons, Prof. Dr. Joseph 
E. Gaugler, Prof. Dr. Jos M.G.A. Schols, en Dr. Math Gulpers; ik wil mijn dankbaarheid en 
waardering uitspreken voor de tijd en aandacht die jullie hebben besteed aan het lezen 
van mijn proefschrift. Ik kijk ernaar uit om jullie inzichten te ontvangen tijdens mijn verde-
diging en waardeer nu al de vragen die jullie zullen stellen. Ik hoop dat deze uitwisseling 
van gedachten en ideeën ons begrip verrijken en ons werk verder verbeteren.

TRANS-SENIOR Consortium, I am writing to express my deepest gratitude for the incred-
ible opportunity to be a part of your project. The experience has been nothing short of 
transformative, and I am immensely thankful for everything I have gained from it.
The array of lectures and classes offered through the consortium has expanded my 
knowledge and enriched my understanding. Working alongside the best of the best has 
been both inspiring and enlightening, pushing me to grow professionally and personally.
Moreover, I am grateful for the opportunity to forge new and lasting friendships with 
my colleagues. Our shared experiences have created bonds that I treasure deeply.
One of the highlights of my time with the consortium has been the chance to visit beautiful 
cities and immerse myself in their cultures. The combination of important lectures and 
delicious local cuisine made each trip a memorable and enriching experience. I still vividly 
recall my first event in Leuven, looking around at everyone and realizing that I was truly 
a part of this amazing team. It was a moment of profound pride. 
So thank you, for providing me with opportunities for growth, learning, and lasting 
friendships. 

Klarissa, Het is met een hart vol dankbaarheid dat ik deze woorden schrijf om mijn diepe 
waardering voor jou als mijn paranimf uit te drukken. Hoewel onze paden nog niet zo 
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lang geleden kruisten, voelde ik vanaf het allereerste moment een sterke connectie en 
wist ik meteen dat ik jou wilde vragen om deze speciale rol te vervullen. Jouw empathie 
en oprechtheid waren meteen voelbaar, en vanaf dag één hadden we veel plezier samen.
Het was voor mij een ware eer om te zien hoe jij, ondanks de uitdagende periode waarin 
je jezelf bevond door de ziekte van je vader, vol enthousiasme instapte en mij bijstond, 
zelfs te midden van de stress in jouw eigen leven. Je onvermoeibare steun en toewijding 
hebben niet alleen mijn uitstelgedrag doen verdwijnen, maar hebben er ook voor gezorgd 
dat alles tijdig klaar was, en dat met een glimlach op je gezicht.
Ik kijk nu al uit naar de viering op 3 juni, waar we samen zullen zijn om dit bijzondere 
moment te vieren. Dank je wel, Klarissa, niet alleen voor het zijn van mijn paranimf, maar 
ook voor het zijn van een fantastische collega en vriend.

Monique, ik hoop dat deze boodschap je met dezelfde oprechtheid en warmte bereikt 
als waarmee ik haar schrijf. Ik wil je namelijk uit de grond van mijn hart bedanken voor 
je onschatbare bijdrage aan dit bijzondere moment in mijn leven.
Het was door jouw samenwerking met Amal dat onze paden elkaar hebben gekruist, en 
daar ben ik dankbaar voor. Vanaf het allereerste moment dat ik je leerde kennen, werd ik 
getroffen door je ongekende passie en gedrevenheid voor onderzoek. Het was werkelijk 
inspirerend om te zien hoe je elke uitdaging met een positieve instelling en een aansteke-
lijke glimlach tegemoet trad. Voor jou leek niets onmogelijk, en geen enkele taak te zwaar.
Toen Amal jou en mij vroeg om paranimf te worden, ging je er meteen vol enthousiasme 
en toewijding voor. Jouw gedrevenheid en de manier waarop je je taak opnam, waren 
voor mij vanaf het eerste moment bewonderenswaardig. Ik wist meteen: zo’n paranimf 
wil ik ook hebben. En het vervult me dan ook met grote eer dat jij ook mijn paranimf 
wilt zijn, naast Klarissa.
Duizendmaal dank dat je op 3 juni naast me wilt staan en dit moment met me wilt delen.

Amal, you made this journey truly special, and I am immensely grateful for all your 
support throughout the PhD and beyond.
You were the best office buddy! I’ll always remember those moments huddled around the 
heater in our freezing office, sipping on coffee and delving into discussions about science. 
Your command of the English language has always left me in awe. 
One of my fondest memories with you is our trips to Zuyd, where we found ourselves 
lounging in those sunbathing chairs in the middle of winter, enjoying refreshing drinks 
and engaging in heartfelt discussions about life. Those moments of camaraderie and 
reflection were truly invaluable to me. 
Your advice has been sublime, and I continue to draw upon the insights you’ve shared 
with me, applying them to both my personal and professional life. Amal, thank you for 
being the friend that I could always count on. 
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Roomies: Laura, Philippe en Quincy, Ik wil graag even de tijd nemen om jullie te bedanken 
voor het maken van onze werkplek tot dé plek waar iedereen wil zijn. Jullie hebben onze 
bureau omgetoverd tot een bruisende hub waar collega’s graag langskomen voor een 
gezellig praatje of iets lekkers uit onze gigantische snoepkast!
Het is fantastisch om te zien hoe jullie een sfeer van warmte en verbondenheid hebben 
gecreëerd op de afdeling, waarin iedereen zich welkom voelt. Jullie hebben niet alleen 
onze werkruimte verlevendigd, maar ook onze werkdagen verrijkt met jullie aanstekelijke 
energie en positiviteit.
Ik heb enorm genoten van deelname aan de leuke uitstapjes die jullie hebben georgani-
seerd en van de gezellige momenten die we samen hebben beleefd. Het is een voorrecht 
om deel uit te maken van zo’n geweldig team van collega’s.
Nogmaals hartelijk dank voor jullie vriendschap, steun en gezelligheid. Ik kijk uit naar 
nog veel meer mooie herinneringen en leuke momenten samen.

Bedankt aan alle administratief medewerkers van dub, voor jullie voortdurende onder-
steuning en toewijding. Jullie zijn altijd beschikbaar geweest om mijn administratieve 
vragen te beantwoorden, en dat heeft mijn werk aanzienlijk vergemakkelijkt. 
Brigitte, het is moeilijk te geloven dat het alweer vijf jaar geleden is sinds ik begon 
op Maastricht. In die beginperiode waren er tal van vragen en onzekerheden die door 
mijn hoofd spookten. Gelukkig leerde ik al snel de meest waardevolle woorden kennen: 
“Vraag het anders aan Brigitte, die weet alles.” En het bleek nog waar te zijn ook. 
Telkens wanneer ik met vragen zat, wist ik dat ik bij jou terecht kon. Ik kan me zelfs 
voorstellen dat het soms leek alsof de helft van jouw agenda was gevuld met vragen 
van mijn kant. Toch nam je altijd de tijd om alles rustig uit te leggen en te regelen. Ik 
ben ontzettend dankbaar dat ik altijd op jou heb kunnen rekenen voor hulp en advies. 
Michelle, ik wil je enorm bedanken voor al je onschatbare hulp bij het overwinnen van de 
administratieve uitdagingen die gepaard gingen met het inleveren van mijn proefschrift. 
Zonder jouw begeleiding en toewijding zou ik nooit in staat zijn geweest om deze berg 
aan papierwerk te overwinnen. Bedankt!

Audrey en Erica, Ik wil mijn diepe waardering uitspreken voor jullie buitengewone toewi-
jding en onmisbare bijdragen als onderzoekers. Gedurende onze tijd samen hebben jullie 
mij zoveel geleerd over kwalitatief onderzoek en analyses. Samen hebben we urenlang 
gebrainstormd, onze gedachten geordend en de juiste lijnen uitgezet. Hoewel mijn samen-
vattingen op het whiteboard vaak een onleesbare wirwar leken, namen jullie altijd de 
tijd om alles te begrijpen en samen met mij te kijken hoe we het beter konden maken.
Ik durf te zeggen dat onze gezamenlijke inspanningen hebben geleid tot de productie 
van mooie en scherpzinnige studies. Dit alles was alleen mogelijk dankzij jullie bijdragen 
en expertise.
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Audrey en Erica, jullie zijn niet alleen geweldige onderzoekers, maar ook fantastische 
teamgenoten. Ik ben dankbaar voor de kans om met jullie samen te werken en te leren 
van jullie kennis en ervaring.

Beste collega’s van Dub, Dank jullie allemaal! Vanaf het allereerste begin hebben jullie 
mij welkom doen voelen in deze gemeenschap, en dat heeft een enorm verschil gemaakt 
in mijn ervaring hier. Jullie openheid, vriendelijkheid en bereidheid om te helpen hebben 
ervoor gezorgd dat ik me altijd thuis voelde en dat ik altijd bij jullie terecht kon met vragen 
of problemen. Jullie hebben een werkomgeving gecreëerd die niet alleen professioneel is, 
maar ook warm en ondersteunend - een omgeving waarin ik me op mijn gemak voelde 
en waarin ik kon gedijen.
Zoals mijn proefschrift suggereert, is het gevoel van ergens thuis te zijn cruciaal voor ons 
algemeen welzijn. En ik kan met oprechtheid zeggen dat jullie bijdrage aan het creëren 
van zo’n omgeving hier bij Dub van onschatbare waarde is geweest.
Specifiek wil ik ook Jolanda bedanken, die mij heeft aangenomen als post-onderzoeker 
voor een super interessant en leerrijk project. Dit heeft mij de mogelijkheid geboden om 
nog een jaar langer in deze fantastische werkomgeving te blijven werken.
Ik ben super dankbaar voor de kans om deel uit te maken van dit team en kijk ernaar uit 
om nog veel meer waardevolle momenten met jullie te delen.

Ik wil graag mijn oprechte dankbaarheid uiten aan de collega’s van de KU Leuven voor 
de kans om er te mogen werken. De gedetailleerde kennis die ik heb opgedaan over 
verschillende onderzoekstechnieken heeft me enorm geholpen en zal van onschatbare 
waarde blijven. Elke keer dat ik naar Leuven kom, voelt het als thuiskomen. Wat een 
warme en gezellige sfeer.

Familie & dierbaren
Liefste ouders, broer (Greg) en zus (Lana), bedankt voor jullie onvoorwaardelijke steun 
gedurende de afgelopen jaren. Bij jullie kan ik altijd terecht voor advies en een luisterend 
oor, en dat betekent ontzettend veel voor me.
Jullie zijn er altijd geweest, door dik en dun, om me te steunen en te begeleiden. Jullie 
warmte, begrip en liefde hebben me door moeilijke momenten heen geholpen en hebben 
mijn vreugdevolle momenten nog specialer gemaakt.
Het is geruststellend om te weten dat ik op jullie kan rekenen, ongeacht wat er gebeurt. 
Jullie zijn niet alleen mijn familie, maar ook mijn rotsen in de branding, en ik ben ontzet-
tend dankbaar voor de band die we delen.

Lieve Tinne, Tinne en Charlotte, al meer dan de helft van mijn leven mag ik jullie mijn beste 
vriendinnen noemen, en ik kan me geen leven voorstellen zonder jullie aan mijn zijde. 
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Samen hebben we de meest onvergetelijke avonturen beleefd, van gezellige picknicks tot 
het redden van elkaars leven toen we onbezonnen het kanaal overzwommen.
Jullie hebben altijd voor me klaargestaan, ongeacht de situatie. We hebben samen gehuild, 
gelachen en elkaars successen gevierd. Ik wil jullie bedanken voor jullie onvoorwaardelijke 
steun en vriendschap. Jullie hebben mij gevormd tot de persoon die ik vandaag ben. 
Ik heb van jullie geleerd om hard te werken en nooit op te geven, en daar ben ik jullie 
eeuwig dankbaar voor.
Tinne, Tinne en Charlotte, jullie zijn echt fantastisch, en ik koester onze vriendschap meer 
dan woorden kunnen uitdrukken. 

Yves, ik ken je al jaren dankzij je fantastische dochter Charlotte! De herinnering aan 
jouw schitterende zeilboot, waarop ik het voorrecht had om mee te varen, blijft me 
nog altijd bij. Maar ik wil je vooral bedanken voor al je hulp tijdens mijn stages en mijn 
hele studietraject. Jouw advies was altijd spot-on. Jij gaf me een mogelijkheid om mijn 
verpleegkundige vaardigheden te oefenen en mijn onzekerheden aan te kaarten. Je 
stond altijd klaar met advies en hebt me bij elke stap ondersteund. Je benadrukte het 
belang van het TRANS-SENIOR-project, en ik ben blij dat ik naar je geluisterd heb. Het 
heeft echt een grote impact gehad, zoals je voorspelde. Bedankt voor alles wat je hebt  
gedaan. 

Prof. Dr. Marc Gewillig, bedankt voor alles wat je hebt gedaan. Je steun betekent veel 
voor me. Sinds mijn geboorte sta je altijd voor me klaar, zowel tijdens de goede als de 
moeilijke momenten.
Bij elk consult ging het niet alleen over mijn gezondheid, maar ook over hoe het ging met 
mijn school, vrienden, hobby’s en interesses. Je had altijd een brede kijk op mijn welzijn, 
en dat waardeer ik enorm.
Tijdens mijn verpleegkundeopleiding was je er altijd om me te helpen, zelfs als het 
zwaar was. Het feit dat je op de hoogte was van mijn artikelen en de congressen die ik 
bijwoonde, laat zien hoe betrokken je bent.
Het compliment dat je me gaf tijdens onze laatste consultatie, waarbij je zei dat je trots op 
me was, betekende veel voor me. Het is een bevestiging van ons harde werk. Nogmaals, 
bedankt voor alles. Zonder jouw steun had ik hier niet gestaan.

Tenslotte wil ik specifiek Tinne Hoskens bedanken voor het creëren van de prachtige cover 
voor mijn proefschrift. Jouw enthousiasme en talent hebben echt het verschil gemaakt, 
en ik ben ontzettend dankbaar voor al je hulp. Het voelde alsof je dit project voor jezelf 
maakte, zo zorgvuldig en persoonlijk was je benadering. Geen enkele illustrator had iets 
zo moois en treffends kunnen creëren als jij hebt gedaan.
Ook wil ik mijn nichtje Lori enorm bedanken. Op de dag van de inlevering van mijn proef-
schrift heb je urenlang met mij gezeten, mijn onzekerheden over bepaalde woorden en 
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schrijfwijzen doorgenomen en gecorrigeerd. Je stond altijd paraat, zelfs als er snel iets 
vertaald moest worden. Je steun en hulp waren werkelijk onschatbaar.
Tinne, Lori, jullie hebben beide een onschatbare bijdrage geleverd aan dit project, en ik 
kan niet genoeg benadrukken hoe dankbaar ik ben voor jullie hulp en steun.
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This thesis is part of the Living Lab in Ageing and Long-Term Care, a formal and structural 
multidisciplinary network consisting of Maastricht University, nine long-term care organi-
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de dagelijkse zorg. Praktijk, beleid, onderzoek en onderwijs gaan hierbij hand in hand.
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