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Blessed old age 

 

Waiting on the last judgement, 

which cannot be worse than the one before. 

Dolls. Washed, dressed, fed. 

Reacting at commands: 

sleep – stand up – eat – 

sit – sit – sit.  

Eating without tasting 

looking without seeing 

listening without understanding. 

O God please save me 

from this privilege.  

 

Translated from: ‘Annie’, Kees van Kooten (p.46) 
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Experiences of Nursing Home Residents and Families on Quality of Dying and Death:  

A Narrative Analysis – J.E. de Jong, BSc – ESHPM 

 

Background. Policies on nursing home care in the Netherlands require quality of care and 

person-centeredness, establishing the importance of personal experiences. As many nursing 

home residents will die in the nursing home, quality of dying and death is relevant – but lacking 

in policy and practice.  

Methods. To explore what personal experiences teach about quality of dying and death, 

narratives of Dutch residents and their families were analyzed using one autobiography and five 

biographies. A storyline analysis method was used. 

Results. Four storyline types were identified: ‘Dying brings time pressure for residents’, ‘Dying 

residents are confronted with losses’, ‘Families of residents need to accept the dying process’, 

and ‘Families act as advocates for residents’. It was observed that dying is a broad and 

subjective concept, honoring personal preferences is important, the dying process is 

unpredictable and can give a feeling of time pressure, death and dying need to be acknowledged, 

and families play a crucial role in quality of death and dying. 

Conclusion. This thesis suggests some additions to existing conceptualizations of quality of 

dying and death in nursing home care: attitudes towards death influence the experienced quality 

of dying and death, dying can result in time pressure for residents to pursue personal 

preferences, the physical environment of the nursing home can confront with death, and family 

involvement is a crucial aspect of a good quality of dying and death. 

 

  



 

In the Netherlands, several recent political programs on care for older people and nursing home 

care have been published (SCP, 2017a, 2017b, 2018). These programs highlight the importance 

of quality of care, quality of life, value-based care, and person-centeredness, all requiring 

inclusion of the perspective of personal experiences. One important and relevant aspect of 

nursing home care is the process towards death, as for most residents in the Netherlands, the 

nursing home is the place where they will die (CBS, 2020). Unfortunately, the experiences of 

nursing home residents on dying and death may be rather overlooked in current discussions 

about quality in the Netherlands (van Campen, 2019). This thesis sheds a light on individual 

stories of Dutch nursing home residents and their families on quality of dying and death, using 

narrative analysis of (auto)biographies. 

 Physical, emotional, and social aspects of end-of-life care all need to be acknowledged 

to achieve a good quality of dying and death (QOD) and good quality of care for dying people. 

QOD can be seen as “a personal evaluation of the dying experience as a whole, […] according 

to one’s expectations and values (p. 104, Stewart, Teno, Patrick, & Lynn, 1999)”. It is a broad 

concept, which usually consists of multiple domains: physical experience, psychological 

experience, social experience, spiritual or existential experience, the nature of healthcare, life 

closure and death preparation, and the circumstances of death (Hales, Zimmerman, & Rodin, 

2008). From the perspective of nursing home residents, a good death would consist of “control 

of pain and symptoms, clear decision-making, feeling of closure, being seen and perceived as 

a person, preparation for death, and being still able to give something to others (p. 152, 

Krikorian, Maldonado, & Pastrana, 2020)”. In addition, families of nursing home residents have 

described good end-of-life care as “providing basic care and spiritual support; recognizing and 

treating symptoms; assuring continuity in care; respecting resident's end-of-life wishes; offering 

environmental, emotional and psychosocial support; keeping family informed; promoting 

family understanding; and establishing a partnership with family carers by involving and 

guiding them in a shared decision-making (p. 589, Gonella, Basso, De Marinis, Gampagna, Di 

Giulio, 2019).”  

Experiences of Nursing Home Residents and 

Families on Quality of Dying and Death:  

A Narrative Analysis  
 



 Research into the perspective of nursing home residents on QOD is needed, as the 

quality of end-of-life or palliative care in Dutch nursing homes and the experienced QOD of 

residents appears to be suboptimal. Looking at results of quality measures from 2018, the 

quality of end-of-life care in Dutch nursing homes was substandard (Pivodic et al., 2018). In 

addition, nursing home residents reported a disappointingly low quality of dying – for instance, 

almost half of the residents (46%) indicated that they were not prepared to die. Moreover, 

knowledge of nursing home staff about end-of-life care and QOD is rather insufficient in 

different Western countries, among which the Netherlands (Pivodic et al., 2018; Unroe, Cagle; 

Lane, Callahan, & Miller, 2015; Whittaker, Kernohan, Hasson, Howard, & McLaughlin, 2006; 

Wowchuck, McClement, & Bond Jr, 2013). Nursing home staff members tend to focus strongly 

on management of physical symptoms and pain, whereas psychological, emotional, and family 

issues were not as much on the radar. This focus on the psychical aspect in end-of-life care 

neglects the large component of meaningfulness and sensemaking for experiencing a good 

death and QOD (Mattingly, 1988) – which highlights the relevance of using personal stories of 

residents in developing conceptualizations of good end-of-life care.  

 The lack of QOD in end-of-life care in nursing homes can be explained to some extent 

by two reasons: societal and personal views on dying and death, and the lack of QOD in quality 

frameworks and theories for nursing home care. When looking at the end of life, most citizens 

of Western countries tend to focus on healthy and successful aging (Madden & Cloyes, 2012; 

Makkinga-Clijsen, 2017) and maintaining an active and busy body (Rowe & Kahn, 1997). This 

societal view disregards the full complexity of care for dying people and QOD (Makkinga, 

2017). Additionally, as the dialogue in nursing home care has a strong focus on life, this can 

negatively impact plans and expectations regarding death (Trotta, 2007). Furthermore, personal 

views on dying and death can hinder QOD. For example, patients in end-of-life care and their 

families are sometimes seen as in denial of the impending death (Zimmerman, 2004). Likewise, 

nursing home staff can silence or deny death, where death is avoided as much as possible or 

where death is seen as something “natural” (Österlind, Hansebo, Andersson, Ternestedt, & 

Hellstrom, 2011). Thereby, the need of residents for emotional support in the dying process 

may be marginalized. 

A second reason for the lack in QOD in nursing home care is that current quality 

frameworks and theories on end-of-life care in nursing homes are lacking therein. In the 

proposed international definition for nursing homes, it says that “a nursing home may also 

provide palliative/hospice and end-of-life care (p. 183, Sanford et al., 2015, emphasis added)”, 

which shows that dying and death are not one of the priorities of nursing home care. In the 



Dutch quality standard for nursing home care, there are a few things mentioned about palliative 

or end-of-life care (Zorginstituut Nederland, 2017). However, it mainly addresses quality of 

care and quality of life, and does not expand much on dying, death, nor does it mention QOD. 

Whenever dying and death are mentioned, it focuses on palliative care in the very final days of 

the lives of nursing home residents – instead of acknowledging that dying is a process. The 

quality standard also does not mention the specific role of family members at the end of life, 

whereas family involvement is very important for both nursing home residents and staff 

members (Lopez, 2007; Welte et al., 2005). Moreover, the standard does not state specifically 

how quality of end-of-life care and QOD is to be achieved nor what it looks like; it only 

mentions that general palliative care guidelines need to be followed. This is rather unfortunate, 

because there is literature available that specifically addresses what good QOD could look like 

in nursing home care.  

 One possible conceptual model of QOD in nursing home care is the model by Rebecca 

Trotta (2007, 2010). According to her theory, that resulted from a literature analysis, the 

ultimate consequence of end-of-life care in nursing homes is QOD1, as well as the maintenance 

of personhood and identity. To her, QOD encompasses meaningfulness, following personal 

wishes, and acknowledging death as it is. This would be achieved through care processes, such 

as pain and symptom management, and addressing psychosocial and emotional issues. 

Moreover, she stressed the importance of communication, relationships with staff members, 

and the context of the nursing home when looking at QOD.  To validate her QOD model, Trotta 

(2010) examined a nursing home in depth, where most of the concepts were seen in practice. 

From here, she expanded her theory and focused on the role of nursing home staff in cultivating 

knowing of and relationships with residents, where that humanism in care, personal 

relationships, and the preservation of personhood and identity would result in experienced QOD 

for residents. 

 Trotta’s (2007, 2010) research, however, had some limitations, to which narrative 

research could be a solution. The second premise of QOD – that personhood and identity need 

to be maintained as death approaches – was not explicitly articulated in the literature that she 

analyzed (Trotta, 2007). Narratives provide sensemaking and interpretation (Bruner, 1986; 

Murray, 2003) and insight in the construction and reconstruction of identity in the dying process 

(Williams, 1984). Narrative analyses, therefore, could substantiate the importance of 

 
1 Note: Trotta’s theory phrased QOD as quality of death, not quality of dying and death. She does acknowledge 

the time period of dying that precedes death (Trotta, 2007, 2010). 



personhood in QOD. Secondly, the validation research of Trotta (2010) mainly looked at events, 

and not at day-to-day living for nursing home residents nor the totality of their lives. This also 

implicates that she looked at death as a moment, instead of as part of an often lengthy dying 

process. According to other conceptualizations of QOD, it describes the dying experience as a 

whole, in the light of expectations and values (Hales, Zimmerman, & Rodin, 2008; Stewart, 

Teno, Patrick, & Lynn, 1999). Storyline analysis, the narrative research method used in this 

thesis, incorporates whole life stories – establishing its appropriateness to research QOD. Third, 

Trotta’s theory (2007, 2010) does not examine the role of family members in end-of-life care 

in nursing homes. However, family members do have a central role in care as death approaches 

by providing proxy reporting or advocating for residents (Curtis et al., 2002). Analyzing the 

family perspective will elucidate and specify their role in QOD, by including stories from 

family members in narrative research. 

 Analyzing personal experiences through (auto)biographies can be insightful for 

research, policies, and practice – as these books provide valuable lessons for patients and their 

loved ones, a deeper understanding for professionals, representative materials for patient 

organizations, and insight in the fit of policies to care (van de Bovenkamp, Platenkamp, & Bal, 

2020). Therefore, through narrative analysis of several (auto)biographies, individual 

experiences of nursing home residents and their families about QOD will be gathered to answer 

the following question in this thesis:  

What do narratives of nursing home residents and their families teach 

about quality of dying and death and the role of family members therein? 

This thesis adds to the existing knowledge base on experiences of nursing home residents about 

dying, death and QOD, offering a new perspective from (auto)biographical documents. The 

outcomes of this research of life stories of residents could be of added value to substantiate the 

QOD concept by Trotta (2007, 2010) and others (e.g., Hales, Zimmerman, & Rodin, 2008). 

Moreover, this thesis provides a practical example about the methodology and use of narrative 

analysis to create insight in patient experiences. Lastly, the results of this thesis may be used in 

the quality debate in clinical practice, research, and policies for nursing home care in the 

Netherlands.  

 

  



Conceptual Framework 

Quality of dying and death (QOD) is a broad concept with multiple definitions (Hales, 

Zimmerman, & Rodin, 2008). In this thesis, the definition of Stewart, Teno, Patrick, & Lynn 

(1999) is used: QOD is “an evaluation of the dying experience as a whole […] according to 

one’s expectations and values (p. 104)”. This means that QOD has a subjective component – it 

is different for each individual. Moreover, dying is seen as an experience, shaped by healthcare 

professionals and family members (Hales, Zimmerman, & Rodin, 2008). One problem with 

dying is that there are no concrete definitions: When does living end, and dying start? This 

thesis considers the dying process as broad and inclusive as possible, therefore, not only 

constituting of the final days before death, but including all confrontations with (future) death. 

To understand how QOD can be achieved in nursing home care, the theory of Rebecca Trotta 

(2007, 2010) will be explored. One central notion of her theory is that humanism, knowing, and 

personal relationships will lead to experienced QOD. Additional relevant concepts, such as 

acknowledging death, attitudes and approaches towards death, and the role of family members, 

will be addressed as well.   

 

Quality of death according to Rebecca Trotta 

Rebecca Trotta has theorized how end-of-life care could be approached in nursing homes 

(Trotta, 2007, 2010). According to her theory, QOD would be achieved when it was 

“acknowledged and prepared for according to the resident’s wishes; and the experience of dying 

was embraced as important and meaningful for all involved (Trotta, 2010, p. 122)”. QOD, 

therefore, is only achieved when dying is acknowledged, and experienced as meaningful. 

According to her model, the ultimate consequence of end-of-life care in nursing homes is QOD, 

as well as the maintenance of personhood and identity (Trotta, 2007). Both would be realized 

through care processes, such as pain and symptom management, and addressing psychosocial 

and emotional issues. Moreover, she stressed the importance of communication and the context 

of the nursing home when looking at QOD. At the heart of her theory, Trotta placed three 

essential conditions for QOD in nursing home care: humanism, advanced care planning (ACP), 

and the determination of the dying trajectory and prognosis. In her expanded theory, Trotta 

(2010) mainly focused on the role of nursing home staff in end-of-life care and QOD by 

cultivating knowing of and relationships with residents. Through personal relationships, 

humanism in care, and the preservation of personhood and identity, QOD would be achieved. 

Unfortunately, other aspects of her theory remain unspecified, such as acknowledging death, 

ACP, and trajectories and prognoses. As will be explained in the next paragraphs, these 



concepts prove to be very useful in understanding quality of death in nursing homes. Moreover, 

Trotta (2007, 2010) did not address the role of family members in end-of-life care. As family 

involvement is very relevant in nursing home care (e.g., Lopez, 2007), the role of family 

members in QOD will be explored as well.  

 

Personal relationships and knowing 

Meaning and quality in the death experience would directly result from relationships with and 

knowing of residents (Trotta, 2010). This idea is based on humanism, which is fundamental in 

most end-of-life care theories (Dobrina, Tenze, & Palese, 2014). Humanism places the nurse-

patient relationship central, characterized by interactions (Wu and Volker, 2012). According to 

Trotta (2007), it encompasses an attitude from care providers towards care of the dying: being 

compassionate and humane, and expressing concern for residents. This attitude is visible when 

nursing home staff members develop a knowing of residents and form personal relationships 

with them (Trotta, 2010). Relationships between residents and staff have been described as very 

important in nursing home care and quality (McGilton & Boscart, 2007; Nakrem, Vinsnes, & 

Seim, 2011). From a foundation of respect, nursing home staff members can grow in their 

knowing of residents (Trotta, 2010). Staff members would first learn the preferences of a 

resident through observing their responses, actions, and reactions. Staff members would then 

start to know the behavior of a resident, which is helpful in anticipating their needs. Over time, 

staff members will know the residents as a person: aspects of their life prior to and outside of 

the nursing home. As a consequence, this would lead to personal relationships with residents. 

Hereby, nursing home staff can notice subtle changes in the condition of a resident and 

recognize when a resident is nearing death; this provides the opportunity for palliation, and for 

giving extra care and attention to residents. According to Trotta (2010), this all would lead to 

experienced QOD. This means that nursing home staff members serve a key role in end-of-life 

care, as they can influence the experienced QOD through personal relationships and knowing. 

Therefore, knowing and care relationships are relevant concepts in researching QOD in nursing 

home care. 

 

Acknowledging death, the dying trajectory, and planning 

As mentioned, QOD is achieved when it is experienced as meaningful and when it is 

acknowledged by all involved (Trotta, 2010). While Trotta’s theory emphasizes the importance 

of acknowledgement for QOD, it does not account well for the specific attitudes and behaviors 

of nursing home residents, staff members, and families in acknowledging death. Therefore, 



acknowledgement of dying and death will be conceptualized by bringing together several 

empirical studies, using the concepts of death acceptance, death anxiety, and death denial, and 

an overt or covert approach towards death. In addition, Trotta’s (2007) initial conditions of ACP 

and trajectory and prognosis will be considered in the light of acknowledging death. 

 Foremost, dying and death should be acknowledged by nursing home residents to 

achieve QOD. Acknowledging or not acknowledging depends on the attitudes a person has 

towards death. Ray and Najman (1974) described three categories of such attitudes: death 

acceptance, death anxiety and death denial. First, death acceptance describes people that have 

come to terms with death, accepting it without anxiety. In the literature, acceptance of death 

was more prevalent with high life satisfaction (Given & Range, 1990). Second, death anxiety 

categorizes people who fear death and are aware of that, accepting it with anxiety. Third, death 

denial concerns people who shut out all thought of death, not accepting death. Death denial has 

been described as an unconscious defense mechanism (Zimmerman, 2004), a way of coping 

with the confrontations with death. Acknowledging death can, therefore, be paired with 

acceptance and with anxiety. When residents do not acknowledging death, this would be 

considered as death denial. As these attitudes could affect the experienced QOD for nursing 

home residents, the concepts of death anxiety, acceptance, and denial are important when 

studying QOD. 

 Next to residents, staff members of nursing homes need to acknowledge death too. 

While Trotta states that accepting and acknowledging death by the nursing home staff is 

important for QOD, she does not further elaborate on this specific role of staff members. Insight 

in the attitudes and behaviors of nursing home staff regarding death is important, as Trotta 

(2007) emphasizes that acknowledging death offers opportunity for proper care processes to 

maintain the identity and personhood of the resident and to promote QOD. Nursing home staff 

can contribute to acknowledging death by allowing and facilitating talk about death through 

listening, either passive or active, and through encouraging the residents – and each other – to 

express their feelings and concerns (Wadensten, Condén, Wahlund, & Murray, 2007). This can 

be described as an overt approach to death, where staff members and residents are encouraged 

to be open about death (Haber, Tuttle, & Rogers, 1981). On the contrary, actions of staff 

members can also display a covert approach to death, which complicates the acknowledgement 

of death and dying. When talking about death, for example, staff members will try to change 

the topic or want to cheer up the resident (Wadensten, Condén, Wahlund, & Murray, 2007). 

One core reason for a covert approach is that staff members avoid any reminders of mortality 

because they do not want to upset residents (Haber, Tuttle, & Rogers, 1981). Another way in 



which actions of nursing home staff complicate the acknowledgement of death includes death 

anxiety experienced by staff members (Given & Range, 1990; Hamilton, 2010; Vickio & 

Cavanaugh, 1985). As a consequence of their attitudes on death and dying, care relationships 

can be affected (Bui et al., 2020). For instance, attitudes towards death can impact their actions 

in symptom pain management or their role to create openness and inclusiveness in discussing 

ACP with residents and their families. Therefore, the covert and overt approach towards death 

are useful concepts in analyzing QOD. 

 Death should be acknowledged, and also prepared for to achieve QOD (Trotta, 2010). 

This would mean that not only death itself needs to be acknowledged, but also the dying process 

that precedes death – as preparing for death is part of this process. In her first conceptualization 

of QOD, Trotta (2007) endorsed the roles of ACP and determining a prognosis for the life 

trajectory. Both are necessary to prepare for death, and in turn promote QOD. Ideally, ACP is 

a process of discussion between staff members, residents, and their families to derive 

anticipatory decisions (Tulsky, 2005); it focuses on being responsive to emotions of residents 

and families and on care goals (Steward, Goddard, Schiff, & Hall, 2011). Nursing home staff 

members view ACP as acknowledging death and acting in accordance with the wishes of each 

resident (Trotta, 2007). In the literature, ACP was associated with higher QOD (Vandevoort, 

Houttekier, van der Stichele, van der Steen, & van den Block, 2014). Unfortunately, not many 

nursing home residents have a written advanced directive, which complicates the 

communication between families and nursing home staff (Oliver, Porock, & Zweig, 2005). In 

addition, nursing home staff may not implement ACP, but act on their implicit understanding 

that death is near (Trotta, 2010). However, this is often very tricky, as the trajectories of the 

dying process are unpredictable. Determining a prognosis in a life trajectory is complex (Oliver, 

Porock, & Zweig, 2005; Trotta, 2010). This can complicate expectations on QOD of residents, 

families, and staff, and their communication – leading to missed opportunities to discuss ACP 

and personal preferences in end-of-life care. This highlights the relevance of ACP, trajectories, 

and prognosis as concepts in researching QOD, as they can influence the preparations for death 

and experienced QOD for nursing home residents. 

 

Role of family members in quality of death and dying 

Family members are central figures in end-of-life-care in nursing homes, next to the residents 

and staff members. Therefore, specifying their role is essential to the concept of QOD. Families 

have a unique dual role in the dying process as patient advocates, speaking on behalf of the 

resident, and as care recipients, in need of support themselves (Steinhauser et al., 2000). This 



means that they expect nursing home staff to not only “steward” the resident to their death but 

also all involved family members, guiding them towards the death of their loved ones (Lopez, 

2007; Thompson, Menec, Chochinov, & McClement, 2007). The family has increasing 

influence on decision-making as death draws nearer (Hales, Zimmerman, & Rodin, 2008). They 

value communication and information about the care and status of their loved ones (Lopez, 

2007; Thompson, Menec, Chochinov, & McClement, 2007; Welte et al., 2005). In turn, they 

provide nursing home staff with information through advocating: speaking on behalf of the 

resident (Lopez, 2007). As the dying residents grow more dependent, family perspectives on 

end-of-life become increasingly relevant. It is, therefore, crucial that that family members are 

involved in care for dying residents. However, the role of family members is complicated. The 

dying process can be very frustrating to families (Welte et al., 2005). In some cases, they 

recognize symptoms and needs – but feel that these are insufficiently recognized by the nursing 

home staff. Some families have very low expectations of nursing home care, increasing their 

wish to act as advocates for their loved ones. Also, they can become dissatisfied with the care 

delivery in nursing homes.  

 Therefore, analyzing the family perspective is necessary to fully comprehend QOD. 

Family satisfaction has been used as an outcome measure for quality of end-of-life care in 

nursing homes, but Trotta (2010) deliberately decided to exclude it from her analysis. She 

reasoned that including their perspective on satisfaction may cloud the perspective of residents, 

that it relies too strongly on the level of involvement, and that it is often acquired 

retrospectively. As a consequence, Trotta’s theory did not include the role of family members 

in QOD. This is unfortunate, because interactions of family members with nursing home staff 

or residents do influence QOD in a positive or negative way. For example, family members can 

attribute to the experience of a good death by being present and saying goodbye (Lopez, 2007). 

On the other hand, they can add to the suffering of the resident in the dying process through not 

being present, family conflicts, or interfering with care processes – which will in turn negatively 

impact QOD. 

 

Summarizing, the concepts of acknowledging death, death acceptance, anxiety, and denial, an 

overt or covert approach towards death, knowing and care relationships, ACP, and trajectories 

and prognosis are relevant in researching QOD in nursing home care. Additionally, insight in 

family involvement in QOD is important.  



Methods 

This thesis used narrative analysis, a qualitative research method, to analyze narrative data in 

book form on quality of death and dying in Dutch nursing home care, and the role of family 

members therein. Six (auto)biographies were analyzed, following the method of Murray and 

Sools (2014). The theory mentioned in the conceptual framework provided sensitizing concepts 

for the analysis of the materials. 

 

Data collection methods 

Sources for this thesis were selected from a large collection of Dutch patient stories from the 

Erasmus University of Rotterdam2. Using the categorization labels on the website of this 

collection, a literature search was performed under the theme of ‘death’ (Dutch: ‘dood’), or the 

theme of ‘end-of-life’ (Dutch: ‘levenseinde’), both under the condition of ‘nursing home’ 

(Dutch: ‘verpleeghuis’). For inclusion, books had to be a (auto)biography, not a commentary 

or research findings. In case of a biography that was written by a family member, the author 

was seen both as a proxy for the nursing home resident and an informant of the family 

perspective. Sources were excluded when the person did not live in a Dutch nursing home, or 

when death/dying was not mentioned in the book. From the list of fourteen books that resulted 

from the literature search, eight were excluded: two books were not (auto)biographies, four 

books were not about the Netherlands, one did not mention death or dying, and one was not 

about a nursing home. Therefore, six books were used in the analyses for this thesis. 

 

Data analysis: Narrative analysis 

Narrative analysis refers to approaches to storied forms of texts that analyze storylines, or: 

narratives (Riessman, 2005). There is a multitude of narrative analysis methods that can be 

applied for research on end-of-life care (Bingley, Thomas, Brown, Reeve, & Payne, 2008). As 

QOD is a concept that describes the evaluation of the dying experience as a whole in the light 

of a person’s expectations and values (Stewart, Teno, Patrick, & Lynn, 1999), fragmentation of 

stories in analyses would be unreasonable and a more holistic way of analyzing is required. 

Therefore, this thesis followed the storyline analysis method of Murray and Sools (2014). This 

method, as opposed to thematic analysis of narratives, analyzes stories in their totality and maps 

 
2 Note: Data collection was performed on February 24th, 2021 from the Dutch website of the collection with 

patient stories: https://www.patientervaringsverhalen.nl.  



the connection between events. In their step-to-step guide, Murray and Sools (2014) provide a 

framework for performing narrative analyses. It consists of multiple concomitant parts: 

I. Introduction: Presenting the case and providing a context for the storyline. 

First, a case title was formulated to capture the story and an introductory summary 

was written. This provided a context for the storyline. 

II. Storyline analysis: Breaking down the storyline in separate elements.  

Again, a title was formulated – this time, for a specific storyline. Following the 

method of Burke (1969), five elements of the story were explicated: (1) the agent 

or character, (2) the acts or events, (3) the means and/or helpers, (4) the setting or 

scene, and (5) the purpose, intention, desired or feared goal. Moreover, the breach 

was identified: an imbalance between two storyline elements. Information from 

the storyline analysis can be used to reflect on the conceptual framework– for each 

case specifically. 

III. Interactional narrative analysis: Placing the storyline within the interaction. 

This part is mainly applicable to interviews – positioning storylines within the 

interaction between the storyteller and listener. In this thesis, this step consisted 

of the intentions of the storytellers for writing the books. The interactional analysis 

gives insight into what the storytellers want to impose on their readers, because it 

is important to attend to the central messages of the story to understand personal 

needs and finding the best ways for support (Saunders, 1996). 

IV. Contextual analysis: Positioning the storyline within a wider context.  

Next, on a broader level, the meaning of the storylines or subplots was assessed 

(Atkinson, 1998), for both the storyteller (self-understanding) and the reader 

(interpretation). In this step, the analysis was moved from an emic perspective to 

a more etic perspective. This places the story on dying and death in the whole life 

story of an individual resident and can provide meaningful information for nursing 

home care.  

V. Comparative analysis: Comparing storylines to identify overarching plots. 

In this final step, the storylines were compared to identify storyline types. Each 

storyline type represents a pattern of individual stories, to identify the full variety 

of appearances in storylines. The patterns were based on the sense-making for 

dilemmas and processes.  



Abductive reasoning was used throughout the research process, meaning that the theoretical 

framework could be explained, developed, or changed throughout the research process to 

optimally fit and support observations (Tavory & Timmermans, 2014). During analysis it 

appeared that family involvement was important and missing, which was added to the 

theoretical framework and later became one of the central foci of the analyses. Moreover, it was 

decided to include biographies written by a family member, where the author was not only seen 

as a proxy for the nursing home resident, but also as an informant for the family perspective. 

 

Reliability, validity, and generalizability 

There are several advantages of using written narratives, such as their abundance, availability, 

efficiency, and practicality (Green & Thorogood, 2018; van de Bovenkamp, Platenkamp, & 

Bal, 2020). The use of these sources, however, also comes with some important limitations 

(Green & Thorogood, 2018). First, the information is limited to what is accessible to the 

researcher. The same story can be read and interpreted in different ways (Riessman, 2005). 

Second, before becoming immersed in the data, it is difficult to know what kind of research 

questions the sources can answer. Lastly, all biographies are produced as stylized narratives; it 

is important to keep in mind the symbolic use of language, social functions of the writing, and 

partial representation of identities (Green & Thorogood, 2018).  

 The representativeness, or reliability, is hindered through selective deposit (recording) 

and selective survival of information (Webb et al., 1984). The validity can be hampered through 

authenticity problems, whether the document is a true account (Denzin, 1989). To ensure proper 

reliability and validity for narrative research, researchers should be aware that narratives do not 

provide factual data but understanding of the meanings for the writer (sense-making). Every 

(auto)biography reflects different ways of reconstructing the past, where storytelling becomes 

a situated practice in itself. Moreover, it should be noted that through selecting 

(auto)biographies, all available information is narrowed down to a selection of stories. 

Therefore, claims as a result of interpretation of research findings must be carefully made 

(Bingley, Thomas, Brown, Reeve, & Payne, 2008). Regarding generalizability, narrative 

research is useful for the context in which the experience took place and, therefore, mainly has 

significance for others in similar contexts (Green & Thorogood, 2018).  

To increase validity, reliability, and generalizability, this thesis aimed to follow several 

guidelines (Green & Thorogood, 2018). Reporting about the analyses and methods and using 

an audit trail added to the transparency. Thick description was adopted by using raw data 



(quotes, the original wording of authors) to illustrate and provide context of the material3. Next, 

material that contradicts the findings was actively searched for, in line with deviant case finding. 

With regard to peer deliberation, two fellow master students provided feedback at various times 

during the writing process. A member check with the nursing home residents was not possible 

in this thesis, as they had all passed away. Additionally, data triangulation in using multiple 

sources was not applied – however, an altered version of triangulation was employed by using 

both the perspectives of residents and of their family members. By adhering to all guidelines 

mentioned here, validity, reliability, and generalizability were strived for.   

 

Personal reflection 

The author of this thesis aimed for reflexivity, by being aware of and reporting about her frame 

of reference and expectations, prior to and during the analysis of the materials. The main notable 

aspect is her academic background in health psychology, and with that being mainly taught a  

quantitative research ideology. To prevent this in influencing the research process, frequent 

self-evaluation and input of peers and supervisors was obtained. In addition, while reading the 

materials, the author noticed that her religious background facilitated understanding of notions 

of spirituality or religion in some of the books. However, as most of these notions did not 

concern dying or death, it did not affect the outcomes for this thesis.  

 

Ethical reflection 

By allowing inclusion in the database of patient experiences, authors give permission for their 

books to be used in research. However, it is still important that each story is placed in its own 

unique context – to do justice to all authors and stories. Moreover, names of people, places, and 

nursing homes will be anonymized. It was made sure that information could not lead to specific 

nursing homes, residents or staff members, as the goal of this thesis was not to critique 

individual experiences, but to draw conclusions for nursing home care as a whole.  

 

 

  

 
3 Note: All quotes in this thesis were translated from Dutch to English by the author of this thesis. Where literal 

translation meant losing the tone or expression of the quote, both the literal translation as a descriptive 

translation is provided. 



Results 

Six books were used for this analysis of quality of dying and death (QOD) in nursing homes: 

one autobiographical source, and five biographical sources – two written by spouses, two by 

children, and one by a nurse. Following the framework for narrative analyses from Murray and 

Sools (2014), all books were analyzed. From the materials, storyline types were identified – 

and for each storyline type, their lessons about QOD are reported. Four storyline types regarding 

dying and death were identified, two from nursing home residents and two from family 

members of nursing home residents:  

Storyline type I: ‘Dying brings time pressure for nursing home residents’; 

Storyline type II: ‘Dying nursing home residents are confronted with losses’; 

Storyline type III: ‘Family members act as advocates for residents’; 

Storyline type IV: ‘Families of residents need to accept the dying process’. 

Each storyline type will be portrayed with a narrative summary and illustrated by one storyline 

summary that serves as a concrete example4. For each storyline type, the breach is described to 

outline the tension, and a conclusion is presented to answer the question what each storyline 

type can teach about QOD in nursing home care. Last, the storyline types are placed in the 

context of the author-reader interaction and in the larger context of Dutch nursing home care. 

 

Storyline type I: “Dying brings time pressure for nursing home residents” 

Summary: I want to make the most out of the time I have left 

Now that I am living in the nursing home, I can do what I want. Now that my 

spouse passed away,  I am free. I have the time to write down my story. I have 

the time to pursue things that I always wanted to do. I want to do this now, 

because I am aware that time is running out. 

Storyline I example: I am dying, so let me do what I want 

I have moved into this nursing home with my husband. He has taken care of 

me for my entire life, just as husbands should take care of wives. Everyone 

always had an opinion about me. When we grew older, I had to take care of 

him. We were married for many years when he passed away. I do miss him  

  

 
4 Note: When materials used the first person, quotes were directly translated and used in the storyline type 

summaries and storyline examples; in case of a third person, quotes were rewritten to the first person during 

translation. For some materials that were written by a proxy, paraphrased summaries are given that reflect the 

content of the storyline. 



a lot, and I feel alone at times. I know the nurses, the physician – they expect 

me to grief. But now I feel free to do what I want. I am trying my best to 

reconnect with my family and old friends. I am making new friends. I have 

some money and I intend to use it.  

 

The breach in storyline type I: “Dying brings time pressure for nursing home residents” 

The first breach in this storyline type is seen in the fact that the nursing home residents were 

more than just dying older people. They wanted to pursue their own goals, but were aware that 

death is inevitable. This sometimes resulted in a conflict between the ‘purpose’ (personal goals 

of the resident) and the ‘event’ (death may come soon). This was even more difficult for 

residents that have to deal with the death of their spouse, resulting in conflicting emotions: they 

felt grief – but also freedom, and at the same time they were confronted with the fact that they 

too would be facing death. Another breach concerns how nursing home staff dealt with the 

incompatible feelings of grief, confrontations with death, and freedom in a resident: a conflict 

between the ‘actor’ (the resident) and the ‘means’ (the nursing home staff). For instance, in the 

stories, staff members used physical contact or their words to try and comfort the resident. 

However, this sometimes proved difficult, as this example shows: 

“She fights her tears. The doctor puts his hand on her shoulder, to comfort her 

a little: ‘You are quite brave, you know.’ When he walks to the door, he feels 

immense pity for this woman.” 

The word this doctor used for ‘brave’ has a negative connotation in Dutch, as ‘flink’ indirectly 

means ‘not weak’. With this comment, the resident was praised for not showing her grief. 

Interacting with residents – either successfully or unsuccessfully – affected the outcome of 

emotional conflicts. If the conflict was unsuccessfully approached by nursing home staff, some 

residents decided to push their grief away, and frantically started pursuing their own goals and 

needs, as was the case in the exemplary storyline.  

 

QOD in nursing home care in storyline type I: “Dying brings time pressure for residents” 

This storyline type shows that nursing home residents are more than just deteriorating and dying 

people – they have their own history, their own will, and their own goals before they die. It is, 

therefore, crucial to listen to personal preferences. It also shows that residents can feel time 

pressure when being faced with their approaching death in a nursing home; for some residents, 

this makes them feel anxious or it may result in death denial. This storyline type highlights the 

role of interactions with nursing home staff in resolving conflicting emotions, and resolving 

death anxiety or death denial. Within the care relationship, staff members can choose to comfort 



residents that feel anxious, displaying an overt approach by allowing conversations about death, 

giving room to feelings, and assisting in sensemaking and creating meaningfulness. However, 

for some residents, the drive to pursue their goals is more important to QOD than resolving the 

emotional conflict– denial paves the way for acting on their personal preferences. Staff 

members should recognize and allow attitudes of death anxiety and death denial in residents, 

which sometimes asks for a covert approach. This asks for a knowing of the resident in their 

preferences for spending their time and in their need for support. QOD in this story consists of 

recognizing the residents’ identity and personhood, and focusing not only on dying and death 

in the nursing home, but also on living while dying.  

 

Storyline type II: “Dying nursing home residents are confronted with losses” 

Summary: I am faced with – and living with – loss   

I have moved into this nursing home. This is my last stop, my last room. I 

have said goodbye to everything that I had surrounded myself with at home 

and that supported me, and I am now living here. I have lost my spouse, either 

because I now live somewhere else, or because they have passed away, 

sometimes even in this nursing home. I have to continuously survive new 

physical constraints. My children do not visit me, or not as often as I would 

like. I feel alone, but I have to live here with other cheerless people in a 

cheerless surrounding, as we are waiting to die here.  

Storyline II example: I have lost my dignity 

My body is brittle. I am sitting every day in this miserable room. I miss my 

old house. When I go through the hallways, I see the same thing over again: 

people like me and worse. Everyone in this nursing home, they all look alien. 

This is how it feels: I am here in a large container with older people that 

cannot go home, that do not contribute to the economy – in short, they are 

useless. I do not know how to talk about death, so I make morbid jokes and 

push people away. Every night I hope that I can slip away into eternity. I have 

decided on what I want on my tombstone: ‘Finally freed from people’. 

 

The breach in storyline type II: “Dying nursing home residents are confronted with losses” 

The breach in this storyline type is mainly seen in how residents dealt with their surroundings: 

a conflict between the ‘actor’ and the ‘setting’. For some residents, living in the nursing home 

was filled with challenges. They were confronted with other aging and dying people, with their 

dependence on the staff, or with living in a place that does not feel like their old home. In talking 

about the final stage of life, nursing home residents and their relatives describe the finiteness of 

the situation: “my last chamber”, “our last stop”, “her last journey”. 



“This small bedroom is my last chamber. […] You can imagine I often feel 

unhappy here. […] Being old is saying goodbye to everything that you have 

surrounded yourself with in the course of many years. Being old is 

continuously surviving new physical constraints.” 

These challenges indirectly or directly meant that residents were confronted with dying and 

death. This motivated the behavior of nursing home residents, as they were trying to find a way 

of coping with all confrontations. For instance, some used dark humor in responding to other 

residents or to staff members, as was true for the resident in the exemplary storyline:  

“When I was in bed [the nurse] asked: ‘Why don’t you get an electric chair?’  

‘You only sit in it once,’ I said.” 

 

QOD in nursing home care in storyline type II: “Residents are confronted with losses”  

Moving into a nursing home room is evidence of being old, facing deterioration, and death. 

Being dependent, in the face of deterioration and dying, is tough. Therefore, it means more than 

letting go of personal belongings; it means having to face dying. Living in a nursing home is a 

physical evidence of future death. This confrontation with future death when living in a nursing 

home is especially tough since many nursing homes have a somber atmosphere. They are 

described as “missing brightness”, “comfortless”, “cheerless”, and “cold”. For many nursing 

home residents, losing personal belongings, losing a sense of home, and losing physical 

abilities, feels as though they lose some of their dignity. Living in a nursing homes means 

having to face the daily reminders that death is slowly approaching.  

 In this storyline, dying and death are strongly present in the nursing home – through the 

daily confrontations with other residents, the somber atmosphere, and lack of personal 

belongings. In addition, as most residents are older adults in their last stage of life, they are 

faced with deteriorating abilities. These confrontations function as a constant reminder that 

death and dying is present or will be present soon. This means that, for some residents, death 

cannot be denied and simply has to be acknowledged and coped with. It also requires having to 

cope (or finding a way how to cope) with these losses or confrontations with death. For residents 

that feel anxious towards death, this is accompanied with a large amount of constant anxiety.  

Residents can respond and cope in different ways. For instance, residents can react with sarcasm 

or morbid humor to the situation, which may be proof of their inability to come to terms with 

dying and death – feeling anxious about death and not being able to deny its (future) presence.  

 This storyline type highlights how some residents may feel a loss of personhood during 

the dying process, as they continue to be confronted with losses and with death. Even more so, 



some may have trouble reconciling and coping with these losses. Some residents would prefer 

to deny death, but cannot – resulting in death anxiety or frustration. If nursing home staff 

approaches them with an overt approach, this may lead to frustration in the care relationship. 

Therefore, it is very important that staff members know the specific attitudes of a resident 

towards death and adjust their approach accordingly. As this storyline type shows, both the 

physical surroundings and personal attitudes towards death can influence the experienced QOD.  

 

Storyline type III: “Family members act as advocates for residents” 

Summary: Families want to be informed and provide information 

Our parent or spouse is dying in a nursing home. We spend a lot of time there. 

When we do go home, whenever there is a change in the condition, we are 

informed – as it should be. Sometimes, we notice changes before the nurse or 

doctor does – but the signs are unquestionable to us. When our parent or 

spouse is unable to communicate, we are their voice.   

Storyline III summary: Families are spokespersons for nursing home residents 

Our mother had entered her terminal phase, and we took turns waking at her 

bedside in the nursing home. Throughout this time, our mother was either 

asleep or silent – until she finally passed away. Our eldest sister acted as a 

spokesperson for our family. She was there when our mother had discussed 

advanced directives with the nursing home physician. When our mother could 

not speak, our sister tried to convince the nursing home staff of our mother’s 

wishes – although the physician still acted differently. He eventually did listen 

and our mother passed away peacefully. 

 

The breach in storyline type III: “Family members act as advocates for residents” 

The main challenge in this storyline type revolves around respecting the preferences of nursing 

home residents and their families: a conflict between the ‘purpose’ (the preferences of the 

resident) and ‘means’ (families and staff members). This was especially difficult if the resident 

was not able to communicate verbally. In the storyline example, the nursing home physician 

felt there had been communication by asking her to blink – and informed the family thereof: 

“Now, now, Miss, of course we want to respect your mothers wishes, but I 

have concluded that she still was not ready [to die], therefore, I took this 

decision [to place a feeding tube].”  

He had made a decision that conflicted with the discussed advance directives. One positive 

outcome of his acting would be that the children of this resident could take time to say their 

goodbyes and reconcile with their mother and each other, and to acknowledge her dying and 



death. However, after some days, the mother had pulled out the feeding tube three times. The 

physician had then accepted that she did not want to live any longer, leading to frustration with 

the family members. Not adhering to personal preferences of residents in this storyline type, 

therefore, also created a tension or conflict between the family members and nursing home staff. 

 

QOD in nursing home care in storyline type III: “Families act as advocates for residents” 

For many nursing home residents, the family acts as their voice in their final days. Family 

involvement is the main aspect that creates good QOD in this storyline type, in collaborating 

and communicating with the nursing home staff. Both ways of communication are important 

for QOD: the nursing home staff need to inform the families about changes in the health status 

or in the treatment and the families need to advocate for the residents in decision-making. This 

is especially true for patients that have lost the ability to communicate. One central topic in 

communication concerns the preferences of residents, as families and nursing home staff both 

know the resident in a different way: either as a person that they share a long history with or as 

a patient. Both types of knowing provide different information, that needs to be discussed and 

combined for effective decision-making. 

 Moreover, the storyline type shows the importance that preferences for advanced care 

are put in place early in the care process and that they are honored by the staff and families. 

When care directives have been discussed, they should be respected – as well as additional input 

from residents or from families whenever the resident is unable to communicate. To advocate 

for their loved ones, families first need to acknowledge death. In addition, it is crucial that both 

family members and nursing home staff members display an overt approach to death to facilitate 

conversation about preferences and ACP for good QOD. 

 

Storyline type IV: “Families of residents need to accept the dying process” 

Summary: Death is unpredictable but inevitable  

Our parent or spouse has been living in this nursing home for a while now. 

After so many years or months in good health, the end seems to announce 

itself – sometimes suddenly. We may have been absent, but when death is 

near, we want to be present. Nurses will warn us when it does not go well. 

When the phone rings, we rush to the nursing home. However, sometimes the 

situation is brought back under control or the deterioration halts. We think it 

is not possible to say when a life will end, but we do want to know.  



Storyline IV example: Accepting that death is imminent   

My wife has been living in a nursing home for some months and I have taken 

care of her. One night I suddenly noticed that she looked miserable, and I 

could not fight my tears. The end seemed to announce itself. I felt defeated. 

After a few days, the nurse called that my wife did not wish for any more 

treatment and would stop eating and drinking. I wanted an insanity plea, but 

my wife had made the decision deliberately and consciously. She was calm 

and determined. Should I have seen this coming? After a few days, she died. 

 

The breach in storyline type IV: “Families of residents need to accept the dying process” 

For some family members, the fact that their loved one is dying came out of the blue. They 

sometimes had fought for treatment, for a place in a nursing home, for recognition. They saw 

the health of their parent or spouse was weakening, but never talked or thought about dying and 

death. The challenge in this storyline centers around their care and the reality of deterioration 

and impeding death: a conflict between the ‘helpers’ (the family members) and the ‘event’ 

(death is coming soon). As the spouse in the exemplary storyline noted: 

“I did not understand. Should I have seen this coming? I knew her pain. I 

sometimes saw her despair. And her intense longing for home. But this! […] 

I went to see her. She was calm and determined. I am eighty-two years old, 

she said. It’s been enough for me. I don’t want to go on anymore.5” 

Some family members had trouble understanding the decision of their loved ones to stop 

treatment and face death directly. Still, families wished that the decision of the resident was 

respected and that the wishes and preferences of nursing home residents were honored – both 

by the staff and the families themselves. 

  

QOD in nursing home care in storyline type IV: “Families need to accept the dying process” 

As this storyline type shows, there is an unpredictability of the trajectory of dying and predicting 

the actual moment of death on one hand, with the suddenness of it really happening on the other 

hand. This can impact QOD as unpredictable trajectories renders difficulty in determining a 

prognosis, which affects the communication between residents, families, and staff, and their 

collaboration in decision-making. This means that not only residents and staff members need 

to acknowledge dying and death, but acknowledgement from family members is important as 

well. Many times, the focus of families had been on living, and preventing or slowing down 

 
5 Note: “It’s been enough for me.” – literal translation: It has been beautiful. 

“I don’t want to go on anymore.” – literal translation: For me, it is not necessary to continue. 



deterioration – whereas dying and death were not as much on the radar. This can be seen as 

death denial, where the (future) presence of death is not acknowledged by family members. On 

the other hand, family members did want to be present and involved in the end-of-life care, 

especially after dying and death were apparent. Their involvement increases when nursing 

home staff members show an overt approach towards death and starts conversations about dying 

and death with families prior to the appearance of dying and death. In this way, staff members 

can play a role in promoting QOD through the presence and involvement of family members, 

while simultaneously guiding families towards the death of their loved ones. This is especially 

important when families display death denial or a covert approach to death or when they have 

not been present or involved in the care of residents. 

 Another evident aspect of QOD in this storyline type concerns personal preferences of 

residents at the end of life. Families want these to be respected. When preferences, such as a 

resident’s wish for cessation of treatment, concern the actual end of life, this can be paired with 

a sudden unavoidable acknowledgement of death. Death acceptance from the nursing home 

residents can be difficult for family members that had previously displayed death denial or 

families that had not been involved with care. When preferences or ACP had not been discussed 

or not discussed completely with family members, there seemed to be an increased pressure on 

adhering to preferences when death is suddenly imminent. This highlights the relevance of 

discussing personal preferences in early in the dying process or in advance for QOD. 

 

Placing the four storyline types in the author-reader interaction  

Most authors (five out of six) tried to capture the entire life of the nursing home residents, from 

childhood through death. By doing so, it is evident that they wished to explicate the whole 

history of the person, and not only the months or years of living in a nursing home. Often, these 

personal histories were needed to understand specific actions or personal preferences, not only 

for the reader, but also for the nursing home staff that cared for the resident. This helped in 

knowing the resident and forming a good care relationship with them.  

 In addition, all books written by a family member focused on the weak position of 

nursing home residents in their dependence on nursing home staff – which underlines how 

family members perceive their own role in end-of-life care and QOD: as advocates for nursing 

home residents, and also shows how loss of dependence is a central aspect of living in a nursing 

home. 

 

  



Placing the four storyline types in the context of Dutch nursing home care  

One relevant aspect of the context of the storylines was the location of the nursing home. In the 

case of a village nursing home, the staff was familiar to the residents, as were other residents. 

This affected the care relationships between residents and staff members. Other residents had 

moved to a nursing home in another region, where all faces were unfamiliar and family 

members were unable to visit frequently. This had an impact on the level of family involvement 

in end-of-life care.  

 A second notable aspect of the context of the storylines pertains the lack of time, energy 

or knowledge of staff members that resulted from staff shortages – which is a known problem 

in Dutch nursing home care (Ex, Gorter, & Janssen, 2019). Ultimately, this could have led to a 

lack of attention to personal preferences of nursing home residents and decreased the chance to 

develop proper care relationships, as was evident in two of the books.  

 Lastly, many nursing home residents in The Netherlands have lived through the Second 

World War. In two books, this had an impact on the character and preferences of residents For 

instance, it influenced relating to other dying residents that were on the “wrong side” in the war 

– as “they deserved it”. It also lead to a tendency to be careful with spending money – even 

though it was a wish to buy certain items before dying. Moreover, the war had provided many 

confrontations with death, which could have resulted in less death denial and more death 

acceptance. This highlights how personal histories of residents strongly impact their 

preferences and attitudes in relation to QOD. 

 

 

Discussion 

In this thesis, experiences of Dutch nursing home residents on dying and death were explored 

using (auto)biographies from the collection of the Erasmus School of Health Policy and 

Management. Through narrative analyses of six books, the following question was examined:  

What do narratives of nursing home residents and their families teach 

about quality of dying and death and the role of family members therein? 

Four storyline types were identified that provide insight in quality of dying and death (QOD) 

and the role of family members in QOD in nursing home care: ‘Dying brings time pressure for 

nursing home residents’, ‘Dying nursing home residents are confronted with losses, ‘Families 

of residents act as advocates for residents’, and ‘Families of residents need to accept the dying 

process’. These storyline types highlight several aspects of end-of-life care in nursing homes 



that can be related to the theory by Rebecca Trotta (2007, 2010): QOD is a broad concept and 

it differs per individual resident, it is achieved by honoring personal preferences and 

acknowledging death, enhanced through knowing and personal relationships, and complicated 

by the unpredictability of the dying process. Moreover, the stories show some additions to 

current conceptualizations of QOD: (a) dying can result in time pressure for residents to pursue 

personal preferences, (b) the physical environment of the nursing home is important to QOD 

for some nursing home residents, (c) personal attitudes towards death can impact QOD, and (d) 

family involvement is a crucial aspect of QOD. Having a framework for QOD that is based on 

residents’ experiences can create helpful insight for nursing home staff and policy makers (van 

de Bovenkamp, Platenkamp, & Bal, 2020). For instance, adding the different facets of QOD to 

the quality framework of Dutch nursing home care (Zorginstituut Nederland, 2017) may be of 

added practical value for quality of end-of-life care, quality of life, and quality of dying and 

death. 

 

Quality of dying and death in nursing home care 

First, it was clear from the analyses that narratives about death from nursing home residents 

include the processes of aging and dying that precede death. The first confrontations with loss, 

dying and death can occur long before dying and death are present. Examples are: other dying 

residents, increasing physical deterioration, and a loss of independence. Such confrontations 

act as reminders that death and dying are present, or will be in the near future. Dying, therefore, 

is a broad concept – which makes QOD a broad concept as well. This is in line with Trotta’s 

call on researchers in relaxing the time period that constitutes dying (Trotta, 2007). In order to 

achieve a good QOD, early confrontations with dying and death are important. For some 

residents, moving into the nursing home is one of these confrontations; QOD for them starts 

there. For others, experiences before moving into the nursing home have impacted their 

attitudes towards death, for instance, losing a loved one or having lived through the Second 

World War. Therefore, “dying” in QOD should include the whole life history of a person, and 

not only the final days, weeks, or months of his or her life.  

 Notably, QOD is a multifaceted concept, that differs per individual. For each resident, 

the definition of a ‘good death’ will differ. There may not be a single formula or 

conceptualization that captures QOD for all residents. The subjectivity of QOD has already 

been noted by Hales, Zimmerman, and Rodin (2008). For one resident, QOD results from 

resolving death anxiety. For another resident, QOD mainly consists of making use of valuable 

time to follow personal goals while dying. A third resident may benefit from a warm and 



comforting surrounding to achieve QOD. The individuality in QOD also relates to honoring 

and respecting personal preferences of nursing home residents and in maintenance of their 

personhood. In the QOD literature, adhering to personal wishes has mainly been mentioned 

when talking about advanced care planning (ACP) and decision making (Stewart, Goddard, 

Schiff, & Hall, 2011; Trotta, 2007). In the (auto)biographical materials for this thesis, the roles 

of ACP and consideration of preferences and wishes of nursing home residents in ACP for QOD 

were acknowledged. However, honoring preferences is not only important in discussions about 

starting or cessation of a treatment option, but also in personal goals that a resident has for their 

final days, weeks, or months, and in how they want to spend their days living in the nursing 

home. The materials showed that respecting such preferences for day-to-day living created 

maintenance of the personhood of residents. This relates back to Trotta’s (2007) central notion 

that maintaining personhood is equally important as achieving QOD. After all, QOD is more 

than good dying and death; it is also good living while dying. 

 Another facet of QOD that was evident from the materials is the unpredictability of the 

dying process and time of death. For some nursing home residents, death arrives very sudden 

and unexpectedly after a long care process, as is often the case in nursing home care (Oliver, 

Porock, & Zweig, 2005). This relates to one of Trotta’s (2007) conditions for QOD, trajectory 

and prognosis, that she did not specify in her theory. Predicting the trajectory and providing a 

prognosis seemed complicated in most stories, as was acknowledging the reality of the 

trajectories. Knowing when a resident will die can create the opportunity for palliation (Trotta, 

2010). This provides the time to work on acknowledging death and relieving death anxiety, to 

achieve a good QOD. Unpredictable trajectories also complicate ACP, another unspecified 

condition in Trotta’s (2007) initial model. Determining a prognosis within the life trajectory or 

dying trajectory is needed to discuss the preferences and wishes of a resident regarding his or 

her end of life, which are in turn needed for a good QOD.  

 Nursing home staff can facilitate or hinder the experienced QOD, as the materials for 

this thesis show. Cultivating relationships with residents, which is central to the extended theory 

of Trotta (201), plays a role in in helping to cope with death anxiety, communication with 

families, and adhering to personal preferences. In the materials for this thesis, all staff members 

displayed an overt approach to death (Haber, Tuttle, & Rogers, 1981). On the other hand, some 

staff members did not invest in relationships with residents – which resulted in difficulty with 

adhering to personal preferences and with noticing the imminent arrival of death. Therefore, 

knowing the resident can contribute to a good QOD. 

 



Additions to current conceptualizations of quality of dying and death 

The materials show some possible additions to future conceptualizations of QOD, as personal 

attitudes towards death impacted QOD, dying resulted in time pressure for residents to pursue 

personal preferences, and the physical environment of the nursing home was important to QOD 

for some nursing home residents. In addition, the role of family involvement in QOD was 

evident in the books. 

 The attitudes from nursing home residents can directly influence their experienced 

QOD. For instance, death anxiety, death acceptance, and death denial were present and 

important for all residents in the (auto)biographies. These concepts have been mentioned in 

empirical literature on end-of-life care in nursing homes (Given & Range, 1990l Vickio & 

Cavanaugh, 1985). In the books, death denial was paired with the absence of ACP or with 

difficulty in discussing personal preferences. Whenever death anxiety is present, this impacts 

the behaviors and feelings of residents in trying to relieve this anxiety. It seems that only in the 

case of death acceptance is QOD fully achieved. Trotta (2007, 2010), however, did not mention 

the impact of such attitudes towards death. Future research and theories on QOD should take 

the attitudes of nursing home residents into account, as well as the role of nursing home staff 

and family members in dealing with different attitudes of residents to achieve QOD. 

 Another addition to the concept of QOD would be the aspect of time pressure. As death 

can suddenly announce itself, some residents experience the time pressure from dying. In the 

materials, this was not true for all residents, highlighting the individuality of the dying process. 

The time pressure component was not described by Trotta’s theory (2007, 2010) and may be an 

addition to the QOD concept. Some residents are faced with an emotional conflict where they 

feel a sense of freedom to do whatever they want, and also pressure to do so. The 

unpredictability of death complicates this drive even more. Whatever grief or unease they feel, 

they are keen on pursuing their goals and needs. This can be amplified when nursing home 

residents feel death anxiety. For these residents, being able to act on their preferences is the 

most important aspect of a good QOD. This again shows how crucial it is that the personhood 

of residents is warranted throughout the whole dying process.  

 The third possible addition to conceptualizations of QOD is the role of the physical 

environment of nursing home residents. Trotta (2007) did mention the environment under the 

contextual factors that can influence QOD, but did not specify this aspect. The materials in this 

thesis showed how the somber and cheerless atmosphere in nursing homes increased the feeling 

of loss and acted as a reminder for (future) death. This was noted by family members as well. 

For residents that experience death anxiety or death denial, living and dying in such an 



environment, decreases their experienced QOD. Therefore, future research on QOD could 

provide further insight into the facets of the physical environment and their role in enhancing 

or reducing QOD. 

 

The role of the family in quality of dying and death 

The materials place family members in a central position for QOD in nursing home care. Their 

role mainly concerns the two-way communication between families and nursing home staff. 

Families want to be present when their loved ones are dying and informed about the care. 

Oftentimes, they have been involved in informal caregiving, taking over some tasks of nursing 

staff. Their involvement often results in a feeling of advocacy for the resident – being the voice 

in decision-making. This is especially important when residents are unable to communicate, for 

instance for ACP and preferences for day-to-day living. Advocacy of families is also more 

needed if there had been death denial or a covert approach towards death from either the nursing 

home resident or staff. As family members know their loved ones very well – especially if they 

have been present in the nursing home and involved in care for many months or years, their 

information can be valuable in the care processes and decision-making thereof. Moreover, 

information from families can contribute to the knowing of residents by nursing home staff. 

This all highlights the importance of good communication between nursing home staff and 

families of nursing home residents (Thompson, Menec, Chochinov, & McClement, 2007). The 

materials show how acknowledging death from family members was complicated by the 

unpredictability of the trajectory. Still, this cannot be a barrier in adhering to personal 

preferences. It appears that advocating for personal preferences and providing information that 

enhances the care relationship between residents and staff members are the main role for 

families in end-of-life care, as it can directly contribute to a good QOD. 

 

Limitations and strong points 

By offering a new perspective from (auto)biographical documents, this thesis adds to the 

existing knowledge base on quality of dying and death. In addition, this thesis provides a 

practical example about the methodology and use of narrative analysis to create insight in 

patient experiences. The results of this thesis should be considered in the light of its limitations. 

A first limitation is that the intention of the author for writing the story sometimes biased the 

story towards a very positive or a very negative one. For example, if an author is dissatisfied 

with how nursing home staff deals with care of older people, because of an incident or negative 

experience, they tend to be overly negative about the care towards death as well. Likewise, 



when the author experiences death anxiety or denial (Given & Range, 1990; Vickio & 

Cavanaugh, 1985), this too will affect the written story about death. On the other hand, if the 

author wished to resolve issues, such as a family conflict or feelings of guilt, during the dying 

process, they may be focused on positive experiences or positive outcomes in their story. In the 

same light, it is important to be aware that the subgroup of residents that have their story written 

down may not be completely representable of the entire group of Dutch nursing home residents; 

authors and publishers tend to include the most “extreme” stories in books – very positive, very 

hopeful, or very negative. If the author of this thesis felt that this was the case, the storylines 

were excluded from inclusion in a storyline type – to prevent bias from the author to dictate the 

lessons for QOD. 

 As a second limitation, the analysis was based on six individual books, which may have 

underrepresented some storylines. However, in comparison to other qualitative research 

methods, narrative analyses of (auto)biographies provide useful information about personal 

histories in their totality. Most books described the life and character of the nursing home 

resident before their life and death in the nursing home, and not only their final years, months, 

or days. Analyzing a smaller number of stories in depth, therefore, can have an advantage over 

analyzing a large number of stories –especially in the light of concepts that require a holistic 

view on a person’s history. In addition, five of the six books were biographies, written by a 

proxy of the nursing home residents. This might bias the information, as one author mentioned: 

“survivors can only report what they see and not what the dying person feels (p. 5, Brizee, 

2020)”. However, using biographies written by a family member provided information for the 

family perspective on QOD, which proved a valuable addition to the QOD concept.  

   

Conclusion 

This thesis provides an example of how narrative analysis can complement and substantiate an 

existing theory, conceptual model, or research findings. It was observed that quality of dying 

and death in nursing home care starts with the confrontations with dying and death, where the 

physical surrounding of the nursing home can act as such a confrontation as well. Moreover, 

death, the dying process, and their unpredictability need to be acknowledged by nursing home 

residents, staff members, and family members. Nursing home staff members can influence the 

experienced quality of dying and death through their approach towards death, either an overt or 

covert approach, and through knowing of the resident and the care relationship. Knowing the 

resident is especially important regarding their preferences for the end of life and day-to-day 

living while dying. Families can provide information and serve as advocates for residents. 
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