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Chapter 6

Introduction

End-of-life communication as part of advance care planning is widely recognized as an essential
component of healthcare. However, perspectives on advance care planning and the perceived
roles of healthcare professionals in advance care planning such as nursing staff can differ
across cultural and national contexts. As part of a larger study, a theoretical framework of
the fundamentals (i.e., most important aspects) of end-of-life communication by nursing
staff with older people was previously developed. We aimed to refine and achieve consensus
in an international context on the theoretical framework of end-of-life communication by
nursing staff as part of advance care planning with older people.

Methods

Atwo-round online Delphi study was conducted with international experts in palliative care,
care for older people, end-of-life communication and nursing. In each round, participants
evaluated the importance and clarity of the theoretical framework’s 20 fundamentals using
a four-point Likert scale and offered suggestions to improve the framework. The fundamentals

” o u

were clustered in the following five themes: “Feeling comfortable”, “Creating space for open

”ou

communication”,

»ou

Using senses and applying communication techniques”, “Following the
conversational phases”, and “Being aware of interprofessional collaboration”.

Results

A total of 48 experts participated in the first round and 46 in the second, representing 15
countries and four continents. Most participants had a nursing and/or research background
and were based in Europe. All fundamentals in the framework were refined based on the
experts’ feedback, which primarily focused on the fundamentals’ applicability to diverse
individuals, their suitability for both formal and informal conversations, and the language
used to describe the fundamentals. Some concerns were raised that some fundamentals
might unintentionally imply that natural conversations should be imposed and that emphasizing
intuition could overshadow the importance of trained communication skills. By the end of
the second round, consensus with high agreement (>90%) was reached on 17 fundamentals
and consensus with agreement (=80%) on two. Two agreed-upon fundamentals were combined
into one.
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Conclusion

This study refined and validated a theoretical framework designed to raise awareness of the
importance of person-centered end-of-life communication by nursing staff. This flexible
framework allows for broad use in nursing practice, education, and research. Further research
is needed to confirm its validity beyond Europe and to inform its implementation in nursing
education and clinical practice.
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End-of-life communication as part of advance care planning®? with older people involves
proactive and timely informal and formal conversations between an older person, their family
caregiver, and a healthcare professional about, for example, future end-of-life care, the
transition to the end-of-life phase, and death and dying from a holistic perspective. Timely
end-of-life communication allows older people to actively participate in decision-making
about their future care and may help them to receive care that aligns with their personal
needs and preferences.*®

End-of-life communication as part of advance care planning is widely recognized as an essential
component of healthcare, where it is actively promoted and integrated into routine practice.
However, attitudes toward advance care planning and its implementation into routine clinical
care differ across cultures and countries. In many Asian cultures, for example, decision making
is often family-centered, and open discussions about death may be considered inappropriate
or taboo.” In East Asian and Middle Eastern contexts, avoiding discussions about death is
sometimes seen as a way to maintain hope or to protect emotional well-being.®° In contrast,
Western societies typically emphasize individual autonomy, which supports more open and
direct conversations about end-of-life care and advance care planning.'®*! Moreover, variations
in national healthcare systems influence how advance care planning is perceived, valued,
and implemented,*? and the roles of specific healthcare professionals, such as nursing staff,
in advance care planning may differ accordingly.®* **

Nursing staff are uniquely positioned to play a central role in end-of-life conversations adapted
to cultural and individual preferences and needs, given the trusting relationships they often
build with older people and their family caregivers.® However, many nursing staff face
difficulties when initiating or engaging in end-of-life communication, such as feeling
uncomfortable or lacking clear guidance. End-of-life conversations require specific skills and
must be tailored to the unique needs of older people.'> ! Understanding the “fundamentals”
(most important aspects) of holistic and person-centered end-of-life communication by
nursing staff can support nursing staff in overcoming these barriers and enhance nurse
education, research, and practice. In this study, fundamentals include the important aspects
of end-of-life communication such as the prerequisites, competencies, activities, and values
involved in preparing for, carrying out, and evaluating end-of-life communication.

We have developed and refined a theoretical framework on the fundamentals of end-of-life
communication by nursing staff with older people, largely from a Dutch perspective'’? (see
Box 1). To be able to use the theoretical framework internationally, refinement and validation
of the framework by incorporating the insights and opinions of international experts is needed.
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Once validated, the theoretical framework can support nursing staff to be aware of, learn
about, prepare for, carry out, and evaluate end-of-life communication. In addition, the
framework could enhance nursing education to improve end-of-life communication in clinical
practice, international scientific research on end-of-life communication and can be translated
into interventions that empower nursing staff to take a leading role in end-of-life
communication. Therefore, the aim of this study was to refine and achieve consensus in an
international context on the theoretical framework of end-of-life communication by nursing
staff as part of advance care planning with older people.

Box 1 The LISTEN project

This study is part of the LISTEN project, which aims to build and validate a theoretical framework of the
fundamentals of end-of-life communication between nursing staff (i.e., nurses, care assistants, and nurse
practitioners) and older people (i.e., 65 years or older and receiving care or palliative care in home care, nursing
home, or hospital settings (e.g., due to frailty or chronic illness)). The previously developed theoretical framework
is based on a scoping review,'” two interview studies with nursing staff'® and older people and family caregivers,*
and a focus group study with multiple disciplines.? The theoretical framework consists of five themes (“Feeling
comfortable”, “Creating space for open communication”, “Using senses and applying communication techniques”,
“Following the conversational phases”, and “Being aware of interprofessional collaboration”) and 20 fundamentals
(Supplementary material table A).

The framework emphasizes that nursing staff should feel comfortable to talk about the end-of-life, in both private
and professional contexts. For example, experiencing a trusting relationship and learning by doing can help
nursing staff feel comfortable and engage in natural and open end-of-life conversations. In addition, nursing staff
can create space for open communication by, for example, attuning to the other person and being easily
approachable. When engaging in the conversation, nursing staff may use their senses and apply appropriate
communication techniques, such as by attentive listening and trusting their intuition. Although end-of-life
communication does not need to follow strict phases, certain phases may be identified. Nursing staff seek balance
between preparation and flexibility in the conversation and gently build and evaluate the conversation as part
of a continuous process. Interprofessional collaboration is important in each part of the communication process.
Nursing staff should be aware of their own role in end-of-life communication and work together based on these
roles. In addition, family caregivers should be actively involved while ensuring that the older person remains
central to the care process.
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Design and method

A Delphi study was performed (see Figure 1).2 We conducted two online Delphi rounds. In
each Delphi round, the panel members’ opinions on the fundamentals of the theoretical
framework were recorded.

Participants

A panel of international experts in the field of palliative care, care for older people, end-of-life
communication and nursing was invited after selection by the research group. Their expertise
was assessed based on available scientific publications, online biographies (e.g., biographies
of universities they were affiliated with), and previous collaborations with members of the
research group. As the framework specifically targets nursing staff, we aimed to include
mostly experts with a professional background in nursing. However, we also included experts
with other professional backgrounds (such as medicine or spiritual care) because their
perspectives could be valuable for the validation of the framework, as we experienced in our
previous focus group study with multiple disciplines.?® We also specifically selected members
of the European Association for Palliative Care board of directors 2023-2027 who have a
professional background in nursing and the first and last authors of the studies we included
in our previous scoping review.'” We aimed to include at least 30 participants in the final
round.

Recruitment

Eventually, a total of 80 potential Delphi panel members from 18 countries were first
approached by email between April 22 and May 2, 2025, by the member of the research
group who had the potential panel member in her professional network. FP approached
potential panel members who were not in the research group’s network. The invitation email
consisted of information about the study, a consent form, and a personalized hyperlink to
the questionnaire. If they agreed to participate, they were asked to confirm their consent
digitally by checking a box at the beginning of the questionnaire of the first Delphi round.

Data collection
Data were collected through an online questionnaire in Qualtrics (Qualtrics, Provo, Utah,

USA). This questionnaire was pilot tested by three researchers with a background in nursing
who were not included in this study.
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Demographic data of the panel members (country, profession, field of expertise) were collected
at the beginning of the questionnaire of the first Delphi round. In each Delphi round, panel
members were asked to rate the importance of the fundamentals using a Likert scale ranging
from 1 = not important to 4 = very important. We used a four-point Likert scale to avoid a
neutral response option and to encourage stronger agreement or disagreement.?? We included
free text fields to allow panel members to provide additional comments or list important
fundamentals that were not covered in the initial list, allowing them to elaborate when
necessary. Reminders were sent by email 14 and 21 days after the questionnaire was sent
and the questionnaire was closed 28 days after it was sent.

In the second Delphi round, the panel members received a new questionnaire including a
summary of the results of the first round (i.e., percentage agreement, median and interquartile
range (IQR) to show the distribution of the collective judgements) and the reasons for revision
of the fundamentals. The panel members also received an overview of the individual scores
they had originally assigned to the fundamentals. Fundamentals that already achieved
consensus with high agreement were not presented again.

The personalized hyperlink each panel member received was linked to their email address.
This allowed FP to monitor whether the personal reminder was needed and to link responses
across rounds.

Data analysis

We analyzed the responses of each Delphi round with descriptive statistics. To evaluate
consensus, a priori developed conservative criteria based on median, IQR, and percent
agreement were used.?* Fundamentals were deemed to have achieved consensus with
agreement if they received a median score of >3, an IQR <1, and at least 80% of participants
rated the fundamental 3 or 4. Consensus with high agreement was defined as a median score
of 4, an IQR <1, and >90% of participants rating the fundamental 3 or 4. A directed content
analysis was adapted to the free text fields.?* Participants’ answers were extracted into a
Microsoft Excel file. Responses were cut into small text segments and coded and summarized
by two researchers (FP and JF) based on the fundamentals and themes in the theoretical
framework. The results of the analysis were then discussed with the research group. Based
on this analysis and discussion with the research group, we adjusted, refined or excluded
fundamentals when necessary.
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Working group

During the study, the research group consulted an interprofessional working group (n = 16),
of the larger LISTEN project. This group comprised patient representatives; nursing staff with
different educational levels working in hospital, home care, and nursing home settings;
members of a transmural palliative care consultation team; a spiritual caregiver; and other
experts in palliative care, nursing care for older people, and nursing education. The working
group was consulted on two occasions to discuss the recruitment of participants, the
questionnaire, and interpretation of the results.

Ethical considerations

The study was approved by the Research Ethics Committee of the Faculty of Health, Medicine,
and Life Sciences (FHML-REC) of Maastricht University (FHML-REC/2024/072).

194



Validating a theoretical framework for end-of-life communication by nursing staff as part of advance care
planning with older people: an international Delphi study

Developing the online questionnaire

Preparation i

Pilot testing of the questionnaire to ensure clarity and usability

Figure 1 Flow-chart of the procedures in each Delphi round
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Participants

Of the 80 invited experts, 48 experts (60%) from 15 countries completed round 1 (Table 1).
Most participants had a research and/or nursing background, were based in in Europe and
their field of expertise was palliative care. Most of these experts (46 of 48; 96%), also
completed round 2.

Table 1 Characteristics of Delphi panelists (n = 48, round 1)

n (%)
Professional background (more possible)

Researcher 38 (79%)
Nursing 27 (56%)
Medicine 8 (17%)
Spiritual or psychological care 7 (15%)
Education 4 (8%)
Ethicist 2 (4%)
Other 4 (8%)

Field of expertise (more possible)

Palliative care 43 (90%)
Advance care planning 26 (54%)
Nursing care 25 (52%)
Communication 22 (46%)
Care for older people 17 (35%)
Spiritual care 8 (17%)
Other 11 (23%)
Residence (15 countries)

Europe

Western Europe: The Netherlands (17), 29 (60%)

England (4), Belgium (3), Ireland (3),

Switzerland (2)

Southern Europe: Italy (3), Portugal (2) 5(

Eastern Europe: Romania (1) 1(

Northern Europe: Finland (1) 1(
North America: USA (3), Canada (2) 5(10%)
Asia: Japan (3), China (1), Taiwan (1) 5(
Oceania: Australia (2) 2 (

Round 1

In round 1, participants rated 20 fundamentals. Sixteen fundamentals achieved consensus
with high agreement, while three fundamentals achieved consensus with agreement regarding
importance (Table 2). Consensus with agreement was not reached on one fundamental,
“Trusting intuition” (73% agreement, median=3, IQR=2) (Table 3). Each fundamental was
revised and refined based on the experts’ comments and suggestions (Supplementary material
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table A). The primary feedback centered on how well the framework applies to a diverse
range of individuals, including those from LGBTIQA+ communities and various cultural or
religious backgrounds, as well as to both formal and informal conversations.

Round 2

Because many fundamentals achieved consensus with agreement and high agreement in
the first Delphi round, and experts provided valuable suggestions for improvement, we
decided to include not only the fundamental that failed to reach consensus with agreement
(73%) in the second round but also the three fundamentals that achieved consensus with
agreement (280%). Based on the feedback on the fundamental “Taking a seat to seek
connection”, we integrated this fundamental into “Creating a calm atmosphere”. The following
four fundamentals were included in the second Delphi round: “Fostering a natural and open

”ou

conversation”, “Creating a calm atmosphere” (which covers “Taking a seat to seek connection”),

“Trusting intuition”, and “Gently building up the conversation”.

Two of these fundamentals achieved consensus with agreement in round 2 (“Fostering an
authentic and open conversation” (83% agreement, median=3, IQR=1) and “Trusting intuition”
(80% agreement, median=3, IQR=1)), while two fundamentals achieved consensus with high
agreement (“Creating a calm atmosphere” (94% agreement, median=4, IQR=1) and “Building
up the conversation” (91% agreement, median=4, IQR=1)). The primary feedback centered
on the clarity of the wording used in the descriptions of the fundamentals, the cultural
sensitivity of some of these descriptions, and concerns that some fundamentals (particularly
“Fostering an authentic and open conversation”) might unintentionally suggest that natural
conversations should be imposed, despite the inherently complex and sometimes
confrontational nature of end-of-life conversations. Opinions on the fundamental “Verifying
intuition”, were mixed. While most participants strongly endorsed its importance, especially
in its revised form, some raised concerns about promoting the seemingly straightforward
use of intuition. They feared that focus on intuition could possibly lead to overlooking the
need for trained communication skills. Each fundamental was revised and refined based on
the experts’ comments and suggestions (Table 3 & Supplementary material table A). Figure
2 displays an overview of the final theoretical framework.
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Table 2 Total results of the Delphi rounds

Percentage Median
F Ist
undamentals agreement (IQR)
Theme 1: Feeling comfortable
Achieved consensus? without revision in Round 1
Self-efficacy to talk about the end of life 100% 4(0)
Experiencing a mutual sense of trust 98% 4(1)
Learning by doing 96% 4(1)
Achieved consensus? after revision in Round 2
Having a natural and open conversation (Round 1) 92% 3(1)
Revised into after round 1: Fostering a natural and open conversation 83% 3(1)
Revised into after round 2: Fostering an authentic and open conversation
Theme 2: Creating space for open communication
Achieved consensus? without revision in Round 1
Attuning to the other person(s) 100% 4(0)
Being easily approachable 98% 4(1)
Being honest 100% 4(1)
Achieved consensus? after revision in Round 2
Cre;nng a calm atmosphere (vRound 1) 96% 401
Taking a seat to seek connection (Round 1) 33% 40
Revised into after round 1: Creating a calm atmosphere (covers “Taking a seat ’
. 94% 4(1)
to seek connection”)
Theme 3: Using senses and applying communication techniques
Achieved consensus? without revision in Round 1
Attentive listening 100% 4(0.75)
Non-verbal communication and observation 96% 4(0.75)
Being silent 90% 4 (0)
Achieved consensus? after revision in Round 2
Trusting intuition (Round 1) 73% 3(2)
Revised into after round 1: Verifying intuition 80% 3(1)
Theme 4: Following the conversational phases
Achieved consensus’ without revision in Round 1
Seeking balance between preparation and flexibility 92% 4(1)
Initiating the conversation 94% 4(1)
Evaluating and following up the conversation 96% 4(1)
Achieved consensus? after revision in Round 2
Gently building up the conversation (Round 1)

S . ) 88% 4(1)
Revised into after round 1: Gently building up the conversation 91% 401)
Revised into after round 2: Building up the conversation °
Theme 5: Being aware of interprofessional collaboration
Achieved consensus? without revision
Perceiving your own professional role 94% 4(1)
Interprofessional collaboration 92% 4(1)
Involving family caregivers 94% 4(1)
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This table lists the titles of the fundamentals, with any changes to those titles noted. Each fundamental was
accompanied by a description, which was revised in each round. Details of these description revisions are provided
in Table 3 and Supplementary material table A.

2Fundamentals were deemed to have achieved consensus with agreement if they received a median score of >3,
an IQR <1, and at least 80% of participants rated the fundamental 3 or 4. Consensus with high agreement was
defined as a median score of 4, an IQR <1, and >90% of participants rating the fundamental 3 or 4.
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Through a structured, two-round Delphi process involving 48 experts, this study refined the
theoretical framework of end-of-life communication by nursing staff as part of advance care
planning with older people, achieving international consensus on the framework. Consensus
with high agreement (>90%) was reached on 17 fundamentals and consensus with agreement
(=80%) on two, highlighting their significance across diverse expert backgrounds. Two
agreed-upon fundamentals were combined into one. The feedback we have received on the
framework’s fundamentals in both Delphi rounds primarily focused on their applicability to
diverse individuals, including those from LGBTIQA+ communities and various cultural or
religious backgrounds. Although end-of-life communication is widely recognized as an essential
component of healthcare, attitudes toward advance care planning and its integration into
routine clinical care can vary significantly; not only across cultures and countries but also
based on factors such as sexual orientation and gender identity. For example, this Delphi
study showed that behaviors such as being honest and direct, sitting down during the
conversation, maintaining eye contact, and the number of people present are highly sensitive
to cultural context and should be carefully considered in end-of-life communication. We have
incorporated this feedback into the framework.

These findings are also reported in other studies, which further explain how to address them
in end-of-life communication and end-of-life care. 2% Lambert et al.,?® for example, emphasize
that to provide individualized, person-centered care in a culturally appropriate manner,
healthcare professionals must engage in critical self-reflection and actively advocate for
people from culturally and linguistically diverse backgrounds during end-of-life care. Similarly,
Brooks et al.?® highlight the importance of healthcare professionals examining their own
cultural values, beliefs, and assumptions, as these can influence communication with patients
or family caregivers from diverse backgrounds. They argue that awareness of one’s own
cultural identity is a necessary foundation before attempting to understand others’ cultural
perspectives,’ as also emphasized in the framework. In line with this, Stinchcombe et al.*
and Rosa et al.*"*2 highlight the important role healthcare professionals play in fostering
positive care experiences for older people by becoming knowledgeable about the unique
needs of this population and being unassuming and accepting of individuals’ sexuality. One
such need is having the opportunity to disclose their LGBTIQA+ identity in a safe clinical
environment.3? While the validated theoretical framework in this study already addresses
certain cultural aspects, genuine cultural and LGBTIQA+ sensitivity starts with self-awareness
and continues with attunement to the other person; even before a conversation begins. This
highlights the relevance of the fundamentals “Attuning to the other person” and “Self-efficacy
to talk about the end of life” At the same time, it underscores the need to explicitly connect
the framework to principles of diversity, inclusivity, and cultural sensitivity. Such a connection
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could guide the design of targeted training and reflective exercises that prepare nursing staff
to meet the diverse needs of older people and their family caregivers across different social
and cultural contexts.

Another point of feedback we have received in this Delphi study regards the concern that
some fundamentals might unintentionally imply that natural end-of-life conversations should
be imposed, despite the inherently complex and sometimes confrontational nature of
end-of-life conversations. In our previous interview study with older people and their family
caregivers, we found that they particularly value feeling comfortable, safe, seen and heard
in an open, natural and human conversation.?’ Engel et al.,* in their systematic review, found
that open and honest conversations are highly valued by patients and relatives in palliative
care communication. However, they also emphasized the importance of allowing them to
process information at their own pace. Similarly, Chen et al.** and Ibafiez-Masero et al.,*
through a scoping review and an interview study respectively, highlight the significance of
fostering open, natural, and person-centered dialogues in end-of-life communication. Despite
the strong preference among older people and their family caregivers for such conversations,
a natural approach is not always appropriate or preferred. For example, in situations of
deterioration where urgent decisions are needed, a more direct approach, in collaboration
and agreement with a physician, might be necessary (18). Likewise, some older people may
favor end-of-life conversations focused narrowly on specific care preferences, perhaps
structured through a checklist. These diverse perspectives and possible preferences are now
better integrated into the framework’s fundamentals. End-of-life communication, like culturally
sensitive communication, requires adaptation to individual preferences and contextual
factors.®

Our Delphi panel revealed divergent views on the role of intuition in end-of-life communication.
While the majority of participants strongly supported the importance of validating intuition
in these conversations, some cautioned that relying too much on intuition could overshadow
the importance of trained communication skills. They advocated for monitoring of potentially
relevant cues and responding prudently during end-of-life conversations. Nevertheless, a
growing body of evidence supports the fundamental role of intuition in nursing practice.
Valenzuela®” describes nursing intuition as a form of personal knowing that emerges from
the combination of a solid knowledge base, relevant clinical experience, a meaningful
nurse-patient relationship, and openness to intuitive insights. This process of integrating
knowledge, clinical experience, and intuitive insight enables nursing staff to interpret the
significance of health and illness within the context of their interactions with patients.?”
Similarly, Melin-Johansson et al.*® emphasize that intuition goes beyond a mere “gut feeling”;
it is a cognitive process grounded in knowledge, self-awareness and practical care experience.
They argue that intuition holds a valuable place alongside research-based evidence and
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should be recognized in clinical decision-making, as it helps guide nursing staff to take
appropriate action while integrating their unique professional expertise with evidence-based
practice.?® This highlights that the use of intuition in end-of-life communication does not
replace the need for trained communication skills, but rather complements and enhances
the skills nursing staff already possess or develop, ultimately supporting the quality of this
uniquely sensitive form of communication. Still, it remains important that specific
interpretations are verified by nursing staff to ensure it reflects the thoughts, feelings,
experiences and needs of the older person.

We believe that the theoretical framework validated in this Delphi study adds value to nursing
practice, education, and scientific research. While existing models and frameworks, such as
the COMFORT model,** %% address similar fundamentals in nursing or palliative care
communication in general, the framework in this study has a distinct focus. It emphasizes
end-of-life communication as part of advance care planning by nursing staff, including nurses,
care assistants, and nurse practitioners, across home care, nursing home, and hospital settings,
and is tailored specifically to the needs of older people. It also consists of fundamentals that
apply to both formal and informal end-of-life communication, while existing models and
frameworks primarily target formal communication, for example during family meetings. The
framework complements existing models while providing greater flexibility and relevance
for the diverse realities and potential sensitivities of end-of-life communication by nursing
staff. The fundamentals in the theoretical framework are not meant to serve as items of a
checklist, nor are they all required in every end-of-life conversation. Instead, the fundamentals
are primarily intended to raise awareness, self-awareness and to support learning, preparation,
and evaluation of the most important fundamentals of end-of-life communication. The
fundamentals address different but complementary dimensions. For example, fundamentals
as part of the themes “Feeling comfortable” and “Creating space for open communication”
help nursing staff to mentally prepare and to build confidence and sensitivity for timely,
person-centered conversations. More practical guidance to engage in end-of-life conversations
is offered by fundamentals as part of the themes “Using senses and applying communication
techniques” and “Following the conversational phases”, which support nursing staff in having
conversations in a respectful and supportive manner. Finally, fundamentals like “Self-efficacy

”ou

to talk about the end of life”, “Learning by doing”, “Attuning to the other person”, “Perceiving
your own professional role”, and “Interprofessional collaboration” stimulate continuous
reflection and growth. Together, these fundamentals provide an integrated basis for sensitive

and sustainable end-of-life communication.
The fundamentals can be translated into nursing practice through targeted interventions and

training programs that prepare nursing staff to take an active and central role in person-centered
end-of-life conversations, both in initial education and continuing professional development.
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Integrating the framework from the start of their careers helps position end-of-life
communication as a fundamental nursing skill. Training can focus on raising awareness of
the fundamentals and coaching nursing staff in applying the fundamentals in daily practice,
not only during formal end-of-life conversations but also in informal conversations. By
incorporating methods such as reflection, role-play, and feedback, education can support
nursing staff in recognizing and strengthening their own communication patterns while
developing the confidence and sensitivity needed to respond effectively to the needs of older
people and their family caregivers.* 2 The framework may also strengthen international
research on end-of-life communication by providing standardized fundamentals. The
fundamentals can be translated into outcome measures, which help to objectify complex
and often difficult-to-observe communication processes across different healthcare settings.
This enables more consistent observation, evaluation, and comparison, fostering deeper
insight into how end-of-life communication unfolds in practice.

Although the framework provides considerable opportunities for translation into nursing
practice, education, and research, it may entail a risk that introducing its structured
fundamentals into clinical practice may inadvertently formalize what are naturally informal
conversations. Once nursing staff become more aware of the key elements involved, there
is a risk that such conversations are approached more purposefully. Although this increased
awareness generally has positive effects (e.g., enhancing confidence, sensitivity, and
person-centeredness) ® it may also reduce the spontaneity of informal conversations,
making them feel more structured or even formal. The extent of this risk likely depends on
the clinical setting and on individual experience with end-of-life communication. In healthcare,
increased formality has been shown to reduce spontaneity and a person-centered approach,
leading to a more reserved and depersonalized environment.* Patients, in turn, report feeling
most comfortable and best able to share personal values when healthcare professionals
communicate with empathy, informality, and openness.* Informal end-of-life conversations
can be valuable for older people when they are not yet ready to engage in more formal
conversations and decision-making.*>*® Because these conversations often feel less pressured
and more open-ended, they may provide opportunities to explore thoughts and feelings
without the immediate need to make decisions.*® They enable older people and their family
caregivers to begin reflecting on their values, wishes, and preferences at their own pace.?”
18,20 To address the potential risk of inadvertently formalizing what are naturally informal
conversations, nursing education and training should highlight the importance of preserving
flexibility and responsiveness. Reflective exercises, debriefing, and guided supervision can
help nursing staff balance the use of the framework’s fundamentals with the informality that
often makes these conversations meaningful.
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Strengths and limitations

This study has several strengths. First, we recruited a diverse panel of experts in palliative
care, care for older people, end-of-life communication, and nursing, with a focus on those
with nursing backgrounds. Their practical insights ensured the framework aligns with real-world
nursing practice, enhancing its relevance and credibility. Second, both Delphi rounds had
relatively high response rates, strengthening the reliability of the findings and minimizing
attrition bias. Third, providing participants with summaries of group results, individual
responses, and rationale for revisions improved the transparency and rigor of the Delphi
process. Finally, most fundamentals reached consensus with high agreement, indicating
broad agreement among experts and reinforcing the framework’s credibility and applicability
across professional settings. Several limitations should also be noted. First, although the
Delphi panel comprised experts from 15 countries across four continents, most participants
were from Western Europe. This may limit the global generalizability of the findings and
creates uncertainty regarding the framework’s applicability in settings where the perceived
role of nursing staff differs from that in Western Europe.?” Second, language and cultural
differences may have led to varying interpretations of the fundamentals, potentially affecting
consistency in responses.

Future research

Several areas for future research can be identified. First, although the framework emphasizes
the need to adapt end-of-life communication to individual, social, contextual, and cultural
factors, further refinement may be appropriate. Empirical studies could develop and test
practical guidance and illustrative examples to strengthen its applicability to culturally and
LGBTIQA+ sensitive communication. Second, given the focus on the Western European setting,
the generalizability of the present findings could be limited. Future research could therefore
examine the framework’s validity in other geographical contexts. Finally, translational research
is needed to operationalize the framework into nursing interventions that improve end-of-life
communication in clinical practice. Such interventions should aim to strengthen nursing
leadership in end-of-life communication, while linguistic translation of the framework may
further facilitate international implementation.

This Delphi study refined and validated a theoretical framework for end-of-life communication
by nursing staff, resulting in a set of fundamentals grounded in both clinical and academic
expertise. The framework contributes to a deeper understanding of both formal and informal
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end-of-life communication and offers practical guidance for nursing staff, care assistants, and
nurse practitioners working with older people. While designed as a flexible framework to
raise awareness and support person-centered end-of-life communication, its effective use
depends on thoughtful application, cultural sensitivity, and professional judgment. Future
research should confirm the validity of the framework in broader geographical contexts
beyond Western Europe and inform its implementation in nursing education and clinical
practice.
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Validating a theoretical framework for end-of-life communication by nursing staff as part of advance care
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Chapter 7

In this dissertation, a theoretical framework of the fundamentals of end-of-life communication
by nursing staff as part of advance care planning (ACP) for older people in nursing homes,
hospitals, and home care settings was built and validated. We built this framework by
unraveling the fundamentals of end-of-life communication in five successive studies.

First, in Chapter 2, we conducted a scoping review in which we aimed to explore existing
fundamentals of end-of-life communication by nursing staff in scientific literature. We found
that nursing staff approach end-of-life communication in a person-centered manner by
aligning with the values and needs of older people. A trusting relationship forms an essential
foundation, enabling nursing staff to sense readiness, choose the right timing, recognize
specific needs, and respond to (non-)verbal cues effectively. Rather than a single conversation,
end-of-life communication is a complex, ongoing process that requires time, effort, and
genuine mutual engagement. The study was limited by the predominance of studies conducted
in hospital settings from the nursing staff perspective, resulting in an underrepresentation
of home care and nursing home settings, and the perspectives of older people and family
caregivers. Therefore, in Chapter 3 and Chapter 4, we conducted two interview studies to
deepen our understanding of the fundamentals of end-of-life communication from the
perspectives of nursing staff in nursing home, home care, and hospital settings and to explore
the experiences of older people and their family caregivers regarding the fundamentals. In
the interview study with nursing staff (Chapter 3), we emphasized the importance of moving
along with the older person as well as connecting, adapting, and letting go of control over
the conversation’s outcome. We also found that many fundamentals can be traced back to
the basics of nursing and the humanity of conversation. Our interview study with older people
and their family caregivers (Chapter 4) showed that they prioritize feeling comfortable in
natural and humane end-of-life conversations. They want to be seen, heard, and acknowledged
as people with backgrounds, values, and needs, not just as patients with a disease. The main
contrast between the results of the two interview studies is that nursing staff described in
great detail how they engaged in EOL communication with older people, highlighting the
competencies, communication techniques, and steps involved, whereas older people and
family caregivers emphasized the value of ongoing, holistic conversations focused on
connecting and being seen and heard. We used the results of these first three studies to
develop a preliminary theoretical framework through an iterative process of regular and
critical reflection with the research team and the working group, ensuring that emerging
concepts were discussed, refined, and grounded in the empirical findings. In Chapter 5, we
conducted focus group interviews with nursing staff, patient-family caregiver representatives,
physicians, and spiritual caregivers to reflect on and refine the preliminary theoretical
framework. The participants emphasized the importance of prioritizing mutual trust over a
long-term relationship, distinguishing between feeling able and being able to talk about the
end of life, engaging in conversations without a predetermined outcome other than seeking
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connection, and valuing silence over speaking to ensure that older people and family caregivers
feel seen and heard. We concluded that nursing staff, usually highly proactive professionals,
may sometimes need to pause, take a step back, and accept moments of silence and reflection
in order to truly connect with older people and their family caregivers. Finally, in Chapter 6,
we conducted a Delphi study to further refine and get international consensus on the
theoretical framework. All fundamentals in the framework were refined based on the experts’
feedback, which primarily focused on the fundamentals’ applicability to diverse individuals,
their suitability for both formal and informal conversations, and the language used to describe
the fundamentals. By the end of the second Delphi round, consensus with high agreement
(290%) was reached on 17 fundamentals and consensus with agreement (=80%) on two.

The fundamentals within the final, validated, theoretical framework (Figure 1) emphasize
that nursing staff should feel comfortable to talk about the end-of-life, in both private (e.g.,
with family and friends) and professional (e.g., with older people and their family caregivers)
contexts. Experiencing a mutual sense of trust and learning by doing can help nursing staff
feel comfortable and foster authentic and open end-of-life conversations. In addition, nursing
staff can create space for open communication by, for example, attuning to the other person(s)
involved and being easily approachable. When engaging in the conversation, nursing staff
may use their senses and apply more sensible communication techniques, such as listening
attentively, being silent and verifying their intuition. Although end-of-life communication
does not need to follow strict phases, certain phases may be identified: nursing staff seek
balance between preparation and flexibility, initiate the conversation, build up the conversation,
and evaluate the conversation as part of a continuous process. Interprofessional collaboration
is important in each part of an end-of-life communication process. Nursing staff should be
aware of their own central role in end-of-life communication, reflect on this role, and
collaborate with other healthcare professionals and family caregivers, both within their own
setting and across settings, in accordance with this role. In addition, family caregivers should
be actively involved from the beginning while ensuring that the older person remains central
to the conversations.
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This section discusses the results of the dissertation in relation to existing literature. The
focus lies on the definition of a theoretical framework, the value and intended use of the
theoretical framework that was developed and validated in this dissertation, comparing of
end-of-life communication with other types of communication, the applicability of the
framework for older people, nursing staff, and beyond, intraprofessional and interprofessional
collaboration, and relinquishing control of end-of-life communication.

Definition of a theoretical framework

The definition and use of a theoretical framework vary in scientific literature, with some
viewing it as a broad structure of concepts and relationships and others as a specific set of
applied theories.» 2 In general, a theoretical framework serves to guide research by linking
concepts, theories, and variables into a coherent structure that supports a study.>* In this
dissertation, we considered a theoretical framework to be a structure that emerges from the
systematic analysis of empirical data, complemented by scientific literature, to explain
end-of-life communication by nursing staff as part of ACP for older people and its underlying
fundamentals. Theoretical frameworks can be used and developed inductively or deductively.
We applied a subjectivist inductive approach, going from specific data to a conceptualization
of the phenomenon.* This type of research usually begins with a desire to understand or
explain. We collected data and searched for patterns across the data to generate an
understanding of the fundamentals of end-of-life communication by nursing staff.

Value and intended use of the theoretical framework

As described in this dissertation, the fundamentals in the theoretical framework serve as
interrelated building blocks that enhance nursing staff’s awareness of the value and
opportunities for end-of-life communication. In addition, they provide guidance for learning
about, preparing for, engaging in, and evaluating end-of-life communication as part of a
continuous ACP process. Awareness involves recognizing the value of end-of-life communication
and the important central role of nursing staff in formal and informal end-of-life communication.
Nursing staff should reflect on this central role and their active engagement in end-of-life
communication, for example through peer reflection, supervision, or self-evaluation. The
framework can also support nursing staff in deepening their understanding of the fundamentals,
clarifying their purpose, interconnections, and practical implications for formal and informal
end-of-life communication. This aligns with other studies that show that greater awareness
and knowledge of palliative care are associated with increased confidence and more positive
attitudes.>” The framework’s support in preparing end-of-life communication encompasses
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reflecting on both informational and emotional readiness, ensuring that conversations are
contextually appropriate and responsive to older people’s and nursing staff’s needs. The
framework also supports in making nursing staff aware of how they can engage in empathetic,
person-centered end-of-life communication. Finally, the framework can support evaluating
or reflecting on, for example, the content, process, and outcomes of end-of-life communication,
informing subsequent practice and promoting continuous professional growth or to support
coaching on the job, something that is also emphasized in other studies.>”’

The framework is intended for flexible use, which means that its fundamentals are not meant
to serve as items of a checklist, nor are they all required in every end-of-life conversation or
always in the same manner. End-of-life communication should always be tailored to the older
person and family caregiver, the setting and context in which the conversation takes place,
and the nursing staff member involved.? Therefore, the effective use of the framework depends
on thoughtful application, cultural sensitivity, and professional judgment of nursing staff. To
achieve this, nursing staff should be aware of and reflect on their own values and beliefs,
while demonstrating openness and knowledge about the people they engage in the
conversation with, as also emphasized in our studies in Chapter 5 and 6. This calls for a basic
understanding of potential preferences among specific groups, as well as possible approaches
to addressing them. For example, understanding how factors such as socio-economic status
or health condition can shape preferences and needs in end-of-life communication. Older
people with chronic illnesses may prioritize comfort and relief from suffering, while older
people with higher education levels may be more likely to articulate their wishes and engage
in ACP conversations.® Training should equip nursing staff to recognize and respond to these
nuances effectively.

Comparison of end-of-life communication with other types of communication

Much research to fundamentals of communication within ACP focuses on goals-of-care
conversations, decision-making or breaking bad news. Within this dissertation, we focused
on end-of-life communication by nursing staff as part of ACP: proactive informal (i.e.,
spontaneous) and formal (i.e., planned) conversations between a person, a family caregiver,
and a healthcare professional about exploring future end-of-life needs and care, the transition
to the end-of-life phase, and ideas and views on death and dying from a holistic perspective.'%*?
We focused on end-of-life communication, because it aligns particularly well with the central
role of nursing staff in ACP and end of life care.’>* However, as also described in our studies
in Chapter 3 and Chapter 6, the fundamentals we have found in our studies and have included
in the framework, overlap with other existing models and frameworks. Examples are the
COMFORT model for nursing palliative care communication,** ¢ the Fundamentals of Care
Framework of Kitson, ' or healthcare communication in general, as described by Dayton
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and Hendriksen.'® We also see overlap with models and frameworks of end-of-life
communication for other healthcare professionals than nursing staff. For example, the RELATE
model of communication of Candrian et al.,?® a conceptual model of Combes et al.,** and
frameworks of Chen et al.,?? Deckx et al.,”® and Sinuff et al.,’° which are developed to support
volunteers,® healthcare professionals in general,’® %22 and general practitioners?® in end-of-life
communication. The fundamentals outlined in these models and frameworks emphasize, for
example, communication as a transactional process shaped by multi-level influences, the
importance of person-centeredness and communication skills, the presence of preconditions
such as education to enhance confidence, and the recognition of end-of-life communication
and ACP as a continuous, evolving process.

The overlap between the key principles of communication described in other models and
the fundamentals in our framework for end-of-life communication are not surprising, as
end-of-life communication is an important part of healthcare communication and palliative
care communication, and can be considered a fundamental part of essential nursing care.?*2¢
The overlap may lead one to question how this form of communication might differ from
existing approaches and why it justifies the development of a new theoretical framework.
We believe that end-of-life communication should have a specific focus due to its specific
context, aims, and complexity. While overall nursing communication often focuses on
exchanging clinical information, coordinating care, and promoting health,?” end-of-life
communication is more oriented toward preparing for death, supporting dignity, and aligning
end-of-life care with the values of older people and their family caregivers.'®*? It requires
heightened sensitivity, adaptability, empathy, and trust, as well as attention to physical, social,
psychological, and existential needs, as the developed framework also emphasizes. In addition,
end-of-life communication involves navigating profound emotional and ethical dimensions,
often under conditions of distress and uncertainty, and demands sensitivity to timing, cultural
expectations, and individual readiness.'®*2 Furthermore, nursing staff are often not aware of
their important role and natural engagement in end-of-life communication and experience
barriers in taking this role and engaging in this communication.?®° End-of-life communication
therefore requires not only advanced skills but especially reflective awareness of one’s own
competences, attitudes, assumptions, and emotional responses, which the framework aims
to foster and support. It underlines the need for targeted training, as well as opportunities
for guided reflection and mentorship to build confidence and competence in navigating this
sensitive communication process.

By providing guidance that is relevant for formal and informal end-of-life communication,
the framework underscores the dual role of nursing staff as both initiators of structured
communication and facilitators of more subtle, day-to-day conversations. This dual applicability
highlights the added value of the framework in supporting nursing staff to navigate the full
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spectrum of end-of-life communication. Nursing staff’s unique position allows them to engage
in both informal and formal end-of-life communication, which constitutes the foundation of
the framework.?* 32 Informal end-of-life communication is of particular relevance to nursing
practice, as it reflects the nursing staff’s continuous presence and proximity to patients,
creating unique opportunities to recognize concerns, build trust, and initiate meaningful
conversations.?3?

Some of the fundamentals in the framework, such as attentive listening and attuning to the
other person, may also be informative for professionals other than nursing staff. However,
we believe that the specific descriptions and interpretations of the fundamentals are less
directly applicable to those whose ongoing contact, relationships, and informal conversations
differ in type or intensity. Nonetheless, the framework can serve as a shared reference point
and can help clarify the unique contribution of nursing staff to end-of-life communication,
supporting them in initiating and engaging in such conversations. In contrast to many existing
models, which often describe end-of-life communication as a set of skills or structured
interactions, our framework conceptualizes end-of-life communication as an ongoing,
relational, and reflective process embedded in everyday nursing practice. A key innovation
of the framework is its explicit focus on the nursing staff perspective, in which informal
end-of-life communication is not only seen as a preliminary step towards formal conversations,
but as a fundamental part of end-of-life communication itself. Building on the reflective
awareness described above, the framework does not prescribe specific communication
techniques, but emphasizes ongoing attentiveness to one’s own attitudes, assumptions, and
emotional responses. This reflective dimension supports nursing staff in recognizing, initiating,
and sustaining both informal and formal end-of-life conversations, and is less explicitly
addressed in existing models.

End-of-life communication with older people in general

The theoretical framework in this dissertation targets end-of-life conversations with older
people receiving (palliative) care in general. We considered older people as those of 65 years
or older and receiving care or palliative care in home, nursing home, or hospital settings (e.g.,
due to frailty or serious illness). We focused on older people because older people are more
likely than younger people to experience complex health problems, multimorbidity, and
increasing care dependency, which often confronts them with acute decisions about
life-sustaining treatments and end-of-life care.®® In addition, they tend to spend more time
reflecting on their own end of life.** 3 We chose the age of 65 years old as a cut-off value to
define older people because this is consistent with the standard used by the United Nations
in demographic and ageing studies,*® and is also the most frequently adopted cut-off in
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empirical research on older populations.?” # |t therefore ensures both international
comparability and alignment with existing scientific literature.

However, we do believe that the framework may also be applicable to other adult age groups.
The framework’s emphasis on sensitivity, attunement, and addressing physical, social,
psychological, and existential needs can guide communication in diverse patient populations,
even if the specific examples and context as described in the descriptions of the fundamentals
are drawn from care for older people. In addition, highlighting older people as a focus in this
dissertation does not imply that end-of-life communication and ACP should be limited to this
group, but rather reflects the population most commonly encountered in palliative care
settings. We do not believe that end-of-life communication nor ACP should be restricted to
older people, as serious illness, health crises, or life-limiting conditions can affect people of
any age.* Younger people could also benefit from reflecting on their values, preferences,
and future care decisions.*>

In addition, the framework was not developed for specific subgroups, such as older people
with cognitive impairments (e.g., dementia), or those from particular religious or cultural
backgrounds. We believe that the foundation of the framework is broadly applicable. Its
flexible nature allows this foundation to be adapted to different groups. For example, by
emphasizing tailored communication strategies, integrating culturally sensitive practices, or
adjusting the level of support, preparation, timing of conversations and family caregiver
involvement according to cognitive capabilities,* the framework can be meaningfully applied
across diverse populations.

Cultural norms and values strongly influence how end-of-life communication is understood
and applied, including attitudes toward talking about death, preferences for individual or
family-centered decision making, and expectations regarding the roles of healthcare
professionals. For example, in many Asian and Middle Eastern contexts, open discussions
about death are often seen as inappropriate or as potentially harmful to hope or emotional
well-being, and decision making is often family centered.**** In contrast, Western contexts
more commonly emphasize individual autonomy and support more open discussions about
end-of-life care.*®*’ Differences in national healthcare systems further shape how end-of-life
communication and ACP are valued, organized, and implemented.*=° By emphasizing
attunement, reflective awareness, and sensitivity to timing, roles, values, and relationships,
the framework provides a flexible foundation that can be adapted to different cultural contexts.
This allows nursing staff to tailor the level of openness about death and dying, the timing
and focus of conversations, and the involvement of family caregivers in ways that align with
cultural expectations and individual preferences.
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End-of-life communication by nursing staff in general

The theoretical framework in this dissertation also targets a rather broad nursing population
in multiple settings: care assistants, nurses, and nurse practitioners in hospital, nursing home,
and home care settings. Because of the lack of understanding of the fundamentals of end-of-life
communication by nursing staff in general®® and the expectation that the fundamentals would
be relatively comparable across these settings and nursing professions, we chose this scope
to be able to understand its general patterns. In addition, as confirmed by our individual
studies, end-of-life communication should be understood at a general level, as its fundamentals
and their application depend on a complex interplay of both implicit and explicit factors.*!
Implicit factors can, for example, include personality, values, and needs of the older person,
family caregiver, and nursing staff member, which may be shaped by cultural or religious
background or previous end-of-life experiences.>* Explicit factors relate to the more observable
characteristics of the interaction, such as the reason for the conversation, its tone, and the
people involved.

Although the framework applies to a wide range of nursing staff, its fundamentals manifest
slightly differently across these groups, as described in our interview study with nursing staff
in Chapter 3 and supported by the findings of our study in Chapter 5. For example, we found
that nurse practitioners almost always engage in formal end-of-life conversations and focus
more on discussing future treatment preferences, whereas care assistants mostly engage in
informal conversations and primarily talk about what is important to the older person in the
present and the future, and how the older person feels. Nurses explained that they engage
in both, but informal conversations occur much more often. We also found that nurse
practitioners and care assistants typically engage in end-of-life conversations alone, while
nurses sometimes also engage in formal end-of-life conversations with a physician.
Furthermore, we found that home care nurses often engage in EOL conversations that look
further into the future than those usually performed by nursing staff in hospitals and nursing
homes. In addition, they place more emphasis on taking the lead in offering additional
interprofessional support, such as consulting a spiritual caregiver. Wittenberg et al.>> describe
comparable findings about goals-of-care discussions, specifically. For example, they found
that nurse practitioners primarily lead planned discussions, while nurses engage in ongoing,
spontaneous communication focused on patient and family understanding and collaboration.*
It is important to align the different roles of nursing staff within a team and stimulate this
intraprofessional collaboration, as also supported by other studies.>* >3
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Intraprofessional and interprofessional collaboration in end-of-life communication

In the upcoming years, nursing staff should and potentially will increasingly engage in
intraprofessional collaboration, both within and between healthcare settings, given the
increasing complexity of patient care and the need for efficient care models.>* This can
enhance the continuity and responsiveness of end-of-life communication and ACP. For example,
care assistants or nurses who regularly interact with older people in informal settings can
identify subtle cues indicating readiness to discuss future care preferences and firstly explore
these. By communicating these observations to other nurses or nurse practitioners, they
could help initiate more structured formal conversations at an appropriate time. This
collaborative approach not only supports end-of-life conversations attuned to the older
person’s needs and readiness, but also strengthens the role of the nursing team within the
interprofessional healthcare team.>

Interprofessional collaboration between different informal and formal caregivers is also
increasingly recognized as essential in providing high-quality, holistic and person-centered
(end-of-life) care.*® Within the framework, we consider interdisciplinary end-of-life
communication as a shared and complementary process, in which different healthcare
professionals contribute from their own roles, expertise, and points of contact with older
people and their family caregivers. Nursing staff play a central role in this process because
of their close relationships with patients and family caregivers, enabling them to assess needs
and readiness, identify concerns, values and wishes, initiate conversations, and translate
daily informal communication into insights that can inform formal ACP. As also described in
Chapter 5, physicians typically approach end-of-life communication from a medical perspective,
emphasizing structured conversations, discussing prognostic information, and decision-making
about life-sustaining treatments, often using a more formal tone than nursing staff.24 57 %8
Spiritual caregivers generally focus on the patient’s spiritual and cultural context, exploring
existential values, fears, and their relationship to a prognosis.®” They support patients
emotionally during medical decision-making, help reassess wishes when care goals change,
and employ deep listening techniques to facilitate reflection and expression.®” These disciplinary
contributions are not separate, but interconnected through ongoing communication and
feedback, allowing informal insights to inform formal decision-making and ensuring continuity
across the end-of-life communication and ACP process. In addition, as also emphasized in
the framework, different disciplines may ask each other for advice regarding end-of-life
conversations, reflect on these conversations together, or engage in these conversations
together, which may strengthen a holistic approach to ACP.

Despite the important role of nursing staff in the interprofessional ACP process, organizational
structures often lack formal policies or agreements that define and support this responsibility,
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as we also found in Chapter 3. Emphasizing the role of nursing staff with our framework
acknowledges both the unique position of nursing staff in general***? and the specific strengths
of each nursing role, supporting the end-of-life communication process. Formalizing this role
could further strengthen interprofessional collaboration, clarify responsibilities, and ensure
that patient-centered, holistic end-of-life care is consistently delivered. Nurse leaders can
play a key role in recognizing, advocating for, and advancing this unique position, granting
nursing staff the authority, access, and incentives needed to engage effectively in end-of-life
communication as part of ACP.3?

Relinquishing control of end-of-life conversations

Control is an important subject that has repeatedly been discussed in this dissertation.
Especially in Chapter 3 and 4, we emphasized the importance of attentive listening and
observed that constantly anticipating the next question, often with the intention of structuring
the conversation or adhering to a predefined agenda, may in fact hinder effective end-of-life
communication. In Chapter 4 and 5, we concluded that nursing staff may need to let go of
their desire for control, clear goals, and structured approaches to be fully present and
participate meaningfully in end-of-life communication. This may help them in being attentively
present, being silent, and listening to what the older person says, needs, and feels, as also
emphasized in Carl Rogers’ definition of attentive listening.>® Relinquishing control of an
end-of-life conversation by taking a step back and embracing the suggested flexibility of
end-of-life communication as emphasized in the framework, requires sufficient experience
and confidence with and self-awareness regarding end-of-life communication.

Nursing staff’s use of conversational tools, such as conversation checklists or lists of example
questions, and their extensive preparation for end-of-life communication also raised discussion
in this regard. Conversation tools may primarily be helpful for novice nursing staff to gain
experience, feel secure and prepare for end-of-life communication. This may, for example,
help build confidence, skills, awareness and structure.®® However, overreliance on conversation
tools may make discussions feel overly structured, artificial, and insufficiently person-centered,
hindering openness, listening, connecting and being present in end-of-life conversations, as
we found in our study in Chapter 4. In Chapter 4 and 5, we emphasized that older people
are primarily concerned with connecting and being seen and heard to engage in natural and
human conversations. Nursing staff should be aware of the expectations of older people in
EOL communication and adjust their approach accordingly. Nursing staff may need to
momentarily step back, creating space to listen, observe, and connect, in order to understand
and respect the needs and preferences of older people and their family caregivers. Nursing
staff should receive training that encourages the use of such tools as an initial means of
building awareness and familiarity with end-of-life communication, followed by the
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development of the flexibility and responsiveness essential for effective end-of-life
communication.

This section reflects on broader methodological considerations that complement the specific
issues that were addressed earlier in the thesis. The framework in this dissertation was
developed and validated step by step. Each individual phase of the project built on and
informed the next step. This helped us identify important gaps of knowledge to be unraveled
or deepened to eventually develop a suitable and relevant theoretical framework. In addition,
an interprofessional working group was involved in all phases of the project, improving its
reliability. However, some methodological choices we have made or difficulties we have
encountered, should be considered as well.

An important consideration in the development of the framework presented in Chapter 2
and 3 is that including experienced nursing staff from multiple professions and care settings,
combined with qualitative research methods, provided rich, in-depth insights and a solid,
trustworthy foundation for the framework. Data saturation was reached, indicating that the
key fundamentals and themes were consistently captured across the different nursing roles
and settings, which strengthens the overall rigor of the study. Moreover, the subsequent
focus group study (Chapter 5) and Delphi study (Chapter 6) served to verify, refine, and enrich
the findings, enhancing confidence in the framework’s applicability and relevance across
different contexts.

Although we did not directly observe end-of-life conversations to verify or complement these
self-reported experiences, which may have introduced some bias or limited objectivity, the
focus on nursing staff’s lived experiences provided valuable insights into the underlying
attitudes, reasoning, and contextual factors shaping end-of-life communication. Such elements
may not have been as easily captured through observation. Nevertheless, combining interviews
with observational data could have offered a more comprehensive understanding of how
these attitudes and reasoning processes are enacted in real-life interactions. Observations
might have revealed discrepancies between reported and actual practices or provided
additional contextual nuances that participants themselves were not fully aware of or did
not articulate.

Furthermore, the findings were derived from a relatively small sample of participants who

were likely more experienced or interested in ACP than the broader nursing population. While
this may limit the generalizability of the framework across all settings and nursing roles, it
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does not diminish the depth or relevance of the insights gained for its comprehensive
development. In line with this, our interview study with older people and their family caregivers
in Chapter 4, focused primarily on formal conversations, which may have led to an
underrepresentation of informal or spontaneous discussions in the development of the
framework from their perspectives. Nevertheless, again, combining these perspectives with
the subsequent focus group study (Chapter 5) and Delphi study (Chapter 6) ensured that
the framework captures a comprehensive picture of both formal and informal end-of-life
communication, reinforcing its validity and applicability.

An important consideration in our focus group study (Chapter 5) was that we solely included
physicians and spiritual caregivers as most collaborative partners of nursing staff in ACP. While
social workers or psychologists may also be involved, this focus reflects the typical Dutch
context, where nursing staff primarily collaborate with physicians and spiritual caregivers in
the ACP process.® %2 Furthermore, insights from these professionals were explicitly valued
by nursing staff in our interview study (Chapter 3), as they could provide particularly relevant
perspectives to enrich the theoretical framework, as also emphasized by the working group
of the project.

The Delphi study (Chapter 6) formed the final key step in the LISTEN project to refine and
substantively validate the theoretical framework internationally. This process enhanced the
framework’s applicability and cultural sensitivity, supporting its potential use in international
clinical practice, research, and education. By engaging experts to assess its comprehensiveness,
relevance, importance, and applicability, we strengthened the content validity of the
framework. However, this does not constitute full validation, as its practical usability and
effectiveness in real-world settings have not yet been tested. While the framework shows
strong potential, further empirical research is needed to examine how it can be applied in
clinical and educational contexts and to evaluate aspects such as usability, reliability, and its
contribution to supporting nursing end-of-life communication.

Finally, although the Delphi panel in Chapter 6 included experts from 15 countries across
four continents, the majority were from Western Europe. This may somewhat limit the global
generalizability of the findings and means that the framework’s applicability in settings where
the role of nursing staff differs from that in Western Europe remains less certain. Nevertheless,
the framework is grounded in fundamentals of communication that are broadly relevant
across diverse contexts, and its effective use will always depend on thoughtful application,
cultural sensitivity, and professional judgment. While the refinements made in the study
primarily reflect Western European perspectives, the framework can still provide guidance
in other settings, with appropriate adaptation to local practices and norms.
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The theoretical framework can support nursing staff across nursing homes, home care, and

hospital settings in engaging in end-of-life communication as part of ACP with older people,

and may further enhance clinical practice, scientific research, and education related to nursing
end-of-life communication. In addition, some lessons learned from our research should be

considered. We describe the most important lessons below regarding research, practice and

education.

Research

[¢]

The theoretical framework developed in this dissertation may strengthen international
research on end-of-life communication by providing standardized fundamentals. These
fundamentals could be translated into measures (e.g., attentive listening, self-efficacy,
evaluation or follow-up of the conversation or involvement of family caregivers), which
may help to better observe and partly objectify complex communication processes across
different healthcare settings. This may enable more consistent observation, evaluation,
and comparison, fostering deeper insight into how end-of-life communication unfolds
in practice. Yet, this remains complex, as the quality and dynamics of such communication
are influenced by multiple interacting factors related to nursing staff, the older person,
and the care context, as well as by the timing and nature of the conversation, whether
formal or informal.

Cross-cultural research exploring the diverse values and needs of older people in relation
to the framework’s fundamentals, through interview studies or targeted literature reviews,
could help develop and test practical guidance and illustrative examples to enhance the
framework’s applicability. Such studies could also inform research and training on these
diverse preferences of older people regarding the fundamentals of end-of-life
communication, thereby equipping nursing staff to recognize and respond to nuances
more effectively and increasing their confidence in engaging with a diverse range of
people.

Future research could also explore the applicability of the developed framework in
conversations with people with cognitive impairments such as dementia and people of
other age groups than older people. Such studies could help determine whether the
framework adequately captures the specific communication needs and dynamics within
these populations, and which adaptations are required to ensure its broader relevance
and usability. This could be examined through observational or interview studies exploring
how nursing staff engage in end-of-life communication across diverse contexts and how
older people and family caregivers experience these interactions.

Another important next step is to examine whether the relative importance of the
different fundamentals varies across end-of-life conversations. This could be explored
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through observational studies of end-of-life conversations, or by using survey and
interview studies with nursing staff, older people, and family caregivers to identify which
fundamentals are considered most relevant in particular situations. Such insight may
contribute to further refining the framework and enhancing its applicability across diverse
care contexts.

Further qualitative interview studies with nursing staff on how the framework specifically
applies to each care setting and nursing profession included in this dissertation could
foster a more nuanced understanding of the fundamentals of end-of-life communication,
tailored to specific contexts, while also strengthening nursing staff’s role and confidence
in engaging in end-of-life communication.

Future research could support in strengthening and formalizing the central role of nursing
staff in end-of-life communication as part of ACP. This research should focus on raising
awareness of their roles and responsibilities and identifying practical strategies to
empower them to take a more leading role in both communication and interprofessional
collaboration. Participatory action research could offer a suitable approach for achieving
this goal, as it can actively involve nursing staff, educators, and other stakeholders in
co-developing and testing solutions within their own practice environments. This includes
formally recognizing and positioning nursing staff within ACP processes while also
supporting them through leadership development, continuing education, and professional
growth initiatives. Particular attention should be given to both formal and, especially,
informal conversations. The framework’s fundamentals could be translated into
evidence-based nursing interventions to enhance awareness, confidence, and, eventually,
the overall quality of end-of-life communication in practice. Examples of interventions
include workshops on the fundamentals of end-of-life communication, simulation-based
communication training (e.g., virtual reality based), coaching, and integration in clinical
protocols.

Practice

O
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Policy makers and nurse leaders in clinical practice should acknowledge, advocate, and
advance the unique position of nursing staff to grant nursing staff the authority, access,
and incentives to conduct ACP within their organization. This may also enhance nursing
leadership in end-of-life communication and support them in engaging in ACP in an
intraprofessional and interprofessional context, within and between healthcare settings.
The framework can serve as a common reference point and foster communication, while
reinforcing nursing staff’s central position in initiating and maintaining end-of-life
conversations. Integrating the framework into interdisciplinary guidelines could also help
ensure that these practices are standardized, evidence-based, and supported at both
organizational and policy levels. For example, by making physicians and spiritual caregivers
more aware of the central role of nursing staff in ACP.
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The framework can complement national palliative care programs, and the regional
transformation plans under the Integrated Care Agreement (IZA) by offering guidance
for embedding end-of-life communication as part of ACP in day-to-day nursing practice.
This dissertation learned us that existing conversation tools for end-of-life communication
should be used as a supporting tool, not as a guideline. These tools may be convenient
for novice nursing staff who want to gain initial experience with and create awareness
regarding end-of-life communication, may help build confidence and skills, may serve
as a fallback when formal conversations do not go smoothly according to nursing staff,
and may support reflection on such conversations. Relying too heavily on these tools
could hinder openness, connection, and presence during end-of-life conversations.
Strengthening end-of-life communication begins with fostering nursing staff’s self-efficacy
and encouraging continuous reflection on this self-efficacy, enabling them to feel confident
and comfortable in engaging in end-of-life communication and understanding their role
within this communication process. Nursing staff should recognize their central role in
both formal and informal conversations, while understanding that effective end-of-life
communication, aligned with the needs and preferences of older people, requires letting
go of control and instead connecting through attunement to the older person and their
family caregivers.

Education

(@]

The fundamentals of the theoretical framework can be embedded in nursing practice
through emphasizing the central role of nursing staff in end-of-life communication, both
during initial education and structurally throughout their professional development.
Introducing the framework early in nursing staff’s careers, positions end-of-life
communication as a core nursing competency. Currently, many nursing education curricula
do not consistently include formal attention to palliative care or ACP, which underscores
the need to integrate these topics systematically. Based on the framework in this
dissertation, curricula could be adapted by incorporating dedicated modules on
person-centered end-of-life communication, the role of nursing staff in end-of-life
communication, formal and informal end-of-life conversations, and interprofessional
collaboration. Practical strategies might include simulation exercises, role-play, reflective
journaling, and guided feedback to strengthen students’ awareness of their own
communication patterns, empathy, and sensitivity. For example, the framework’s
fundamentals could be integrated into the Dutch Bachelor of Nursing 2030 curriculum,
supporting the development of competencies in person-centered end-of-life
communication, interprofessional collaboration, and ACP, while also aligning with the
0%PZ educational frameworks to embed these fundamentals in both undergraduate and
postgraduate programs. This approach ensures that students and professionals are not
only knowledgeable about palliative care, but also equipped to apply reflection,
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communication strategies, and collaborative skills effectively in everyday clinical practice.
To enable nursing staff to embrace their unique role in end-of-life communication,
education and training should also address their specific, and often already existing,
contribution to ACP. This involves not only learning how the fundamentals of end-of-life
communication can be applied within their specific professional role, but also exploring
how these fundamentals align with their personal values, communication style, and
professional identity. Such an approach can help nursing staff integrate the framework
in a way that feels authentic and sustainable, thereby strengthening both their professional
competence and personal confidence in engaging in end-of-life conversations.

Within these training opportunities, primary focus should be on self-awareness and
connecting and attuning to the persons involved in end-of-life communication, and on
adopting a person-centered instead of formal and fixed approach. Nursing staff could
use the fundamentals of the framework as building blocks to be aware of, learn from,
prepare for, carry out, or evaluate end-of-life communication.
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Palliative care aims to improve the quality of life of patients with life-threatening conditions
or frailty and their families. It focuses on the prevention and relief of suffering by means of
early identification and careful assessment, and treatment of problems of a physical,
psychological, social and spiritual nature. It is not limited to end-of-life care but can be
integrated at any stage of illness, alongside disease-modifying treatments to enhance
someone’s quality of life. A cornerstone of palliative care is advance care planning (ACP). ACP
is a comprehensive, ongoing, and holistic process that supports a person and his or her family
caregiver in timely reflecting on and articulating their values, goals, and preferences for future
care. ACP is especially relevant for older people, as they are more likely to face complex
health problems, multimorbidity, and increasing care dependency and frailty compared to
younger people and are often faced with (acute) decisions about treatments and end-of-life
care. Nursing staff play a central role in ACP due to their unique expertise and close professional
relationships. Their close involvement with older people and their family caregivers places
them in a unique position to recognize changes, anticipate needs, and provide compassionate
support. End-of-life communication is an important part of ACP. It includes proactive informal
(i.e., spontaneous) and formal (i.e., planned) conversations between a person, a family
caregiver, and a healthcare professional about future end-of-life care, the transition to the
end-of-life phase, and death and dying from a holistic perspective. Nursing staff can naturally
engage in formal and, primarily, informal end-of-life communication as part of their daily
practice. Despite their central role in end-of-life communication, nursing staff experience
barriers in taking this role as this requires specific skills and competencies. To address these
barriers, it is important to develop a profound understanding of the fundamentals (i.e.,
important aspects) of end-of-life communication. Therefore, the “LISTEN” project was initiated.
The LISTEN project aims to unravel the fundamentals of end-of-life communication by nursing
staff as part of ACP for older people in nursing home, hospital, and home care settings. Within
the project, a theoretical framework of these fundamentals is built and validated step by
step. The studies presented in this dissertation are embedded within the LISTEN project.

Chapter 1 introduces key concepts related to palliative care and ACP for older people. It also
describes the role of nursing staff in ACP and end-of-life communication as part of ACP and
describes the barriers nursing staff experience in end-of-life communication. This chapter
briefly describes the LISTEN project and concludes with the overall aims and outline of this
dissertation.

The first step towards building a preliminary theoretical framework of the fundamentals of

end-of-life communication as part of ACP was described in Chapter 2. The objective of the
study described in this chapter was to explore currently existing fundamentals in (scientific)
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literature of end-of-life communication by nursing staff as part of ACP for older people in
hospital, nursing home, and home care settings. We performed a scoping review of articles
published from 2010 to 2022 containing fundamentals of end-of-life communication as part
of ACP from the perspective of nursing staff, older people, and family caregivers. We were
able to include nine studies and describe eleven fundamentals. These fundamentals showed
that nursing staff attune end-of-life communication to the values and needs of older people
to approach the process in a person-centered manner. Achieving such person-centered
communication requires additional fundamentals, such as building a relationship, assessing
readiness, attention to family relationships, a professional attitude, and listening. We concluded
that end-of-life communication is not a one-time conversation, but a complex process that
takes time, effort, and genuine interest in each other.

Although some general fundamentals of end-of-life communication by nursing staff were
identified in the scoping review, a deeper understanding of the content of these fundamentals
was needed. In addition, this study only included two studies describing the perspectives of
older people and their family caregivers and focused mainly on the hospital setting. Because
end-of-life communication is part of the entire healthcare chain and because initiating
end-of-life communication in the hospital setting is often considered “too late” for older
people, the fundamentals of end-of-life communication in home care and nursing home
settings must be understood as well.

Therefore, in Chapter 3, we aimed to deepen our understanding of the fundamentals in
home care, nursing home, and hospital settings from the perspectives of nursing staff. This
chapter described an exploratory interview study in which we performed separate
semi-structured interviews with 17 nursing staff members about their experiences, opinions,
and preferences before, during, and after end-of-life conversations. The fundamentals defined
within the scoping review were used develop the interview guide. Overall themes clustering
the fundamentals we found in this interview study included preconditions such as feeling
comfortable talking about the end of life and creating space for open communication.
Fundamentals related to the actual conversation, such as using senses and applying associative
communication techniques (e.g., using understandable language), following conversation
phases, and being aware of interprofessional collaboration, were also considered important.
In this study, we emphasized the importance of moving along with the older person as well
as connecting, adapting, and letting go of control over the conversation’s outcome. Many
fundamentals could be traced back to the basics of nursing and the humanity of conversation.

In Chapter 4, we conducted another exploratory interview study in which we aimed to explore

the experiences of older people and their family caregivers in home, nursing home and
hospital settings regarding the fundamentals of end-of-life communication by nursing staff.
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Eight older people and four of their family caregivers participated in three dyadic interviews
and six individual interviews about their experiences, opinions, and preferences before,
during, and after recent formal end-of-life conversations. The findings revealed that the
participants had few specific expectations of these conversations. Three overarching themes
encompassing eleven fundamentals were composed: “Navigating conversational phases:
probing and reflecting” (e.g., readiness), “Fostering recognition and relational safety:
acknowledging the older person” (e.g., feeling at ease, feeling seen while nursing staff attune
to the older person, feeling a human connection), and “Engaging with family caregivers:
valuing their role and well-being” (e.g., considering their well-being). Older people and their
family caregivers prioritized feeling comfortable in natural and humane end-of-life
conversations. They wanted to be seen, heard, and treated as individuals with backgrounds,
values, and needs, not just as patients with a disease.

The main contrast between the results of the two interview studies highlights that nursing
staff described in great detail how they engaged in EOL communication with older people,
emphasizing competencies, communication techniques, and the need for structure and
preparation, whereas older people and family caregivers valued ongoing, holistic conversations
that were less structured and more responsive to the flow of interaction and mutual
understanding. Based on the integration of the findings of the first three studies in Chapter
2, 3 and 4, we were able to build an initial preliminary theoretical framework of the
fundamentals of end-of-life communication through an iterative process of regular and critical
reflection with the research team and the working group, ensuring that emerging concepts
were discussed, refined, and grounded in the empirical findings. Reflection on the framework
by nursing staff, older people and family caregivers was necessary to verify correct integration
of our previous findings in the preliminary theoretical framework. In addition, our previous
studies showed that nursing staff consider spiritual caregivers and physicians as important
collaborators and professionals who could provide enriching perspectives on their roles and
responsibilities and on the fundamentals of end-of-life communication. Indeed, end-of-life
communication requires an interdisciplinary and collaborative approach, and different
disciplines might have different perspectives. So far, the preliminary theoretical framework
lacked the perspectives of these professionals.

Therefore, in Chapter 5, we performed a focus group interview study to enrich the preliminary
theoretical framework by providing a multiple discipline perspective. Five semi-structured
focus group interviews were conducted with ten nursing staff members, eight physicians,
seven spiritual caregivers, and eight patient-family caregiver representatives. Four focus
groups were discipline-specific, and one included various disciplines. Data were analyzed
using a framework analysis method. Participants emphasized the importance of prioritizing
mutual trust over a long-term relationship, distinguishing between feeling able and being
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able to talk about the end of life, not having an intended outcome for the conversation other
than seeking connection, and prioritizing silence over speaking to ensure that older people
and family caregivers feel seen and heard. We concluded that nursing staff may need to step
back, reflect, remain silent, and sit down to connect with older people and family caregivers.
The revised theoretical framework can help nursing staff become aware of, learn from, prepare
for, engage in, and evaluate person-centered end-of-life communication that respects the
values, needs, and preferences of the older person, their family caregivers, and themselves.

In Chapter 6, we aimed to refine and achieve international consensus on the theoretical
framework in a two-round online Delphi study with 48 international experts. Most participants
had a nursing or researcher background and were based in in Western Europe. In each round,
participants evaluated the importance and clarity of the theoretical framework’s 20
fundamentals using a four-point Likert scale and offered suggestions to improve the framework.
Each fundamental in the framework was refined. The primary feedback focused on the
fundamentals’ applicability to diverse individuals, their suitability for both formal and informal
conversations, and the language used to describe the fundamentals. Some concerns were
raised that some fundamentals might unintentionally imply that natural conversations should
be imposed and that emphasizing intuition could overshadow the importance of trained
communication skills. By the end of the second round, consensus with high agreement (>90%)
was reached on 17 fundamentals and consensus with agreement (280%) on two. Two
agreed-upon fundamentals were combined into one. While designed as a flexible framework
to raise awareness and support person-centered end-of-life communication, the theoretical
framework’s effective use depends on thoughtful application, cultural sensitivity, and
professional judgment.

Chapter 7 summarizes the main findings of all studies included in this dissertation, followed
by theoretical and methodological considerations. Finally, this chapter concludes with future
directions regarding research, practice and education. The validated theoretical framework
developed and validated in this dissertation provides a valuable foundation for integration
into nursing practice and education, ultimately enhancing end-of-life communication, ACP
and end-of-life care for older people by nursing staff.
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Palliatieve zorg heeft als doel de kwaliteit van leven te verbeteren van patiénten met een
levensbedreigende aandoening of kwetsbaarheid, evenals die van hun naasten. Het richt
zich op het voorkomen en verlichten van lijden door vroege herkenning, zorgvuldige
beoordeling en behandeling van problemen binnen het fysieke, psychologische, sociale en
spirituele domein. Palliatieve zorg beperkt zich niet tot zorg in de laatste levensfase, maar
kan in elke fase van een ziekte worden geintegreerd, naast behandelingen die gericht zijn op
het verbeteren van de kwaliteit van leven. Een belangrijk onderdeel van palliatieve zorg is
proactieve zorgplanning (PZP). PZP is een continu en holistisch proces dat een persoon en
diens naaste ondersteunt bij het tijdig reflecteren op en verwoorden van hun waarden, doelen
en voorkeuren voor toekomstige zorg. PZP is vooral relevant voor ouderen, omdat zij vaker
te maken hebben met complexe gezondheidsproblemen, multimorbiditeit, toenemende
zorgafhankelijkheid en kwetsbaarheid in vergelijking met jongere mensen en vaak
geconfronteerd worden met (acute) beslissingen over behandelingen en zorg in de laatste
levensfase. Verpleegkundig professionals spelen een centrale rol in PZP dankzij hun unieke
expertise en nauwe professionele relaties. Hun intensieve betrokkenheid bij ouderen en hun
naasten plaatst hen in een unieke positie om veranderingen snel te signaleren, te anticiperen
op behoeften en compassievolle ondersteuning te bieden. Levenseindecommunicatie is een
belangrijk onderdeel van PZP. Dit omvat proactieve informele (spontane) en formele (geplande)
gesprekken tussen een (oudere) persoon, een naaste en een zorgprofessional over toekomstige
zorg in de laatste levensfase, de overgang naar deze fase en overlijden vanuit een holistisch
perspectief. Verpleegkundig professionals kunnen van nature deelnemen aan formele en
vooral informele gesprekken over het levenseinde als onderdeel van hun dagelijkse praktijk.
Ondanks hun centrale rol ervaren verpleegkundig professionals barrieres bij het vervullen
van deze rol, omdat dit om specifieke vaardigheden en competenties vraagt. Om deze barrieres
te overwinnen, is het belangrijk om inzicht te krijgen in de bouwstenen (belangrijke onderdelen)
van levenseindecommunicatie. Daarom is het LISTEN-project opgezet. Het LISTEN-project
heeft als doel de bouwstenen van levenseindecommunicatie door verpleegkundig professionals
als onderdeel van PZP voor ouderen in het verpleeghuis, het ziekenhuis en de thuiszorg te
ontrafelen. Binnen het project wordt stap voor stap een theoretisch raamwerk van deze
bouwstenen opgebouwd en gevalideerd. De studies die beschreven worden in dit proefschrift
zijn onderdeel van het LISTEN-project.

Hoofdstuk 1 introduceert de kernbegrippen met betrekking tot palliatieve zorg en PZP voor
ouderen. Het beschrijft ook de rol van verpleegkundig professionals in PZP en
levenseindecommunicatie als onderdeel van PZP, evenals de barrieres die verpleegkundig
professionals ervaren bij deze communicatie. Dit hoofdstuk geeft een korte beschrijving van
het LISTEN-project en sluit af met de doelstellingen en opzet van dit proefschrift.
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De eerste stap in het opbouwen van een voorlopig theoretisch raamwerk van de bouwstenen
van levenseindecommunicatie als onderdeel van PZP wordt beschreven in Hoofdstuk 2. Het
doel van de studie in dit hoofdstuk was het verkennen van de in (wetenschappelijke) literatuur
beschreven bouwstenen van levenseindecommunicatie door verpleegkundig professionals
als onderdeel van PZP met ouderen in het ziekenhuis, het verpleeghuis en de thuiszorg. We
voerden een scoping review uit van artikelen die tussen 2010 en 2022 zijn gepubliceerd en
die bouwstenen van levenseindecommunicatie als onderdeel van PZP beschrijven vanuit het
perspectief van verpleegkundig professionals, ouderen en naasten. We includeerden negen
studies die in totaal elf bouwstenen beschrijven. Deze bouwstenen lieten zien dat
levenseindecommunicatie door verpleegkundig professionals vraagt om afstemming op de
waarden en behoeften van ouderen om het proces persoonsgericht te benaderen. Het
realiseren van dergelijke persoonsgerichte communicatie vereist aanvullende bouwstenen,
zoals het opbouwen van een relatie, het beoordelen van gereedheid, aandacht voor
familieverhoudingen, een professionele houding en luisteren. We concludeerden dat
levenseindecommunicatie geen eenmalig gesprek is, maar een complex proces dat tijd, inzet
en oprechte interesse in elkaar vraagt.

Hoewel in de scoping review enkele algemene bouwstenen van levenseindecommunicatie
door verpleegkundig professionals zijn geidentificeerd, was een dieper inzicht in de inhoud
van deze bouwstenen nodig. Bovendien omvatte deze studie slechts twee artikelen die de
perspectieven van ouderen en hun naasten beschreven en richtten de geincludeerde artikelen
zich voornamelijk op de ziekenhuissetting. Omdat levenseindecommunicatie deel uitmaakt
van de gehele zorgketen en het starten met deze communicatie in de ziekenhuissetting vaak
als “te laat” wordt beschouwd voor ouderen, is het ook noodzakelijk om de bouwstenen van
levenseindecommunicatie in de thuiszorg en het verpleeghuis te begrijpen.

Daarom hebben we in Hoofdstuk 3 geprobeerd ons inzicht in de bouwstenen in de thuiszorg,
het verpleeghuis en het ziekenhuis te verdiepen vanuit het perspectief van verpleegkundig
professionals. Dit hoofdstuk beschrijft een verkennende interviewstudie waarin we individuele
semigestructureerde interviews hebben gehouden met 17 verpleegkundig professionals over
hun ervaringen, opvattingen en voorkeuren voor, tijdens en na levenseindecommunicatie.
De in de scoping review gevormde bouwstenen zijn gebruikt om de interviewleidraad op te
stellen. Thema’s waarin de bouwstenen op basis van de interviews werden gegroepeerd,
omvatten randvoorwaarden, zoals zich comfortabel voelen bij het praten over het levenseinde
en het creéren van ruimte voor open communicatie. Bouwstenen die betrekking hebben op
het daadwerkelijke gesprek, zoals het gebruik van zintuigen en het toepassen van associatieve
communicatietechnieken (bijvoorbeeld spreken in begrijpelijke taal), het volgen van
gespreksfasen en het bewust zijn van interprofessionele samenwerking, werden ook als
belangrijk beschouwd. In deze studie benadrukten we het belang van meebewegen met de
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oudere persoon, evenals verbinden, aanpassen en het loslaten van controle over de uitkomst
van het gesprek. Veel bouwstenen bleken terug te herleiden naar de basis van het
verpleegkundige vak en de menselijke kant van het gesprek.

In Hoofdstuk 4 voerden we opnieuw een verkennende interviewstudie uit waarin we de
ervaringen van ouderen en hun naasten in de thuissituatie, het verpleeghuis en het ziekenhuis
wilden onderzoeken met betrekking tot de bouwstenen van levenseindecommunicatie door
verpleegkundig professionals. Acht ouderen en vier van hun naasten namen deel aan drie
duo-interviews en zes individuele interviews over hun ervaringen, opvattingen en voorkeuren
v6or, tijdens en na recente formele levenseindegesprekken. De bevindingen lieten zien dat
de deelnemers weinig specifieke verwachtingen hadden van deze gesprekken. Er werden
drie overkoepelende thema’s gevormd die elf bouwstenen omvatten: “Gespreksfases
doorlopen: verkennen en reflecteren” (bijv. gereedheid), “Zorgen voor herkenning en veiligheid:
de oudere persoon erkennen” (bijv. zich comfortabel voelen, zich gezien voelen doordat
verpleegkundig professionals meebewegen met de oudere persoon, een menselijke verbinding
voelen) en “Naasten betrekken: hun rol en welzijn erkennen” (bijv. aandacht hebben voor
hun welzijn). Ouderen en hun naasten vonden het vooral belangrijk dat ze zich comfortabel
voelen in natuurlijke en menselijke levenseindegesprekken. Zij wilden gezien, gehoord en
behandeld worden als individuen met achtergronden, waarden en behoeften, niet alleen als
patiénten met een ziekte.

Het belangrijkste verschil tussen de resultaten van de twee interviewstudies is dat
verpleegkundig professionals in detail beschreven hoe zij levenseindegesprekken voerden
met ouderen, waarbij zij de nadruk legden op competenties, communicatietechnieken en
de behoefte aan structuur en voorbereiding. Daarentegen waardeerden ouderen en naasten
regelmatige, holistische gesprekken die minder gestructureerd waren en meer inspeelden
op het verloop van een gesprek en wederzijds begrip. Op basis van de integratie van de
bevindingen uit de eerste drie studies in Hoofdstuk 2, 3 en 4 konden we een eerste voorlopig
theoretisch raamwerk van de bouwstenen van levenseindecommunicatie opbouwen. Dit
gebeurde op basis van een iteratief proces van regelmatige en kritische reflectie met de
onderzoeksgroep en de werkgroep, waarbij nieuwe concepten werden besproken, verfijnd
en verankerd. Reflectie op het raamwerk door verpleegkundig professionals, ouderen en
naasten was echter noodzakelijk om te verifiéren dat de bevindingen van onze eerdere studies
correct waren geintegreerd in het voorlopige theoretische raamwerk. Bovendien toonden
onze eerdere studies aan dat verpleegkundig professionals, geestelijk verzorgers en artsen
beschouwen als belangrijke samenwerkingspartners en professionals die waardevolle inzichten
kunnen bieden op hun rollen en verantwoordelijkheden en op de bouwstenen van
levenseindecommunicatie. Levenseindecommunicatie vereist immers een interdisciplinaire
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aanpak en verschillende disciplines kunnen uiteenlopende perspectieven hebben. Tot nu toe
ontbraken deze perspectieven in het voorlopige theoretische raamwerk.

Daarom voerden we in Hoofdstuk 5 een focusgroep interviewstudie uit om het voorlopige
theoretische raamwerk te verrijken door een multidisciplinair perspectief toe te voegen. Vijf
semigestructureerde focusgroep interviews werden gehouden met tien verpleegkundig
professionals, acht artsen, zeven geestelijk verzorgers en acht cliént-naastenvertegenwoordigers.
Vier focusgroepen waren disciplinespecifiek en één omvatte verschillende disciplines. De
data werden geanalyseerd met behulp van een raamwerk analyse. De deelnemers benadrukten
het belang van het prioriteren van wederzijds vertrouwen boven een langdurige relatie, het
onderscheid tussen zich in staat voelen en daadwerkelijk in staat zijn om over het levenseinde
te praten, het niet hebben van een beoogde uitkomst van het gesprek anders dan het zoeken
naar verbinding en het verkiezen van stilte boven spreken om ervoor te zorgen dat ouderen
en naasten zich gezien en gehoord voelen. We concludeerden dat verpleegkundig professionals
mogelijk een stapje terug moeten doen, moeten reflecteren, stilte moeten toelaten en moeten
gaan zitten om verbinding te maken met ouderen en hun naasten. Het herziene theoretische
raamwerk kan verpleegkundig professionals helpen zich bewust te worden van, te leren van,
zich voor te bereiden op, deel te nemen aan en te evalueren op persoonsgerichte
levenseindecommunicatie die de waarden, behoeften en voorkeuren van de oudere persoon,
diens naasten en zichzelf respecteert.

In Hoofdstuk 6 beoogden we het theoretische raamwerk te verfijnen en internationale
consensus te bereiken door middel van een online Delphi-studie van twee rondes met 48
internationale experts. De meeste deelnemers hadden een verpleegkundige of
onderzoekachtergrond en kwamen uit West-Europa. In elke ronde beoordeelden deelnemers
het belang en de duidelijkheid van de 20 bouwstenen van het theoretische raamwerk met
behulp van een vier-punts Likertschaal en deden zij suggesties om het raamwerk te verbeteren.
Elke bouwsteen in het raamwerk werd verfijnd. De belangrijkste feedback richtte zich op de
toepasbaarheid van de bouwstenen voor diverse personen, hun geschiktheid voor zowel
formele als informele gesprekken en de gebruikte terminologie. Er werden enkele zorgen
geuit dat sommige bouwstenen onbedoeld zouden kunnen impliceren dat gesprekken altijd
op een natuurlijke manier méeten en kunnen worden gevoerd en dat het benadrukken van
intuitie het belang van getrainde communicatieve vaardigheden zou kunnen overschaduwen.
Aan het einde van de tweede ronde werd consensus met hoge overeenstemming (>90%)
bereikt over 17 bouwstenen en consensus met overeenstemming (280%) over twee. Twee
bouwstenen waar consensus over was, werden samengevoegd tot één bouwsteen. Hoewel
het raamwerk is ontworpen als een flexibel hulpmiddel om bewustwording te vergroten en
persoonsgerichte levenseindecommunicatie te ondersteunen, hangt het effectieve gebruik
ervan af van doordachte toepassing, culturele sensitiviteit en professionele inschatting.
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Hoofdstuk 7 vat de belangrijkste bevindingen van alle studies in dit proefschrift samen,
gevolgd door theoretische en methodologische overwegingen. Dit hoofdstuk sluit af met
toekomstige richtingen voor onderzoek, praktijk en onderwijs. Het gevalideerde theoretische
raamwerk dat in dit proefschrift is ontwikkeld en gevalideerd, biedt een waardevolle basis
voor integratie in de verpleegkundige praktijk en het onderwijs en kan uiteindelijk bijdragen
aan het verbeteren van levenseindecommunicatie, PZP en zorg in de laatste levensfase voor
ouderen door verpleegkundig professionals.
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This dissertation provides a validated theoretical framework of the fundamentals of end-of-life
communication by nursing staff as part of advance care planning (ACP) with older people in
nursing home, home care, and hospital settings. The theoretical framework provides a basis
for theoretical outlines that can be integrated in nursing education curricula and support the
design and implementation of nursing interventions to improve end-of-life communication
in clinical nursing practice. This chapter reflects on the impact of the research described in
this dissertation on society, practice, education, and research.

Society

The framework developed in this dissertation aligns with and may contribute to key priorities
in current policy on palliative and end-of-life care. By providing a targeted approach to
end-of-life communication by nursing staff, it may facilitate early conversations about older
people’s wishes and cooperation within and across care sectors. In alignment with the 2017
Netherlands Quality Framework for Palliative Care,* the framework in this dissertation
emphasizes attention to physical, psychological, social, and spiritual domains, supporting
holistic, person-centered communication and care. The framework also aligns with the
regional palliative care transformation plans under the Integrated Care Agreement (IZA) by
highlighting the importance of embedding ACP in daily nursing practice.? By bridging policy
objectives, research evidence, and clinical practice, the framework could enhance the quality,
coordination, and responsiveness of end-of-life care in the future and could help translate
policy ambitions and research insights into evidence-based guidance for nursing staff.

The framework aligns with broader societal challenges related to ageing and the increasing
demand for sustainable, tailored, and person-centered care for older people. By fostering
timely and meaningful nursing end-of-life communication, it may help empower older people
and their family caregivers to actively engage in ACP, thereby supporting dignity, autonomy,
and mutual trust in care relationships. At the same time, the framework acknowledges that
end-of-life communication is inherently complex and deeply embedded in personal, relational,
and organizational contexts. It highlights that end-of-life conversations are not merely clinical
or procedural tasks but moments of shared reflection, in which values, preferences, needs,
and sources of meaning can be explored and revisited over time. In doing so, the framework
could contribute to a more nuanced, person-centered understanding of ACP, as a continuous
and dynamic process that evolves throughout life rather than a one-time decision near its
end.
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During the entire research period, an interprofessional working group and a national advisory
board supported the research team. The interprofessional working group comprised patient
representatives; nursing staff with different educational levels working in hospital, home
care, and nursing home settings; members of a transmural palliative care consultation team;
a spiritual caregiver; and other experts in palliative care, geriatric nursing care, and nursing
education. During the working group meetings, they provided feedback and support
throughout all study phases, contributing to the development of research questions,
methodological design, participant recruitment, data collection, analysis, interpretation, and
dissemination, and to the overall development of the framework. The national advisory board
consisted of representatives of regional and national stakeholders: representatives of Zuyd
University of Applied Sciences, Gilde Intermediate Vocational Training Institute, the Dutch
professional registered nurses and certified nurse assistants organization (V&VN), Vilans, the
quality institute of oncological and palliative research and practice (IKNL), the Nursing Advisory
Board (VAR) Limburg, a transmural palliative care consultation team, the consortium palliative
care Limburg and Brabant, and Burgerkracht Limburg. The advisory board supported in
ensuring and controlling the quality and progress of the project and yearly advised and
supported the research group, when necessary, in translating the results to nursing practice,
education, and policy. The project’s strong connection to existing regional, national and
network partners also strengthened the dissemination of our findings.

Practice

The fundamentals in the validated theoretical framework can act as building blocks for nursing
staff to be aware of, learn from, prepare for, carry out, and evaluate end-of-life communication.
They provide a foundation for developing nursing interventions that support timely, empathetic,
and person-centered end-of-life communication in clinical practice, which should be prioritized
as a next step in using the framework. These interventions may include workshops on the
fundamentals of end-of-life communication, simulation-based communication training (e.g.,
interactive virtual reality), coaching, and integration into clinical protocols. This may support
nursing staff in overcoming barriers in end-of-life communication, such as uncertainty about
timing or experiencing a lack of guidance on how to engage in end-of-life communication.*®
It may also enhance nursing leadership in end-of-life communication supporting them in
engaging in holistic, person-centered end-of-life communication.

A primary focus of these nursing interventions should be on recognizing and strengthening
the central role of nursing staff in ACP, emphasizing both their formal role, informal role, and
leadership (i.e., the confidence, expertise, and awareness to actively take this role). This
involves raising awareness among nursing staff and other healthcare professionals about the
essential contribution of nursing staff to both formal and, especially, informal end-of-life
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communication and ACP. Nursing staff play a crucial role in ACP as assessors, communicators,
facilitators, advocates, and educators. They identify older people’s needs, values, and wishes,
refer to other professionals when needed, and mediate between patients, families, and
healthcare teams, thus holding a central position in the interdisciplinary team.>” Communication
campaigns, interactive multidisciplinary training, and reflective practice could help nursing
staff recognize, engage in, and value this role they often already naturally fulfill. In addition,
targeted professional development, such as through educational interventions focused on
the fundamentals of end-of-life communication, can further strengthen nursing staff’s
competence and leadership. Coaching and mentoring in end-of-life communication and ACP
could foster individual growth among nursing staff while also promoting interdisciplinary
recognition of their essential role, thereby empowering them to engage more confidently
and effectively in these conversations.

To translate the framework into practice, initial implementation studies should focus on
developing and testing concrete interventions based on the framework in one or two clinical
settings. Priority could be given to interventions that integrate simulation-based training,
coaching, and reflective practice into existing educational or clinical programs. These pilot
studies could be evaluated through process evaluation, assessing feasibility, acceptability,
and fidelity of implementation, alongside preliminary outcome measures such as nursing
staff’s confidence, self-efficacy, competence, and engagement in both formal and informal
end-of-life communication. Findings from such studies can inform refinement of the
interventions and guide broader implementation across wards or settings, ensuring that the
framework’s fundamentals are effectively translated into sustainable practice.

The framework also offers a structured basis for developing evidence-based mono- and
multidisciplinary guidelines or revising existing ones, such as the SKILZ guide for ACP in
long-term care (“SKILZ Handreiking proactieve zorgplanning in de langdurige zorg”), which
explicitly mentions the importance of informal ACP conversations by nursing staff, and the
guideline on ACP in the palliative phase (“Richtlijn proactieve zorgplanning in de palliatieve
fase”), which consists of an ACP conversation card (“Gesprekskaart proactieve zorgplanning”)
that could be supplemented with the insights of the framework. The framework could enrich
these guidelines by offering directions and suggestions for raising awareness among and
providing building blocks for end-of-life communication by nursing staff. In doing so, it may
help strengthen the quality of end-of-life care by supporting professionals in aligning care
with patients’ preferences and navigating complex conversations with greater confidence
and competence.

At the European level, the framework’s international validation and the insights derived from
the Delphi study underscore its potential relevance beyond the Dutch context, while also
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acknowledging the diversity of cultural, ethical, and organizational perspectives across
countries. The participation of experts from multiple European countries revealed both shared
understandings and subtle variations in how the fundamentals of end-of-life communication
by nursing staff are perceived and operationalized. Rather than prescribing a uniform approach,
the framework could serve as a reflective and dialogical tool to inform ongoing European
initiatives, such as those of the European Association for Palliative Care (EAPC) Nursing and
ACP Task Forces, several members of which contributed to the Delphi study. In this sense, it
could offer a conceptual foundation that may help stimulate further exchange, comparison,
and refinement of practice and policy across contexts.

Education

We have taken first steps toward exploring how the developed framework can be integrated
into nursing curricula of different educational levels. In collaboration with educational
institutions (Zuyd University of Applied Sciences and Gilde Intermediate Vocational Training
Institute), we are examining opportunities to embed the framework within education programs
to better prepare future nursing staff for end-of-life communication as part of ACP. For
example, by forming working groups that bring together educators and students from different
educational levels, and researchers to co-create educational approaches based on the
framework, ensuring that the next generation of nursing staff is equipped with the awareness,
knowledge, skills, and confidence to engage in end-of-life communication. These efforts are
further strengthened by the active involvement of two researchers in the project team who
are affiliated with Zuyd University of Applied Sciences, as well as by stakeholders from Gilde
Intermediate Vocational Training Institute and Zuyd University of Applied Sciences who
contribute through the advisory board and working group.

During the project, we organized several interactive sessions for nursing students and care
assistants in training at Zuyd University of Applied Sciences and Gilde Intermediate Vocational
Training Institute. These sessions aimed to raise awareness and stimulate discussion on the
fundamentals of end-of-life communication, and they have provided valuable inspiration for
the research team and involved educators in exploring educational approaches for future
nursing staff. We have also organized workshops at symposia of Zuyderland, the Living Lab
in Ageing and Long-Term Care, and the Van Kleef Institute for nursing staff and other interested
professionals.

Research and dissemination of the findings

The individual studies and the theoretical framework that was developed and validated in
this dissertation contribute to a more profound scientific knowledge base on end-of-life
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communication by nursing staff as part of ACP with older people in nursing home, home
care, and hospital settings. The framework may be used to support observations or evaluations
of end-of-life conversations as part of ACP or to develop nursing interventions to improve
end-of-life communication in clinical practice. In addition, the individual studies within this
dissertation identify several specific areas for future research, and Chapter 7 presents a
broader, integrative discussion of overarching research priorities that emerge across the
studies.

Next to the articles that have already been published in international open-access
peer-reviewed nursing journals, we focused on national dissemination. We have written and
published summaries of these studies in Dutch professional nursing journals and on Palliaweb
(a Dutch platform that collects products and research results about palliative care), and made
layperson summaries of each published study that we shared through social media, the
project webpage on the website of the Living Lab in Ageing and Long-Term Care, professional
internal and external communication of Zuyderland and the Living Lab in Ageing and Long-Term
Care, and through newsletters of regional Palliative Care Networks. In addition, the working
group and national advisory board supported in disseminating our articles and summaries
within their own network after each publication. We also presented our study results at
several national and international scientific conferences and symposia, and in regional Palliative
Care Networks, patient councils, and education consortia.

To facilitate the translation of the framework into educational and professional practice, we
are also designing an infographic and other visual representations of the framework. These
visual representations aim to support clear and accessible communication of the fundamentals,
making it easier for both students and nursing staff to understand and apply the fundamentals
of the framework in their own contexts. By offering a visual aid, the framework can be more
effectively embedded in teaching materials, training sessions, and clinical practice, thereby
strengthening its impact on learning and professional development.
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Dankwoord

Er zijn een aantal mensen in het bijzonder die ik wil bedanken voor de ondersteuning en de
vele waardevolle gesprekken gedurende dit avontuur. Het schrijven van dit proefschrift was
niet alleen een intellectuele en professionele uitdaging, maar ook een persoonlijk leerproces.
In de afgelopen jaren heb ik momenten van twijfel en onzekerheid gekend, maar ook van
inspiratie, enthousiasme en voldoening. Zonder de steun, aanmoediging en het vertrouwen
van de mensen om mij heen zou dit traject een stuk zwaarder zijn geweest.

Allereerst natuurlijk mijn begeleidingsteam: Daisy, Judith, Jenny en Jolanda. Ik wil jullie van
harte bedanken voor de superfijne samenwerking gedurende de afgelopen jaren. Jullie deur
stond altijd open voor mijn vragen, ideeén of onzekerheden en ik voelde mij oprecht gesteund
en gehoord door jullie. leder op jullie eigen unieke manier. Jullie kritische blik, opbouwende
feedback en warme betrokkenheid hebben niet alleen dit proefschrift naar een hoger niveau
getild, maar ook mijn persoonlijke ontwikkeling enorm gestimuleerd. De combinatie van
professionaliteit en menselijkheid die jullie inbrengen maakte dat ik mij in dit traject nooit
alleen voelde. Ik had mij geen beter begeleidingsteam kunnen wensen!

Daisy, jij was gedurende dit hele traject een ankerpunt. Je deskundigheid en je realistische,
pragmatische blik brachten altijd helderheid, juist wanneer ik zelf door de bomen het bos
niet meer zag. Je gaf structuur, sprak uit wat gezegd moest worden en durfde knopen door
te hakken wanneer dat nodig was. In jouw manier van promotorschap kwamen inhoudelijke
scherpte, duidelijke verwachtingen en persoonlijke aandacht op een vanzelfsprekende manier
samen. lets waar ik veel aan heb gehad en veel van heb geleerd. Tegelijkertijd had je vertrouwen
in mij en oog voor hoe het persoonlijk met mij ging, wat mij hielp dit traject niet alleen
succesvol, maar ook op een gezonde manier te doorlopen. Dankjewel voor alles wat je in dit
proces voor mij hebt betekend.

Judith, dankzij jouw persoonsgebonden ZonMw-subsidie vanuit het programma Verpleging
en Verzorging kon het LISTEN-project van start gaan en gaf je mij de kans om te promoveren.
Jouw enthousiasme werkte aanstekelijk. Je geloofde in dit project en in mij: vanaf het begin.
Je betrokkenheid en vertrouwen gaven mij de ruimte om stappen te durven zetten. Je
ondersteunde en begeleidde mij niet alleen inhoudelijk met een scherpe en kritische blik,
maar daagde me ook uit om me te blijven ontwikkelen. Met jouw verbindende kracht en
kennis en expertise binnen ons mooie vakgebied bracht je mensen bij elkaar, opende je
deuren en creéerde je kansen, ook voor het vervolg van mijn carriére. Dank je wel dat je me
bleef motiveren, me uit mijn comfortzone haalde en me het gevoel gaf dat ik er mocht zijn,
precies zoals ik ben.
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Jenny, jij had een bijna magisch vermogen om precies op het juiste moment de juiste
opmerking te maken. Met je scherpe inzicht, inhoudelijke deskundigheid, indrukwekkende
netwerk en feilloos gevoel voor timing was jouw rol in ons team van grote waarde. Vaak was
één zin van jou genoeg om mij weer verder te helpen, maar net zo vaak wist je me juist uit
te dagen om vraagstukken vanuit een heel ander perspectief te bekijken. Je gaf richting zonder
te sturen, stelde precies de juiste vragen en gaf feedback die helder en raak was, altijd met
oog voor kwaliteit. Daarmee hielp je mij niet alleen verder in het onderzoek, maar ook in
mijn ontwikkeling als onderzoeker. Dank je wel voor je betrokkenheid, je vertrouwen en de
steun die je mij gedurende dit traject hebt gegeven.

Jolanda, je begeleiding was warm, open en persoonlijk. Dat maakte je tot een fijne en veilige
gesprekspartner gedurende het hele traject. Je was laagdrempelig en altijd benaderbaar: ik
kon bij je terecht met inhoudelijke vragen en twijfels, maar net zo goed voor een spontaan
of gezellig gesprek. Die openheid maakte dat niets te klein of te groot voelde om te bespreken.
Je enthousiasme en positieve houding hielpen me door de verschillende fases van het traject
heen. We leerden van én met elkaar en jouw oprechte betrokkenheid heeft dit traject voor
mij niet alleen inhoudelijk waardevol, maar ook veel menselijker gemaakt. Dankjewel voor
je vertrouwen, je steun en je aanstekelijke energie. Ik kijk uit naar onze verdere samenwerking
binnen Zuyderland.

Ook wil ik graag alle deelnemers aan mijn onderzoek hartelijk bedanken voor hun tijd, inzet
en waardevolle bijdragen: verpleegkundigen, verzorgenden, verpleegkundig specialisten,
praktijkondersteuners, ouderen, naasten, cliéntvertegenwoordigers, naastenvertegen-
woordigers, geestelijk verzorgers, artsen, experts en onderzoekers uit allerlei verschillende
landen. Zonder jullie bereidheid om inzichten te delen, was dit onderzoek niet mogelijk
geweest. Debby, Ellen, Anita, Thea, Marleen en Ellis, ik wil jullie hartelijk bedanken voor
jullie inzet en steun bij de werving van ouderen en hun naasten. Met jullie betrokkenheid,
toewijding en bereidheid om mee te denken hebben jullie een essentiéle bijdrage geleverd
aan dit onderzoek. Zonder jullie inzet en enthousiasme was dit onderzoek niet mogelijk
geweest.

Natuurlijk wil ik ook de leden van de klankbordgroep en adviesraad van het project en alle
andere betrokkenen bedanken voor jullie kritische blik, deskundig advies en waardevolle
input gedurende het hele traject. Jullie bijdragen hebben het onderzoek aanzienlijk verrijkt
en geholpen richting te geven aan belangrijke keuzes. Bedankt voor jullie onuitputtelijke
enthousiasme, steun en vertrouwen. Nicole, Sabine en Elke, ik wil jullie in het bijzonder
bedanken voor jullie ondersteuning en inspiratie bij het mogelijk maken en aanjagen van
onderwijs over proactieve zorgplanning en voor het actief betrekken van verpleegkundigen
en verzorgenden in opleiding binnen het project en ook daarna. Jullie inzet, enthousiasme
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en deskundigheid hebben hier een belangrijke bijdrage aan geleverd en maakten de
samenwerking bijzonder waardevol.

Raad van Bestuur Zuyderland, Miranda, Else en alle andere collega’s van Zuyderland,
bedankt dat ik deze kans heb gekregen. Jullie hebben mijn promotietraject niet alleen mogelijk
gemaakt, maar ook op alle fronten fantastisch gefaciliteerd en gesteund. Het vertrouwen dat
ik voelde, het geloof in mij en in het belang van verplegingswetenschap heeft me enorm
gemotiveerd. We zijn samen gegroeid: ik als onderzoeker en wij als organisatie in ons denken
en doen rondom verplegingswetenschap. Dat ik ook na dit traject verder mag bouwen binnen
de context van Zuyderland, betekent veel voor me. Dank voor de ruimte, de steun en het
perspectief.

De Academische Werkplaats Ouderenzorg Limburg, bedankt voor de prettige en
ondersteunende werkomgeving. Ik heb de collegialiteit, interesse en de inhoudelijke
uitwisseling binnen de afdeling zeer gewaardeerd. Ook al was ik een externe promovendus,
ik heb mij altijd heel welkom gevoeld binnen de afdeling. Bedankt! Ik kijk uit naar mogelijke
verdere samenwerkingen in de toekomst.

Collega’s van de flexkamer: Marjolein, Stella, Melissa, José, Albine en Elke, ook al werkte
ik formeel als enige promovendus aan dit project, dankzij jullie heb ik me nooit alleen gevoeld.
Er was altijd iemand om even mee te sparren, om bij te klagen als het tegenzat, of gewoon
om de dag te beginnen met koffie, koekjes en gezelligheid. Jullie maakten DUB30 tot een
fijne plek: laagdrempelig, open en ondersteunend. Dank jullie wel voor de kleine momenten
die vaak zoveel betekenden.

Jesper, ons promotietraject liep vrijwel parallel, wat het bijzonder fijn maakte om iemand te
hebben met wie ik inhoudelijk kon sparren over onze projecten, twijfels en alles waar we
onderweg tegenaan liepen. Dankjewel voor de goede gesprekken, het delen van ervaringen
en de congressen die we samen bezochten: dat was super waardevol tijdens dit traject.

Jeanine, toen jij startte met je PhD mocht ik jouw “buddy” zijn. Ik ben blij dat die rol uitgroeide
tot fijne gesprekken en waardevolle sparmomenten. Dankjewel voor je openheid,
betrokkenheid en onze samenwerking. Ik heb het erg gewaardeerd om je te leren kennen
en om jouw buddy te mogen zijn. |k wens je heel veel succes bij het afronden van je
promotieonderzoek!

Tot slot wil ik mijn lieve familie en vrienden bedanken voor hun onvoorwaardelijke steun

tijdens dit traject. Jullie waren altijd een bron van kracht, geduld en vertrouwen, ook op de
momenten waarop ik dat zelf soms even kwijt was. Dankzij jullie interesse, luisterend oor,
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aanmoedigingen en de vele kleine dingen die juist zoveel betekenis hebben, voelde ik mij
gesteund en nooit alleen in dit proces. Ik ben ontzettend dankbaar dat ik altijd op jullie liefde
en betrokkenheid heb kunnen rekenen.

Ingeborg, enorm bedankt voor het meedenken over de omslag van dit proefschrift. Met
geduld, talent en creativiteit wist jij een vaag idee in mijn hoofd om te zetten in iets concreets,
persoonlijks en visueels.

De #happyfamily: jullie waren er altijd. Enorm betrokken, met oprechte interesse, steun en
trots die ik altijd voelde. Jullie hielpen mee waar jullie konden, mama, jij vaak zelfs letterlijk,
en waren altijd bereid mee te denken, te luisteren of gewoon ruimte te geven. Jullie waren
een anker, juist doordat jullie me de vrijheid gaven om mijn weg te gaan, met begrip voor de
momenten waarop ik er even minder was. Dank jullie wel voor jullie geduld, jullie steun en
voor het vertrouwen. Lon en Pien, voor jullie nog een heel bijzonder dankjewel voor jullie
fantastische steun als mijn paranimfen (ook al klinkt deze term volgens jullie als een ziekte
en vonden jullie het vervullen van deze rol super spannend). Ik vind het ontzettend bijzonder
dat wij dit als zusjes samen hebben kunnen doen!

Bedankt ook lieve schoonfamilie voor jullie warme betrokkenheid, interesse en steun
gedurende de afgelopen jaren. Jullie oprechte belangstelling en aanmoediging hebben voor
mij veel betekend. Ik ben dankbaar dat ik deel mag uitmaken van jullie familie.

Olaf, de allerliefste, jij was mijn constante, ook als alles om me heen leek te wankelen. Jij
bracht rust, zette me met beide benen op de grond als ik dreigde te verdwalen in stress of
twijfel en wist me telkens weer aan het lachen te maken als het even tegenzat. Je groeide
met me mee in dit traject, alsof het ook een beetje jouw promotie was. Je was mijn
sparringpartner, mijn klankbord. Het verbaasde me steeds weer hoe goed je eigenlijk wist
waar ik mee bezig was. Dankjewel dat je er was, voor je steun en je geduld. Voor alles!

276



About the author

Fran (Franciscus Brigitta Antonia Louise) Peerboom-Goos was born on
December 9, 1996 in Herten, the Netherlands. After completing secondary
school at Lyceum Schondeln in 2013, she pursued a Bachelor of Nursing
at Zuyd University of Applied Sciences in Heerlen, graduating in 2017.
Driven by a strong interest in advancing nursing science, Fran continued
with a pre-master and subsequently a master’s degree in nursing science

at Utrecht University, where graduation followed in 2020.

Fran began her professional career at Zuyderland Medical Center in 2015, working initially
as a registered nurse on the abdominal surgery and urology ward. Over the years, Fran took
on roles as team leader and researcher, demonstrating both clinical expertise and leadership
skills. In 2022, Fran transitioned to the combined role of registered nurse, nursing scientist
and PhD candidate, combining research with the ambition to strengthen nursing practice.

Fran’s doctoral research is embedded within the Department of Health Services Research at
Maastricht University and is called the LISTEN project (Learning about the essentlal
fundamentalS of end-of-life communicaTion in palliativE Nursing care). The project aims to
unravel the core elements of end-of-life communication conducted by nursing staff as part
of advance care planning for older people in nursing homes, hospitals, and home care settings.
Step by step, a theoretical framework is being developed and validated to better understand
and support end-of-life communication in nursing practice. The outcomes of this work are
intended to inform nursing education curricula and guide the development of interventions
that help nursing staff overcome barriers in end-of-life communication. By strengthening
nurses’ roles in advance care planning, the project seeks to promote holistic, person-centered
care and empower nursing staff to take a more proactive and leading role in this essential
aspect of nursing care.

Currently, Fran works as a senior nursing scientist at Zuyderland Medical Center. In this role,
she contributes to the coordination and advancement of nursing research within the
organization, supports the integration of scientific evidence into clinical practice, and is
involved in the supervision of early-career (nursing) researchers. Fran aims to further develop
her profile as a researcher and to strengthen her role in mentoring and supporting nursing
research.

277



Addenda

De omslag van dit proefschrift is gebaseerd op het schilderij “Bloementuin” van Astrid
Vanhommerig, dat ik bij mijn geboorte kreeg van mijn peetoom (Toon Peerboom) en tante
(Moon Peerboom).

Op de omslag zijn meerdere uitsneden te zien van een vervaagde weergave van het
oorspronkelijke schilderij. Deze uitsneden staan symbool voor de verschillende gesprekken
die verpleegkundig professionals voeren met ouderen en hun naasten in het kader van
proactieve zorgplanning. Het ene gesprek is groter dan het andere en sommige gesprekken
zijn duidelijker gekaderd en afgebakend (meer formele gesprekken), terwijl andere juist losser
van vorm zijn en minder duidelijk omlijnd (meer informele gesprekken).

De verschillende gesprekken staan met elkaar in verbinding en vormen samen een doorgaand,
cyclisch proces dat continu in beweging is. Elk gesprek bouwt voort op eerdere gesprekken
en beinvloedt de betekenis van volgende gesprekken. Met ieder gesprek (iedere uitsnede)
wordt een groter deel van het verhaal zichtbaar: de achtergrond, waarden, wensen en
behoeften van de oudere persoon en diens naasten. Het volledige schilderij staat hierbij
symbool voor het totaal van iemands levensverhaal, dat nooit in één gesprek volledig zichtbaar
wordt.

De bloemen in het schilderij staan symbool voor het zich openstellen voor een gesprek. Soms
staat een bloem open, soms slechts gedeeltelijk en soms is zij (nog) gesloten of klapt zij weer
dicht. Dit verbeeldt dat openheid vaak stap voor stap ontstaat en dat kwetsbaarheid, timing
en veiligheid bepalend zijn voor wat iemand op een bepaald moment wil of kan delen. Het
gesloten blijven of weer sluiten van een bloem is daarbij geen falen, maar een betekenisvol
signaal dat vraagt om afstemming, respect en geduld.

Minder direct zichtbaar in het schilderij is een heel klein sterretje dat verstopt zit tussen de

bloemen. Dit sterretje is ook verwerkt in de omslag en staat symbool voor het belang van
bewust aanwezig zijn: verpleegkundig professionals kijken aandachtig, luisteren en observeren.
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Toelichting op de omslag

Het sterretje laat zich niet afdwingen; het wordt zichtbaar in aandacht, ruimte en nabijheid.
Alleen door deze houding kan zichtbaar worden wat voor ouderen en hun naasten belangrijk
is.

Daarnaast is niet voor iedereen direct een bloem of bloementuin herkenbaar in de afbeelding.
Dit staat symbool voor het gegeven dat iedereen een gesprek aangaat vanuit zijn of haar
eigen waarden, overtuigingen en ervaringen, bewust of onbewust. Betekenis ontstaat in de
ontmoeting tussen deze verschillende perspectieven en in de ruimte die wordt gecreéerd
om elkaar te zien en te begrijpen.

279



Addenda

International publications

Peerboom, F.B.A.L., Hafsteinsdottir, T.B., Weldam, S.W., & Schoonhoven, L. (2022). Surgical
nurses’ responses to worry: A qualitative focus-group study in the Netherlands. Intensive and
Critical Care Nursing, 71, 103231.

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., Coenegracht, B.J.E.G., Pieters, S., van der Steen,
1T, Janssen, D.J.A., & Meijers, J.M.M. (2023). Fundamentals of end-of-life communication
as part of advance care planning from the perspective of nursing staff, older people, and
family caregivers: a scoping review. BMC nursing, 22(1), 363.

Peerboom, F.B.A.L, Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. (2024). Fundamentals of end-of-life communication as part of advance care planning
for older people: An interview study with nursing staff. Geriatric Nursing, 60, 59-69.

Peerboom, F.B.A.L. & Huijten, D.C.M. (2025). Influential factors for expanding clinical nursing
with additional occupations: Mixed-methods study. International Journal of Healthcare
Management, 18(2), 368-377.

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T.,, Janssen, D.J.A., & Meijers,
J.M.M. (2025). What matters in end-of-life communication with nursing staff: an interview
study among older people and their family caregivers. BMC nursing, 24(1), 1205.

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. (2025). Conceptualizing end-of-life communication by nursing staff as part of advance
care planning with older people: a multiple discipline focus group study. International Journal
of Nursing Studies Advances, 100436.

National publications
Peerboom, F, Alberts, L., & Veraa-Meesterberends, E. (2022). Verpleegsensitieve uitkomsten
systematisch prioriteren. TVZ-Verpleegkunde in praktijk en wetenschap, 132(4), 32-35.

Peerboom, F., Friesen, J., van der Steen, J., Janssen, D., & Meijers, J. (2024). Proactieve
communicatie over het levenseinde. TVZ-Verpleegkunde in praktijk en wetenschap, 134(1),

48-50.

Peerboom, F.,, Friesen-Storms, J., van der Steen, J., Janssen, D., & Meijers, J. (2025).
Levenseindegesprekken. TVZ-Verpleegkunde in praktijk en wetenschap, 135(1), 56-57.

280



Publications

Peerboom, F, Friesen-Storms, J., van der Steen, J., Janssen, D., & Meijers, J. Bouwstenen voor
levenseindegesprekken. TVZ-Verpleegkunde in praktijk en wetenschap. Accepted for publication.

In submission

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. Validating a theoretical framework for end-of-life communication by nursing staff as
part of advance care planning with older people: an international Delphi study. Sumbitted

Peerboom, F., Friesen-Storms, J., van der Steen, J.,, Janssen, D., & Meijers, J. Wat belangrijk
is in levenseindecommunicatie met verpleegkundig professionals: een interviewstudie met
ouderen en hun naasten. Submitted.

Conference contributions, presentations and published abstracts

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., Knapen, E., Hees, M., & Meijers, J.M.M.
End-of-life communication and advance care planning performed by nursing staff. European
Nursing Congress, Online, 2022. [Roundtable discussion]

Peerboom, F.B.A.L. De verpleegkundige als sleutelfiguur in proactieve zorgplanning... de beste
keuze? Themabijeenkomst netwerk palliatieve zorg Westelijke Mijnstreek, Sittard-Geleen,
The Netherlands, 2022. [Oral presentation]

Peerboom, F.B.A.L. Het LISTEN project en de eerste resultaten. Bijeenkomst adviserend
verpleegkundigen palliatieve zorg, Sittard, The Netherlands, 2022. [Oral presentation]

Peerboom, F.B.A.L., Biesmans, J.M.A. & Meijers, J.M.M. De rol van verpleegkundigen in
proactieve zorgplanning. Praktijkdag HBO Verpleegkunde duaal ouderenzorg, Susteren, The
Netherlands, 2023. [Oral presentation]

Peerboom, F.B.A.L. & Meijers, J.M.M. Het LISTEN project en de eerste resultaten. Bijeenkomst
onderwijsconsortium palliatieve zorg Limburg en Zuid-Oost Brabant, Online, 2023. [Oral
presentation]

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. Fundamentals of end-of-life communication as part of advance care planning from
the perspective of nursing staff, older people, and family caregivers: a scoping review.
Wetenschappelijk symposium Zuyderland, Heerlen, The Netherlands, 2023. [Poster
presentation]

281



Addenda

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. Fundamentals of end-of-life communication as part of advance care planning from
the perspective of nursing staff, older people, and family caregivers: a scoping review. European
Academy of Nursing Science Summer Conference, Oslo, Norway, 2023. [Poster presentation]

Peerboom, F.B.A.L. Het LISTEN project en de eerste resultaten. Klankbordgroep netwerk
palliatieve zorg Westelijke Mijnstreek, Sittard, The Netherlands, 2023. [Oral presentation]

Peerboom, F.B.A.L. & Friesen-Storms, J.H.H.M. Het LISTEN project en de eerste resultaten.
Lectoraat Autonomie en Participatie van Chronisch Zieken, Zuyd Hogeschool, Heerlen, The
Netherlands, 2023. [Oral presentation]

Peerboom, F.B.A.L, Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. Fundamentals of end-of-life communication as part of advance care planning from
the perspective of nursing staff, older people, and family caregivers: a scoping review.
Nederlands-Vlaamse Wetenschapsdagen Palliatieve Zorg, Antwerp, Belgium. [Oral presentation]

Peerboom, F.B.A.L., Biesmans, J.M.A. & Meijers, J.M.M. De rol van verpleegkundigen in
proactieve zorgplanning. Praktijkdag HBO Verpleegkunde duaal ouderenzorg, Susteren, The
Netherlands, 2024. [Oral presentation]

Peerboom, F.B.A.L. & Meijers, J.M.M. Interdisciplinaire samenwerking in proactieve
zorgplanning. Werkconferentie Vereniging van Geestelijk VerZorgers, Utrecht, The Netherlands,
2024. [Workshop]

Peerboom, F.B.A.L. Verpleegkundige gespreksvoering in proactieve zorgplanning.
Verpleegkundigen en Verzorgenden symposium Zuyderland, Urmond, The Netherlands, 2024.
[Workshop]

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T.,, Janssen, D.J.A., & Meijers,
J.M.M. Fundamentals of end-of-life communication as part of advance care planning for older
people: An interview study with nursing staff. European association for Palliative Care World
Research Congress, Barcelona, Spain, 2025. [Poster presentation & Published abstract]

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T.,, Janssen, D.J.A., & Meijers,
J.M.M. Fundamentals of end-of-life communication as part of advance care planning for older
people: An interview study with nursing staff. Wetenschappelijk Symposium Zuyderland,
Heerlen, The Netherlands, 2024. [Poster presentation]

282



Publications

Peerboom, F.B.A.L.,, Biesmans, J.M.A., Offermans, T., Pieters, S. & Bemelmans-Gouverne, N.
Luisteren naar het fluisteren... Verpleegkundige en verzorgende gespreksvoering met ouderen
over proactieve zorgplanning. Academische Werkplaats Ouderenzorg Limburg Symposium,
Maastricht, The Netherlands, 2024. [Workshop]

Peerboom, F.B.A.L., Biesmans, J.M.A. & Pieters, S. Burgerbijeenkomst Dementievriendelijk
Meerssen. Hulp bij dementie Maastricht & Heuvelland, Meerssen, The Netherlands, 2024.
[Roundtable group discussion]

Peerboom, F.B.A.L. & Bemelmans-Gouverne, N. Verpleegkundige en verzorgende
gespreksvoering in proactieve zorgplanning (1). Onderwijs verzorgenden IG in opleiding, Gilde
Opleidingen, Sittard, The Netherlands, 2024. [Lecture]

Peerboom, F.B.A.L. & Bemelmans-Gouverne, N. Verpleegkundige en verzorgende
gespreksvoering in proactieve zorgplanning (2). Onderwijs verzorgenden IG in opleiding, Gilde
Opleidingen, Sittard, The Netherlands, 2024. [Lecture]

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T.,, Janssen, D.J.A., & Meijers,
J.M.M. Fundamentals of end-of-life communication as part of advance care planning for older
people: An interview study with nursing staff. Nationaal Congres Palliatieve Zorg, Arnhem,
The Netherlands, 2024. [Poster presentation]

Peerboom, F.B.A.L., de Lange, J., Knapen, E., Meijers & J.M.M. Verpleegkundige en verzorgende
gespreksvoering binnen proactieve zorgplanning. Bijeenkomst adviserend verpleegkundigen
palliatieve zorg, Sittard, The Netherlands, 2024. [Oral presentation]

Peerboom, F.B.A.L. End-of-life communication by nursing staff as part of advance care planning
with older people (the LISTEN project). Work visit T-call Bremen University, Maastricht, The
Netherlands, 2025. [Oral presentation]

Peerboom, F.B.A.L., Biesmans, J.M.A. & Meijers, J.M.M. De rol van verpleegkundigen in
proactieve zorgplanning. Praktijkdag HBO Verpleegkunde duaal ouderenzorg, Susteren, The
Netherlands, 2025. [Oral presentation]

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M. & Meijers, J.M.M. End-of-life communication
by nursing staff as part of advance care planning with older people (the LISTEN project). Work
visit McMaster University School of Nursing, Maastricht, The Netherlands, 2025. [Oral
presentation]

283



Addenda

Peerboom, F.B.A.L. & Friesen-Storms, J.H.H.M. Luisteren naar het fluisteren. Verpleegkundigen
en verzorgenden symposium Zuyderland, Urmond, The Netherlands, 2025. [Workshop]

Peerboom, F.B.A.L., Biesmans, J.M.A. & Bemelmans-Gouverne, N. De kunst van het (ver)
leiden in proactieve zorgplanning. Academische Werkplaats Ouderenzorg Limburg Symposium,
Maastricht, The Netherlands, 2025. [Workshop]

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. What matters in end-of-life communication with nursing staff: an interview study
among older people and their family caregivers. European association for Palliative Care
World Research Congress, Helsinki, Finland, 2025. [Poster presentation & Published abstract]

Peerboom, F.B.A.L, Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. What matters in end-of-life communication with nursing staff: an interview study
among older people and their family caregivers. Wetenschappelijk symposium Zuyderland,
Urmond, The Netherlands, 2025. [Poster presentation]

Peerboom, F.B.A.L., Friesen-Storms, J.H.H.M., van der Steen, J.T.,, Janssen, D.J.A., & Meijers,
J.M.M. Conceptualizing end-of-life communication by nursing staff as part of advance care
planning with older people: a multiple discipline focus group study. Wetenschappelijk
symposium Zuyderland, Urmond, The Netherlands, 2025. [Oral presentation]

Peerboom, F.B.A.L. & Meijers, J.M.M. Verpleegkundige en verzorgende gespreksvoering
binnen proactieve zorgplanning (het LISTEN project) Bijeenkomst onderwijsconsortium
palliatieve zorg Limburg en Zuid-Oost Brabant, Online, 2025. [Oral presentation]

Peerboom, F.B.A.L, Friesen-Storms, J.H.H.M., van der Steen, J.T., Janssen, D.J.A., & Meijers,
J.M.M. Conceptualizing end-of-life communication by nursing staff as part of advance care
planning with older people: a multiple discipline focus group study. Nederlands-Vlaamse
Wetenschapsdagen Palliatieve Zorg, Houten, The Netherlands, 2025. [Oral presentation]

Peerboom, F.B.A.L. & Meijers, J.M.M. Proactieve zorgplanning: zo voer je “het” gesprek.

Themabijeenkomst Van Kleef Instituut: Praten over de dood met mensen met dementie en
hun naasten, Leiden, The Netherlands, 2025. [Workshop]

284



Living Lab in Ageing and Long-term Care

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 organizations
(MeanderGroep Zuid-Limburg, Sevagram, Envida, Cicero Zorggroep, Zuyderland, Vivantes,
De Zorggroep, Land van Horne & Proteion), Intermediate Vocational Training Institutes Gilde
and VISTA college and Zuyd University of Applied Sciences, all located in the southern part
of the Netherlands. In the Living Lab we aim to improve quality of care and life for older
people and quality of work for staff employed in long-term care via a structural multidisciplinary
collaboration between research, policy, education and practice. Practitioners (such as nurses,
physicians, psychologists, physio- and occupational therapists), work together with managers,
researchers, students, teachers and older people themselves to develop and test innovations
in long-term care.

Academische Werkplaats Ouderenzorg Limburg

Dit proefschrift is onderdeel van de Academische Werkplaats Ouderenzorg Limburg, een
structureel, multidisciplinair samenwerkingsverband tussen de Universiteit Maastricht, negen
zorgorganisaties (MeanderGroep Zuid-Limburg, Sevagram, Envida, Cicero Zorggroep,
Zuyderland, Vivantes, De Zorggroep, Land van Horne & Proteion), Gilde Zorgcollege, VISTA
college en Zuyd Hogeschool. In de werkplaats draait het om het verbeteren van de kwaliteit
van leven en zorg voor ouderen en de kwaliteit van werk voor iedereen die in de ouderenzorg
werkt. Zorgverleners (zoals verpleegkundigen, verzorgenden, artsen, psychologen, fysio- en
ergotherapeuten), beleidsmakers, onderzoekers, studenten en ouderen zelf wisselen kennis
en ervaring uit. Daarnaast evalueren we vernieuwingen in de dagelijkse zorg. Praktijk, beleid,
onderzoek en onderwijs gaan hierbij hand in hand.
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