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Glossary 
 
Bias Bias refers to a systematic error in the design or conduct of a study or in the 

interpretation of research results that leads to distorted, inaccurate, or unfair 

conclusions. 

 

Data saturation 

 

A situation where the available data (e.g., from interviews) reaches a point 

where additional data does not significantly contribute to a deeper 
understanding or new insights. 

 

Deductive reasoning 

 

The process of analyzing data starting from an existing theoretical 

framework or established concept.   

 

Hermeneutic 

 

The theory and methodology of interpretation. Hermeneutics can be applied 

to interpretation of interview transcripts to understand the participants’ 
deeper meanings and interpretations.  

 

Ideographic 

 

An approach that focuses on the uniqueness of individual cases or 

experiences.  

 

Inductive reasoning 

 

The process of generating concepts based on patterns and themes that 

emerge from analyzing data.  

 
Phenomenology 

 
Exploring the lived experiences of individuals related to a studied 

phenomenon.  

 

Potentially traumatic 

event (PTE) 

 

An experience that can be emotionally disturbing or distressing (e.g., 

natural disasters, physical or sexual assault, war, the loss of a loved one, 

etc.). These events have the potential to cause psychological trauma and 

can have a significant impact on an individual's mental and emotional 

wellbeing. 
 

Qualitative research 

 

A study approach that focuses on exploring and understanding the depth 

and the complexity of human experiences. Non-numerical data are 

collected by interviews, focus groups, observations, and content analysis. 

 

Salutogenesis 

 

A concept in health research that focuses on understanding and promoting 

factors that contribute to health and wellbeing rather than studying 
diseases. It emphasizes the origins of health and the factors that support a 

person’s wellbeing.  
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Triangulation 

 

A methodological approach that involves using multiple sources, methods, 

data, or perspectives to validate and enhance the trustworthiness of 

findings and to avoid bias. 
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GENERAL INTRODUCTION 

 

Palliative care and the family caregiver 

The World Health Organization (WHO) defines palliative care as an approach that improves the quality 

of life of individuals and their families facing the problem associated with life-threatening illness, 

through the prevention and relief of suffering by means of early identification and impeccable 

assessment and treatment of pain and other problems, physical, psychosocial and spiritual [1]. 

Palliative care is considered an integral component of care for any patient with a life-threatening 

condition. Ideally, palliative (symptom management) and curative (disease modifying) care are 

combined early in the course of the illness [2, 3]. This dissertation will focus on palliative care in 

patients with advanced or metastatic cancer.  

In the context of caring for the family caregiver, the WHO definition contains some notable elements 

that may have important consequences: 

- Palliative care seeks to improve both the quality of life of patients and their family members.  

- Palliative care offers a support system to help the family cope during the patient’s illness and 

in their bereavement. 

- A team approach is used to address the needs of both the patients and their families.  

- Palliative care includes a holistic approach to patients as well as their family caregivers.   

 Consequently, it can be stated that tending to the needs of the family caregiver is an integral and 

essential part of palliative care. Moreover, far-reaching, optimal palliative care supporting the physical, 

psychosocial, and spiritual health of both the patients and their family caregivers is paramount to 

sustain patient care at home until death. Therefore, healthcare professionals in palliative care should 

be trained to take up this major task.  

There is no universally accepted definition of advanced cancer, and specific criteria for classifying 

cancer as advanced may vary depending on the type of cancer. Generally, advanced cancer refers to 

cancer that has progressed beyond the initial stages, has become metastatic or invasive, or is less 

likely to be cured. Consequently, the diagnosis of advanced cancer requires dealing with the fact that 

curative treatment may be discontinued while palliative treatment may be intensified [4]. Nevertheless, 

some types of advanced cancer can be stabilized for many years and can be regarded as a chronic 

disease [5].  
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Worldwide, more than ten million people die from cancer every year. In addition, cancer mortality rates 

are projected to increase by 64% over the next twenty years [6]. In Belgium, cancer is the leading 

cause of death, accounting for more than 20% of all deaths and nearly 30,000 deaths each year [7]. 

The quality of death in cancer patients is highly influenced by the place of death [8, 9], with 

significantly higher quality of death in patients who are cared for at home compared to other places 

such as a hospital or a palliative care unit [9]. Moreover, home deaths seem to be significantly 

associated with a lower overall caregiver burden [9]. Furthermore, the majority (55-93%) of cancer 

patients prefer to be cared for and to die at home [10, 11]. Although 90% of the Belgian cancer 

patients are cared for at home, 61% die in a hospital or a palliative care unit while only 30% die at 

home [12, 13]. In fact, no more than 72% of those who prefer to die at home, die in their place of 

choice [13]. Worrying here is that the numbers of home deaths continue to decline [14]. Not wanting to 

impose burden on family caregivers is one of the primary reasons that patients choose not to die at 

home. However, being in an intimate relationship significantly increases the chances of dying at home 

[12]. Consequently, it can be stated that the presence of a family caregiver is invaluable in caring for 

an advanced cancer patient at home.  

 

The patient’s partner as primary family caregiver 

A family caregiver typically has a personal and emotional relationship with the patient and provides 

unpaid assistance along the illness trajectory [15, 16]. As such, the tasks of a family caregiver of a 

patient diagnosed with advanced cancer may involve help with activities of daily living (ADL) (e.g., 

eating, dressing, bathing, toileting), nursing care (wound care, dispensation of medication), emotional 

support, assistance with administrative tasks, household chores, and transportation [17]. A major role 

of the family caregiver can be described as processing the information about the cancer by 

communicating with health care professionals (HCPs), insurance providers, family, and friends [17]. 

Furthermore, the latest cancer therapy options (e.g., orally administered chemotherapy, 

immunotherapy) often involve fewer contacts with the medical team while most of the care and 

vigilance is transferred to the patients themselves and their family caregivers [17]. Moreover, 

advancement in cancer treatment has resulted in cancer being more likely to be considered a chronic 

condition. Nevertheless, symptom burden (pain, fatigue, anxiety, sleep disturbance, anorexia, etc.) 

often results in increased dependence on family caregivers [18]. Consequently, the need for family 
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caregivers who can provide long-term care has been increasing significantly over the past few years 

and can be expected to rise further over the next decade [17]. Contrary to what the terminology 

suggests, a family caregiver may not always be related by blood or marriage. Rather, the family 

caregiver may be a close friend or a distant relative who is willing to take up the responsibility for the 

patient’s care [4]. Since most family caregivers fulfil this role without recognition or registration, exact 

numbers are lacking. However, it can be assumed that, where available, in Belgium informal care for 

the patient with cancer is usually taken up by the patient’s domestic partner [19], further referred to 

here as ‘the partner’. Ideally, the care for the patient is complemented with support and advice from 

HCPs such as homecare nurses, palliative home support teams, and the family doctor. Fortunately, 

most partners can rely on a social network, consisting of family and friends, that aims to provide 

emotional and material support, and which helps the partner to cope adaptively with the stressful 

situation [20].  

Most partners of patients diagnosed with advanced cancer have little or no experience nor training in 

caregiving. However, when the need arises, the majority is willing to take up the caregiving role. They 

seem intrinsically motivated by altruistic motives especially when they feel love and affection for the 

patient, when they consider caring for each other part of a mutual commitment, or when they want to 

fulfil the patient’s expectations [19, 21]. Nevertheless, the care for a patient with advanced cancer is 

complex, intense, often burdensome, and time consuming [17]. Moreover, caregivers’ tasks alter along 

the cancer trajectory in accordance with the patient’s physical and emotional needs [22]. 

Consequently, unforeseen needs and concerns may arise in the caregivers which might impact their 

motivation [19, 21].  

Since family caregivers are mostly not prepared for their overwhelming new role that may entail 

nursing as well as administrative tasks, they are prone to psychosocial vulnerability, a human condition 

affected by the perception of the situation one experiences [23]. This vulnerability is typically related to 

disempowerment and loss of autonomy. It can increase even more when information about the 

disease is lacking, or when the family caregiver has no support network to rely on or is not willing to 

ask for or accept help [23]. The caregiver’s mental wellbeing may even be worse than the patient’s 

[24] and is influenced, in part, by the quality of the relationship between the caregiver and the patient 

and the duration and amount of care delivered [17, 25]. In fact, the diagnosis of advanced cancer 

comes with significant mental distress affecting the patient as well as their partner [26]. Indeed, 
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partners witness how a loved one suffers physically or mentally because of a life-threatening disease, 

while being challenged by the unpredictability of the evolution of the cancer and the associated 

psychosocial and financial constraints. Consequently, patients and their partners are equally at risk for 

developing anxiety, depression, or even post-traumatic stress disorder (PTSD) [27, 28]. In this respect, 

the diagnosis of advanced cancer can be considered a potentially traumatic event (PTE) for patients 

as well as for their partners [27]. Potentially traumatic entails that partners can react differently to the 

patient’s diagnosis and that the diagnosis will not necessarily be a traumatic experience for every 

partner.  

Nevertheless, the family caregiver’s vulnerability is often overlooked by HCPs as the patient, not their 

partner, is mostly considered the center of care [23, 29]. Moreover, partners tend to remain in the 

shadow of the incurable patient, as they are reluctant to divert the HCP’s time and attention away from 

the patient and occupy it for themselves [28]. As a result, family caregivers of patients with advanced 

cancer do not always receive the medical and psychological support they need.  

 

Resilience, a multifaceted concept 

Although homecare for someone diagnosed with advanced cancer comes with significant burden and 

emotional distress [29, 30], and a loved one being diagnosed with advanced cancer can be 

considered a PTE, clinical practice suggests that only a minority of partners of advanced cancer 

patients might suffer from depression, anxiety, or a PTSD [31]. Indeed, after a relatively short period of 

emotional distress that may be provoked by the diagnosis, most family caregivers seem to adapt well 

and return to a status of mental wellbeing, a process that is known as resilience [32]. Even more, 

resilience claims to protect against mental distress, anxiety, and depression [33, 34] by lowering one’s 

vulnerability [35]. Moreover, resilience can involve a strength that drives people to grow despite stress, 

illness, trauma, or adversity [35]. Furthermore, resilience seems to take place by interacting with 

others [36]. However, resilience should not be considered a phenomenon that is present or absent nor 

should it be thought of as lack of mental disorder [36]. On the contrary, resilience can be viewed as a 

layered phenomenon that may be expressed on differing levels across various domains of life and in 

response to distinct life events [36]. As such one can adapt resiliently in one situation while failing to 

adapt well in the other. Moreover, resilience does not include happiness, nor does it completely 

exclude the presence of mental disorders [36].  
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The word ‘resilience’ is increasingly used in everyday language, applied to a wide variety of situations, 

and used across disciplines (e.g., engineering and psychology). However, the concept lacks clarity 

and can have a different meaning from one person to another, from one society to another, and from 

one culture to another, often leading to linguistic confusion. Over the years, resilience has been 

conceptualized in many ways. Firstly, resilience has been studied as a set of stable personality traits 

that can be assessed by self-report questionnaires [37-39]. To avoid linguistic confusion, it is better to 

speak of trait resilience or ego-resiliency when approaching resilience as a set of traits. Ego-resiliency 

may enhance the capacity to adapt to stressful situations. From this perspective, one could be born 

resilient and only those with sufficient resilience characteristics would thrive and succeed to adapt to 

challenging circumstances. Depending on the context of the studies, a variety of different 

characteristics were linked to ego-resiliency, such as equanimity (being balanced), perseverance 

(willingness to go on despite a challenging situation), self-reliance (having faith in one’s abilities 

without being overconfident), meaningfulness (finding purpose in life), existential aloneness (the 

capacity to find inner strength even in solitude or when disconnected from others) [40], self-esteem 

(taking a positive attitude towards oneself), interpersonal control (the ability to positively interact with 

others), and competence (self-dependency, perseverance, and reliability) [41]. Secondly, resilience 

has been studied as a favorable outcome, a concept that is known as outcome-resilience. From that 

perspective, resilience is the result of coping well despite facing adversity [42]. In fact, outcome-

resilience is negatively associated with burnout symptoms, stress, depression, and sleep problems 

[43]. Finally, changes in mental health following a PTE have been investigated longitudinally leading to 

a variety of outcome trajectories. Resilience was approached as the most favorable and most common 

outcome trajectory elicited by a PTE [44, 45]. A prototypical resilience trajectory can be described as 

either minimal impact resilience, when symptoms of distress are limited to a brief period following the 

PTE and the trajectory is characterized by stable mental health, or recovery, when symptoms of 

distress gradually decrease over time. The pathologic trajectories are referred to as chronic distress 

when severe distress persists, and delayed distress, when subclinical levels of distress worsen over 

time [44, 45]. From the perspective of resilience being a process following a PTE, resilience could be 

built by coping adaptively with stress. Moreover, adaptive coping can be learned through non 

traumatic but stressful experiences or by interacting with an environment and with others. 
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Furthermore, the process is influenced by genetic contributors, one’s personality, environment, and 

social network [36, 46].  

The aforementioned concepts – ego resiliency, outcome resilience, and resilience as a process -- are 

used without consistency across studies. Even within studies it is not always clear to which concept 

resilience refers. Consequently, most researchers agree that resilience is a complex phenomenon that 

can be approached in many different ways [36]. Although heterogeneity should not necessarily be 

considered a problem, clarity regarding the concept would enhance the interpretation and comparison 

of study results. Moreover, insight into which approach to resilience is best suited to research on 

cancer caregiving could facilitate further studies in this area.  

 

Research on resilience: history  

In 1824, Webster [47] described resilience as the ability of a stressed body to recover from or adjust 

easily to misfortune and change.  

In the 1970s research on resilience focused on the characteristics of children and adolescents who 

thrived despite being raised in appalling conditions [48-51]. In recent decades, the focus has shifted 

from children coping with chronic adversity to adults facing a single PTE, such as a terrorist attack 

[52], life-threatening illness [53], bereavement [54], or the COVID-19 pandemic [55, 56].  

A literature search in Medline, using the keyword ‘resilience’, shows that there has been a marked 

increase in interest in the concept of resilience in medical literature in recent decades, and the number 

of publications continues to grow each year (see Fig. 1). This increased attention to resilience has 

coincided with the development of the ‘positive psychology’ movement. In contrast to a problem-

focused approach that emphasizes the maladaptive, positive psychology focuses on strengths and 

positive emotions [57, 58]. In the twentieth century, the absence of prolonged distress following a PTE 

or loss was considered pathological or exceptionally healthy. However, recent positive-oriented 

research has shown that resilience is common, can manifest itself in different ways, and is derived 

from a complex interplay between personal characteristics and contextual features [59-61].  
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Figure 1. Results by year of number of studies on resilience indexed in Medline.  

 

    

Year 2013 2014 2015 2016 2017 2018 2019 2020 2021 2022 2023 

Results 2112 2582 3176 3876 4414 5370 6104 8269 11261 12480 10116 

 

 

Research on resilience in cancer caregiving 

In contrast to the growing interest in resilience, research on resilience in cancer caregiving is scarce. 

Indeed, a search in Medline using the keywords ‘resilience’ and ‘advanced cancer’ shows that only 

thirteen studies could be found in 2017, the year before the start of this PhD project, and this number 

is only slightly increasing (see Fig. 2).  

In fact, studying resilience in cancer caregiving is hampered by the lack of a univocal definition, a 

universally accepted framework, and an instrument to measure resilience when studied as a process. 

Furthermore, it cannot be excluded that research on adapting well or coping adaptively with advanced 

cancer explores a similar phenomenon as resilience studies, however without mentioning the word 

resilience.  
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Figure 2. Results by year of number of studies on resilience in cancer caregiving indexed in Medline 

   

Year 2013 2014 2015 2016 2017 2018 2019 2020 2021 2022 2023 

results 9 8 10 10 13 23 34 41 7 42 51 

 

Recent studies on resilience in cancer caregiving mainly confirm results from studies on resilience in 

other domains. As such it was reported that resilience is negatively associated with caregiver burden, 

distress, anxiety, and depression, and positively with quality of life [62-66]. Furthermore, it is stated 

that resilience promotes the caregivers’ ability to manage stressful situations, to support patients 

effectively, and to take medical decisions on behalf  of the patient [67]. Moreover, resilience is 

promoted by social support, couple interaction, patient health status, caregiver health status, and 

coping strategies [65, 68, 69].  

It is to be noted that nearly all the studies mentioned above are quantitative studies. Although the 

associations evidenced provide valuable information, one should be aware that they only consider the 

measurable ego-resiliency. Furthermore, they give us little or no insight into the caregivers’ lived 

experiences and perspectives. Moreover, the influence of social dynamics and context is often 

overlooked [70]. Furthermore, former research on the psychosocial consequences of advanced cancer 

caregiving has mainly focused on vulnerability and risk factors for developing depression, anxiety, or 

PTSD. However, interventions targeting vulnerability and aimed at alleviating anxiety and depression, 

can only provide limited positive results [71, 72]. Nevertheless, interventions that focus on 

strengthening resilience in situations other than cancer caregiving seem promising. For example, 

research on breast cancer survivors and patients with recurrent depression suggests that resilience-

supporting interventions may prevent the development of severe psychological distress [73]. However, 

like research, the development of resilience-building interventions for partners of patients with 

advanced cancer is also severely hampered by a lack of essential information and evidence. 
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Gaps in knowledge on resilience in cancer caregiving 

As mentioned above, clarity into the definition of resilience is missing [36]. Furthermore, studies of 

resilience in informal cancer caregivers are scattered and not systematically reviewed. Moreover, a 

systematic search strategy of five databases yielded only one study that addressed a resilience 

process in cancer caregivers. Consequently, insight into how resilience develops and manifests in this 

population is limited. Moreover, although virtually every study of resilience shows that a support 

network plays a critical role, we have no insight into the behavior of a network supporting the partner 

of a patient with advanced cancer. Finally, we know that the interpretation of resilience is highly 

context-dependent, hence, the concept of resilience should be approached from this specific context. 

Thus, it becomes an empirical question whether resilience-promoting interventions developed in other 

diseases are applicable in this population.  

 

Resilience during the COVID-19 pandemic 

The unprecedented COVID-19 pandemic not only interfered with the design of this study, it was also 

immediately apparent that this pandemic and the extremely restrictive measures taken by the 

government to prevent the spread of the virus would have a huge impact on the development of 

resilience in patients with advanced cancer and their partners. Indeed, the pandemic was categorized 

as a global PTE, meaning that the patients and their partners were all confronted with two distinct 

PTEs concurrently, namely the advanced cancer diagnosis and the COVID-19 pandemic and the 

restrictive measure that accompanied it. Unlike studies of resilience in cancer caregiving, countless 

studies were published on the impact of the COVID-19 pandemic on resilience. From these studies it 

became clear that the same variety of trajectories that were described following different types of 

PTEs were also witnessed in the aftermath of the pandemic [56, 74]. Although the vast majority of 

individuals seemed to follow a resilience trajectory [56, 74, 75], a minority suffered from mental 

distress [76, 77], anxiety, depression [75, 77, 78], or even PTSD [78, 79]. Whether one followed a 

resilience process or tended more towards a less favorable trajectory was dependent upon different 

factors such as age [78], individual characteristics (optimism, hopefulness, self-efficacy) [75, 77, 80], 

cultural factors, living conditions [76], the presence of a supportive network, and the severity of 

exposure [56].  
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Aims of this dissertation 

The main objectives of this doctoral project are:  

1) To offer HCPs tools that support them in recognizing (the absence of) resilience.  

2) To guide HCPs in supporting resilience in partners of patients with advanced cancer. 

3) To offer researchers the evidence necessary for developing a resilience-supportive intervention.  

To achieve these goals, this PhD-project was subdivided into three parts:  

 

Part 1. The ‘resilience’ concept 

This part aims to provide clarity in the concept of resilience and its application in cancer caregiving by 

studying the lived experiences of partners of patients who recently died of cancer as well as by 

systematically reviewing the existing evidence. Paper 1 aimed to map the elements that consistently 

appear in definitions of resilience following a PTE; to propose a comprehensive definition and 

framework of resilience that could be considered appropriate for further research in advanced cancer 

caregiving. The purpose of paper 2 was to gain insight into the elements that, from the perspective of 

the patient’s partner, promote or hinder the emergence and process of resilience when caring for a 

patient with advanced cancer. Paper 3 investigated how elements of resilience (as described in papers 

1 and 2) were expressed in research on advanced cancer caregiving.  

The unexpected emergence of the COVID-19 pandemic in the second year of this PhD project 

provided a unique opportunity to study resilience of individuals exposed to two completely different 

PTEs simultaneously. Indeed, a system under stress shows its vulnerability. Therefore, the goal of 

paper 4 was to gain insight into how partners of patients with advanced cancer experienced the 

pandemic and in what ways this second PTE could affect the emergence of a resilience process.  

 

Part 2: The partner's support network’s behavior  

The existing literature on resilience in cancer caregiving suggests that the availability of a support 

network is extremely important for the development of a resilience process. However, when studying 

the individual actions, the results are ambiguous with each single action being supportive of one 

caregiver but more of a hindrance for another. Therefore, we approached the support networks as a 

system and studied them through the lens of complexity science, a system theory. Consequently, the 
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purpose of this section was to gain insight into the behavior of a support network as a whole and how 

this behavior might facilitate the emergence of a resilience process in a partner of a patient diagnosed 

with advanced cancer. This is described in paper 5.  

 

Part 3: Resilience trajectories 

Several prototypical outcome trajectories are described in literature following a PTE [44, 45, 81]. 

Nevertheless, the trajectories followed by individuals who must deal with their partner being diagnosed 

with advanced cancer have not been investigated to date. Moreover, longitudinal qualitative studies to 

gain insight into how resilience develops and evolves over the course of the disease, from diagnosis to 

death, are lacking. Therefore, paper 6 endeavored to explore the lived experiences of partners of 

patients with advanced cancer how resilience-promoting elements are involved in the development of 

the resilience trajectories and what different types of resilience trajectories can be distinguished in this 

group of participants.  
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Outline of this dissertation 

Chapter 1: General introduction 
 

Part 1: the ‘resilience’ concept 

Chapter 2 / paper 1 
Resilience in family caregivers of patients diagnosed with advanced cancer - unravelling the process 

of bouncing back from difficult experiences, a hermeneutic review. 

RQ: What elements consistently appear in definitions of resilience following a PTE?  

What definition of resilience is most comprehensive and could be proposed for further research?  

What theoretical framework is appropriate for further research on resilience in advanced cancer 

caregiving?  

Methods: Hermeneutic review 

 

Chapter 3 / paper 2 

Resilience in middle-aged partners of patients diagnosed with incurable cancer: A thematic analysis. 

RQ:  What elements, from the perspective of the patient’s partner, promote or hinder the emergence 

and process of resilience when caring for a patient with advanced cancer? 

Methods: Qualitative study with thematic analysis 

 

Chapter 4 / paper 3 

Resilience in advanced cancer caregiving: a systematic review and meta-synthesis. 

RQ: How are the elements of resilience expressed in research on advanced cancer caregiving?  

Methods: Systematic review with meta-synthesis 
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Chapter 5 / paper 4 

Trapped in a double cage. How patients’ partners experience the diagnosis of advanced cancer in 

times of the COVID-19 pandemic: an interpretative phenomenological analysis. 

RQ: What are the experiences of partners tending to a patient with advanced cancer during the 

COVID-19 pandemic?  

Methods: Qualitative study with interpretative phenomenological analysis  

 

 Part 2: The partner's support network’s behavior  

 

Chapter 6 / paper 5: Resilience in advanced cancer caregiving promoted by an intimate partner’s 

support network: Insights through the lens of Complexity Science. A framework analysis. 

RQ:  How are the principles of a complex adaptive system (CAS) expressed in the behavior of a 

network supporting an intimate partner of a patient diagnosed with cancer in an advanced stage? 

Methods: Qualitative study with framework analysis 

 

 Part 3: Resilience trajectories 

 

Chapter 7 / paper 6: Do all roads lead to Rome? An ideal-type study on trajectories of resilience 

in advanced cancer caregiving. 

RQ:  What different types of resilience trajectories can be distinguished in partners of patients 

diagnosed with advanced cancer?  

How are resilience-promoting resources involved in the development of these trajectories? 

Methods: Longitudinal qualitative study with ideal-type analysis. 

 

Chapter 8: General discussion 
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The greatest glory in living lies not in never falling, but in rising every time we fall. 

Nelson Mandela 
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Supplement 1: Definitions of resilience following a PTE, in cancer care, and caregivers.  
The definitions are cited from systematic reviews, concept analyses and other review papers. 

 
Author Title Year Definition of resilience 
Resilience following a PTE 
Bonanno 
GA. [2] 

Loss, trauma, and human 
resilience. Have we 
underestimated the human 
capacity to thrive after 
extremely aversive events? 

2004 Resilience reflects the ability to maintain a stable 
equilibrium. It pertains to the ability of adults in otherwise 
normal circumstances who are exposed to an isolated 
and potentially highly disruptive event, to maintain 
relatively stable, healthy levels of psychological and 
physical functioning. Resilience is more than the simple 
absence of psychopathology. 

Letzring 
TD. et al. 
[29] 

Ego-control and ego-
resiliency: generalisation of 
self-report scales based on 
personality descriptions from 
acquaintances, clinicians, 
and the self  

2005 Ego-resiliency is conceptualised as a central personality 
construct for understanding motivation, emotion and 
behaviour. It refers to a meta-dimension of the dynamic 
capacity to contextually modify one’s level of control in 
response to situational demands and affordances.  

Bonanno 
GA. [28] 

Resilience in the face of 
potential trauma 

2005 Resilience is characterised by relatively mild and short-
lived disruptions and a stable trajectory of healthy 
functioning across time.  

Yehuda R. 
et al. [12] 

Developing an agenda for 
translational studies of 
resilience and vulnerability 
following trauma exposure 

2006 Resilience is the process of adapting well in the face of 
adversity, trauma, tragedy, threats of harm or even 
significant sources of stress. Psychological resilience 
can be viewed as a relatively stable constitutional 
resource characterized by the ability to bounce back 
from a negative experience or even significant adversity 
by flexible adaptation to the ever-changing demands of 
life.  

Bonanno 
GA. & 
Mancini 
AD. [30] 

The human capacity to thrive 
in the face of potential 
trauma 

2008 Resilience to potential trauma is the ability of adults in 
otherwise normal circumstances who are exposed to an 
isolated and potentially highly disruptive event such as 
the death of a close relation or a violent or life-
threatening situation to maintain relatively stable, healthy 
levels of psychological and physical functioning, as well 
as the capacity for generative experiences and positive 
emotions.  

Grafton E. 
et al. [31] 

Resilience: the power within 2010 The ability to cope with or recover from the impact of 
stress and turn it into a positive learning experience is 
described as resilience.  

Bonanno 
GA. et al. 
[32] 

Resilience to loss and 
potential trauma 

2011 Resilience is a stable trajectory of healthy functioning 
following a potentially traumatic event. Resilience is 
characterized by relatively minor and transient 
disruptions in functioning, with few if any marked effects 
on everyday functioning and routines. 

Windle G. 
[33] 

What is resilience? A review 
and concept analysis 

2011 Resilience is the process of effectively negotiating, 
adapting to, or managing significant sources of stress or 
trauma. Assets and resources within the individual, their 
life and environment facilitate this capacity for adaptation 
and ‘bouncing back’ in the face of adversity. Across the 
life course, the experience of resilience will vary. 

Bonanno 
GA. [34] 

Uses and abuses of the 
resilience construct: Loss, 
trauma and health-related 
adversities 

2012 Resilience is a stable trajectory of healthy functioning in 
response to a clearly defined event.  
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Rutter M. 
[35]  

Resilience as a dynamic 
concept 

2012 Resilience can be defined as reduced vulnerability to 
environmental risk experiences, the overcoming of 
stress or adversity or a relatively good outcome despite 
risk experiences. It is an interactive concept in which the 
presence of resilience has to be inferred from individual 
variations in outcome among individuals who have 
experienced significant major stress or adversity. 

Garcia-Dia 
MJ. [36] 

Concept analysis: resilience 2013 Resilience is one’s ability to bounce back or recover 
from adversity. It is a dynamic process that can be 
influenced by the environment, external factors and/or 
the individual and the outcome.  

Hu T. et al. 
[37] 

A meta-analysis of the trait 
resilience and mental health 

2015 Trait resilience is a personal trait that helps individuals 
cope with adversity and achieve proper adjustment and 
development. It is a personality trait that inoculates 
individuals against the impact of adversity or traumatic 
events.  

Seery MD. 
& Quinton 
WJ. [24]  

Understanding resilience: 
from negative life events to 
everyday stressors 

2016 Resilience reflects managing well with stressors in 
general. 

Kalisch R. 
et al. [38] 

The resilience framework as 
a strategy to combat stress-
related disorders 

2017 Resilience is the maintenance or quick recovery of 
mental health during and after exposure to significant 
stressors and results from a dynamic process of 
adaptation to the given stressful life circumstances. 
Resilience is not merely inertia or insensitivity to 
stressors or merely a passive response to adversity, but 
the result of active, dynamic adaptation.  

Galatzer-
Levy IR. et 
al. [39] 

Trajectories of resilience and 
dysfunction following 
potential trauma: A review 
and statistical evaluation 

2018 Minimal impact resilience is a process characterized by 
stable psychological and physical health from before to 
after the PTE. 

Resilience in caregivers 
Rosa F et 
al. [40] 

Resilience as a concept for 
understanding family 
caregiving of adults with 
chronic obstructive 
pulmonary disease (COPD): 
an integrative review 

2016 Resilience in COPD caregivers can be described as an 
enduring ability or capacity that is exhibited as a strength 
of the caregiver when responding to acute 
exacerbations, chronic stresses and problem solving for 
symptoms management and which can be further 
developed.  

Autio T. & 
Rissanen 
S. [41] 

Positive emotions in caring 
for a spouse: a literature 
review 

2017 Resilience is a ‘bounce back’ or return to prior or normal 
functioning after facing difficulties in life. It contains 
thoughts, behaviour and actions that anyone can learn, 
and it is not a permanent trait of personality that you 
either have or do not have.  

Resilience in cancer care 
Eicher M. 
et al. [42] 

Resilience in adult cancer 
care: an integrative literature 
review 

2015 Resilience in adult patients with cancer and in cancer 
survivors is a dynamic process of facing adversity 
related to the cancer experience.  

Legend: The definitions are reproduced verbatim from the reviews. The numbers refer to the references 
presented in the main text.  
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Supplement 2: Theoretical frameworks of resilience resulting from concept analyses designed 
to study resilience following PTE. 
 
 

Author Year Concept/framework 
name 

Description 

Richardson 
GE [44].  

2002 The Resiliency Model People have the opportunity to choose consciously or 
unconsciously the outcome of disruptions. Resiliency starts 
with biopsychospiritual homeostasis reached through 
adaptation to earlier adversity or stressful live events. New 
disruptions can lead to: 1) resilient reintegration, meaning 
that the resilient qualities are strengthened and growth is 
experienced; 2) turning down opportunities for growth and 
healing by reintegration back to homeostasis; 3) recovering 
with loss of hope and motivation; or 4) dysfunctional 
reintegration often accompanied by dysfunctional 
behaviour.  

Agaibi CE. & 
Wilson JP. 
[50] 

2005 A generic model of 
resilience to 
psychological trauma 

Traumatic life experiences evoke behaviour determined by 
the complex interaction of key variables on different levels 
(e.g., coping styles, affect modulation, personality 
characteristics, locus of control, ego-defensive processes 
and protective factors). The variables can work together to 
produce different degrees of resilience or adaptive 
behaviour on a continuum from high resilience and optimal 
adaptive coping to low resilience with risk for 
psychopathology.    

Gillespie BM. 
et al. [51] 

2007 A theoretically derived 
model of resilience 

Resilience is conceptualized by its antecedents (adversity, 
the situation being interpreted as traumatic, the cognitive 
ability to interpret adversity and a realistic worldview), its 
defining attributes (self-efficacy, hope and coping) and its 
consequences (integration in context, development of 
control, psychological adjustment and personal growth).  

Davydov 
DM. et al. 
[16] 

2010 A biopsychosocial 
(multi-level) construct 
for mental resilience 

Health is protected by two similar concepts, namely the 
somatic immune system and the mental resilience system. 
Resilience mechanisms recognize threat and neutralize 
adversity. Part of the mechanisms are innate, others are 
developed naturally through by adaptation or by external 
influences. The mechanisms may interact with each other or 
even constitute a causal chain, leading to protection of 
mental health, recovery or reduction of negative effects of 
stressors.  

Windle G. 
[33]  

2011 Requirements for 
resilience 

Resilience requires three essential factors: firstly, there 
should be significant adversity; secondly, resources or 
assets are needed to reduce the effects of adversity; and 
finally, a negative outcome should be avoided by positive 
adaptation.  

Garcia-Dia 
MJ. [36] 

2013 Resilience concept 
mapping 

Resilience is precipitated by personality traits, experiences 
and internal or external factors. Those factors can either 
protect and lead to resilience or place the individual at risk 
and lead to maladaptation. Resilience is a process that 
surfaces from within or develops through adversity, resulting 
in effective coping (e.g., redefining goals, recovering 
physically and psychologically and reaching personal 
growth or spirituality) and re-integrating into society by 
rebounding, determination, self-efficacy and social support.  

Bonanno 
GA. et al. 
[49] 

2015 The temporal elements 
of psychological 
resilience 

Resilience is a broad, umbrella phenomenon that 
encompasses four temporally related elements: 1) baseline, 
pre-adversity adjustment; 2) aversive circumstances; 3) 
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post-adversity resilient outcomes; and 4) predictors of 
resilient outcomes evolving in the course of the resilient 
trajectory.  

Liu JJW. et 
al. [52] 

2017 Multi-system model of 
resilience (MSMR) 

A multi-system model consisting of three layers: 1) core 
resilience existing of trait-like characteristics; 2) internal 
resilience comprising personality developed or acquired 
over time through experiences and social interactions; and 
3) external or community resilience, situating each 
individual in a larger socio-economic context.  

 
Legend: The description of the theoretical frameworks are summarizations of the research findings in the 
concept analyses. All frameworks are presented graphically in the original papers. The numbers [ ] refer to the 
references in the main text.  
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Supplement 3: Conceptualization of resilience 

 

Resilience has been conceptualised in different ways. 

 Resilience as a trait: Ego-resiliency 

Earlier research has mainly addressed resilience as a personality trait, mostly referred to as resiliency 

[1] or ego-resiliency [2, 3].  

In special editions of the American Psychologist and the Journal of Social and Clinical 

Psychology, resilient qualities such as optimism, faith, wisdom, creativity, forgiveness, gratitude or 

self-control have been described extensively [1]. It cannot be denied that the identification of resilient 

qualities has contributed significantly to the insights into how people adapt to new circumstances [1]. 

Nevertheless, the term ‘a resilient person’ only refers to a person’s individual resilience resources and 

does not guarantee a resilient process when confronted with adversity [4]. 

 Resilience as a biopsychospiritual homeostasis 

Flach (1997) and Richardson (2002) advocate that resilient qualities could be attained through 

repetitive disruptions [1,5]. In his resiliency theory, Richardson studies people who can depend upon 

sufficient resilient qualities detecting opportunities to further develop from adversity, and hence, 

reintegrate resiliently. He describes how the interaction between the protective, resilient qualities and 

the threats coming with adversity can lead to biopsychospiritual homeostasis on the one hand or to 

dysfunction in people who lack resilient qualities on the other [1].  

 Resilience as a dynamic process 

Lately, most experts agree that resilience is a common phenomenon [6-13]. It is a process resulting 

from the interplay between the human capacity to adapt to adversity and the behaviour within the 

context. Resilience is a dynamic process that cannot be considered separately from the potentially 

traumatic event (PTE) or stressor [14]. Table 2 presents descriptions of the theoretical frameworks 

resulting from concept analyses on resilience following a PTE.  
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Supplement 4: Research on resilience. History 

Interest in resilience research has grown notably in the last decade, and the number of publications 

per year continues to rise. Increasing attention has been paid to resilience along with the development 

of the ‘positive psychology’ movement. As a result, a problem-oriented approach emphasizing the 

maladaptive shifted to a strength-oriented approach, thus highlighting the positive [1, 2].  

In 1824, Webster [3] described resilience as ‘the ability of a stressed body to recover from or 

adjust easily to misfortune and change’. Initial studies regarding resilience in disadvantaged children 

and adolescents raised under difficult circumstances identified certain characteristics, all of whom 

overcame the adversity of their situations [4-7].  

During the twentieth century, not showing prolonged distress following a PTE or loss, was 

considered either pathological or exceptionally healthy. However, from recent research oriented 

towards positive aspects, it has become clear that a resilience process is common, can be expressed 

throughout different pathways and results from the interplay between intrinsic and extrinsic resources 

[8-10].  

During the last decades, the focus has shifted from children dealing with chronic conditions to 

adults confronted with a single, potentially traumatic event (PTE). Resilience has been studied, for 

instance, in victims of terrorist attacks [11], in patients confronted with fatal illness [12] and during the 

bereavement period [13]. A PTE refers to a rather exceptional, aversive event which can evoke 

resilience, whether it is experienced traumatically or not [14]. Resilience was no longer considered a 

trait but rather the process of coping with adversity leading to fortification of the resiliency 

characteristics [2].  
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Supplement 4: hypothetic illustration of a reiterative resilience process  
 
In this illustration of the reiteration of the resilience process, we start from the findings of one of the 

included studies, Sand et al.27, and continue with a hypothetical model that demonstrates how the 

outcome of one sub-process could influence the context of subsequent ones, ultimately leading to 

other resilient outcomes through coping as a mechanism.  

 

The resilient process starts with the potentially traumatic event (PTE): the patient being diagnosed with 

advanced or incurable cancer.  

Influenced by his sociocultural background (Context C), one of the caregivers in the study of Sand et 

al.27, told the interviewer:   

“I have learned that is what you do. When you are needed in the family you just do it.” 

That outlook on life made the caregiver take up responsibility for the patient without any doubts.  

Inherent to that responsibility, the caregiver experienced some positive aspects in caretaking that he 

was not aware of before, namely deepened family relationships and a sense of togetherness with his 

family members.  
It can be assumed that in time or following another PTE these stronger family bonds can act as new 

context variables (C’) and hence, as resilience predictors. Consequently, the new sense of 

togetherness (C’) can elicit other mechanisms or coping strategies (Mechanism M’) (e.g., mastering by 

accepting the situation and making the best of the days left). Eventually, this process could result in 

new resilient outcomes such as personal growth.  

 
  



Part 1 - Chapter 4 

96  
 

 

 

  



Part 1 - Chapter 4 

97  
 

 

 

 

 





Part 1 - Chapter 5 

99  
 

 

 

 

Chapter 5 

 

Trapped in a double cage. How patients’ partners experience the diagnosis of 
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The partner’s support network’s behavior 

 

 

 

 

 

 

 

 

 

 

 

 

 

It’s not so much that we help other people through hard times,  

but that we’re there with them through hard times 

Ram Dass 
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network: insights through the lens of Complexity Science. A framework analysis 
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A human being is neither a bird nor a fish: Reflections on how a support 

network might promote resilience in advanced cancer caregiving.  

 

Faced with the challenges of her partner being diagnosed with advanced cancer, Rose sought solace 

and strength. She heard about our longitudinal qualitative study on resilience in cancer caregiving and 

decided to participate. In the interviews, Rose spoke deliberately about the vital role her friends and 

family played in fortifying her resilience. Consequently, she was invited to select four pivotal figures 

from her support network for an associated study on the role and behavior of such a network. Among 

those selected was Pamela, Rose’s sister, who felt deeply touched and honored and was eager to 

participate in the study.  

I met Pamela in my medical office for the study interview. Despite all COVID-19 measures in place at 

the time of the study, she preferred a face-to-face interview over an online meeting. Already from the 

first moment, I liked her. She spoke of her sister Rose with great love, respect, and dedication. 

Somewhere in the middle of her story, however, she told me how she and a mutual friend (of both 

Pamela and Rose) were enjoying a nice day of shopping when she received a phone call from her 

sister. Rose was crying and panicking because something had gone terribly wrong with her partner’s 

treatment and that her [the patient’s] physical condition had deteriorated very rapidly. She asked her 

sister and friend to come over immediately. After, Pamela discussed the options with her friend. They 

decided not to visit Rose that day because they felt that they themselves needed a free day and 

preferred not to interrupt their shopping for something that did not seem urgent to them. In fact, Rose’s 

partner was in the hospital getting the appropriate care, and, in their opinion, Rose would be strong 

enough to cope with the issue on her own. So, Pamela phoned her sister to inform her that she would 

visit at the weekend instead. This confession made it difficult for me not to alter my initial impression of 

Pamela. How could someone, who was referred to as one of the most important persons in her sister’s 

life, simply walk out on her? I felt confused and shocked. This feeling was even reinforced after the 

analysis of the interviews from this study. Indeed, this research taught us that a group of individuals 

striving towards the same goal (i.e., strengthening resilience in the partner of a patient diagnosed with 

advanced cancer) behaves as a complex adaptive system (CAS), and consequently that all general 

principles of a CAS can be applied to the behavior of a support network [1]. This includes the same set 

of general behavior patterns we observe in other CASs such as in a school of fish or a flock of 
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starlings, namely: any group has fuzzy boundaries; behavior is shaped by internalized basic rules and 

the system’s history; it is driven by attractors; the interactions within the system are non-linear and 

often unpredictable; and the system adapts continuously to changing circumstances [2]. Consequently, 

it can be expected that a CAS will always respect its internalized basic rules which could manifest 

themselves in an advanced cancer patient’s partner’s support network as maintaining communication 

without being intrusive, providing reciprocal support and assistance to loved ones, acknowledging the 

intimate caregiver’s emotional vulnerability in an empathic way, and reassuring availability of guidance 

and support with respect for the autonomy of the intimate caregiver. However, Pamela’s disclosure 

seemed to prove the opposite since she and her friend deliberately decided not to respond to her 

sister’s request, and hence not to reassure the availability of support. Moreover, Pamela and their 

friend seemed to overlook Rose’s emotional vulnerability.  

So, what was it that made me so upset? Was it the incongruity between the expected and the 

observed behavior? Or, as a general practitioner, was it my proactive, goal-oriented attitude and 

commitment to action that threatened to take over in order to protect the patient (in this case, Rose)?  

On the other hand, one might also ask how the behavior of Pamela and her friend could be reconciled 

with the fact that months later she was still referred to as one of the most important people in Rose's 

life. Moreover, it might seem surprising that, despite the individual behavior of the members, the 

network guided Rose towards a resilient outcome.  

In that respect, it might be useful for healthcare professionals (HCPs) to observe from a distance the 

behavior of the support network as a whole rather than focusing on the actions of Pamela and her 

friend. Indeed, in a CAS, each individual acts autonomously. However, unlike birds or fish, human 

beings can deliberately decide to deviate from the CAS’s internalized basic rules. Furthermore, since 

every individual action will lead to a reaction of the neighboring CAS element, and as such will 

influence the whole CAS’s behavior, the conduct of the support network could become extremely 

unpredictable. However, a CAS always seems to adapt to changing circumstances and continues to 

strive towards its goals.  

Also, Rose’s support network continued to behave like a CAS. The simple ‘no, we won’t come today’ 

response from her sister and friend led to Rose’s non-linear reaction. Indeed, she was furious and felt 

abandoned by her sister and friend. However, in a later interview she admitted that in the absence of 
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members of her support network, she had the chance to spend some quality time with her partner 

which gave her an inner strength that made it easier to deal with her partner’s impending death.  

To conclude, observing the behavior of the network from a distance could provide more insight into the 

behavior of the support network as a whole and could reassure HCPs that whatever the individual 

actions taken, the network would continue to behave like a CAS while dealing with the patient’s 

partner’s needs and the advanced cancer diagnosis. HCPs might be more efficient in establishing or 

maintaining resilience-promoting resources in cancer caregivers through a holistic approach that 

accepts non-linearity, unpredictability, and even paradoxical behavior of a support network. 

Furthermore, a reflective stance that allows a support network to dynamically evolve and intuitively 

adapt to the changing circumstances might be more effective than the action-oriented modus HCPs 

are used to [3]. Finally, although communication about complex situations may be difficult, sharing the 

insights into the behavior of one’s support network through an open meta-communication might create 

a mutual understanding, decrease distress, and enhance positivity, which may promote resilience.   

 

1. Opsomer S, Joossens S, Lauwerier E, De Lepeleire J, Pype P. Resilience in advanced cancer 

caregiving promoted by an intimate partner's support network: insights through the lens of complexity 
science. A framework analysis. BMC Palliat Care. 2023;22(1):12. 

2. Plsek PE, Greenhalgh T. Complexity science: The challenge of complexity in health care. BMJ. 

2001;323(7313):625-8. 

3. Wilson T, Holt T, Greenhalgh T. Complexity science: complexity and clinical care. BMJ. 

2001;323(7314):685-8. 

 

 

 

 

 

 



Part 3  

139  
 

 

Part 3 

 

Resilience trajectories 

 

 

 

 

 

 

 

 

 

 

 

And once the storm is over, you won’t remember how you made it through, how you managed to 

survive. You won’t even be sure whether the storm is really over. But one thing is certain. When you 

come out of the storm, you won’t be the same person who walked in. That’s what this storm’s all about 

Haruki Marukami 
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Abstract 

Objective: Studies on resilience in advanced cancer caregiving typically focus on the interplay of 

resilience-promoting resources and coping strategies that may be associated with resilience. However, 

no studies have investigated the emergence of trajectories of resilience and distress in individuals 

confronted with a cancer diagnosis of a loved one.  

 

Methods: Ideal-type analysis, a methodology to construct typologies from qualitative data, was used to 
identify trajectories involving resilience or the lack thereof based on fifty-four interviews conducted with 

seventeen partners of patients recently diagnosed with advanced cancer over a period of three years.   

 

Findings: Six trajectories could be distinguished, three of which involved resilience (rapidly adapting 

resilience, gradually adapting resilience, and slowly adapting resilience), while the other three 

trajectories (continuing distress, delayed distress, and frozen disconnection) reflected a less optimal 

adjustment. These different trajectories seemed to be rooted in individual characteristics of partners, 
the behavior of a support network, and interactions between the two.  

 

Conclusion: The differentiation between these trajectories in partners of patients diagnosed with 

cancer not only furthers research on resilience in the face of adversity, but also promises to assist 

healthcare professionals in optimizing support for this often-neglected group of partners of patients 

diagnosed with cancer.  

 

Keywords 

Resilience; Caregiver; Advanced cancer; Mental wellbeing; Adaptive coping; Ideal-type analysis 
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Background 

Receiving the diagnosis of advanced cancer may have a tremendous impact not only on the patients 

themselves but also on their partners. Moreover, the impact of such a diagnosis may have long-lasting 

effects well after the patient’s death [1, 2]. In fact, a loved one being diagnosed with advanced cancer 

can be considered a potentially traumatic event (PTE) and consequently can put the partner at risk of 

developing anxiety, depression, or post-traumatic stress disorder (PTSD) [3]. However, most 
caregivers seem to adapt well to the diagnosis of advanced cancer and manage to return to a stable 

status of mental wellbeing [4]. Furthermore, in the aftermath of PTEs, several outcome trajectories 

(resilient, recovered, delayed, and chronic) have been identified [5, 6]. As such, in the minimal impact 

resilience trajectory (the most common trajectory following a PTE), symptoms of distress are limited to 

a short period immediately following the PTE after which follows a period characterized by few or no 

symptoms of distress and the ability to function healthily [7]. Recovery means that symptoms of 

moderate to severe distress abate gradually over time, eventually resulting in a baseline level of 
functioning. In a chronic distress trajectory, severe distress continues unabated. Delayed reactions 

involve the absence of distress or subthreshold symptoms levels that worsen over time. Nevertheless, 

a growing body of evidence demonstrates that, following a PTE, the resilience trajectory is very typical 

(60-90%) since the majority of people experience a relatively short episode of mental distress 

succeeded by a stable trajectory of healthy functioning across time and resulting in a resilient 

outcome, such as a re-established mental wellbeing or personal growth [5, 8-10]. It can be assumed 

that this is also valid for partners of patients diagnosed with advanced cancer since in clinical practice, 

most of these partners seem to have a resilience outcome. Furthermore, several recent studies on 
resilience in advanced cancer caregiving report on the interplay of resilience-promoting resources, 

including individual characteristics (flexibility, positivity, inner strength, ability to control the information 

flow, and asking for and accepting help), as well as the availability of a support network and the 

resulting resilience outcome [4, 11, 12]. One study even investigated what happens to the resilience-

promoting resources and ensuing coping strategies when intimate partners of cancer patients are 

confronted with two PTEs happening concurrently [13]. However, to the best of our knowledge, no 

studies investigated the trajectories of resilience and distress elicited by a family member’s diagnosis 

of advanced cancer over time. As a result, insight into these trajectories in partners of patients with 
advanced cancer, and into how and when the resilience-promoting resources are applied, is lacking.  

To fully capture the complexity of factors influencing psychosocial adjustment while caring for a loved 

one diagnosed with advanced cancer, a qualitative study design seemed preferable [14]. Indeed, by 

starting with the participants’ lived experiences, more insight into a complex phenomenon such as 

resilience can be generated. Additionally, a qualitative approach can outline a broader understanding 

of influencing contextual factors. In this context, an ideal-type analysis – a methodology that seeks to 
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identify groupings of participants who share similar experiences – offers a systematic and rigorous 

method for constructing typologies of trajectories [14].  

 

The present study 

This study therefore aims to identify possible differences in resilience in partners of patients with an 

advanced cancer diagnosis over a period from one to three years following the patient’s diagnosis of 

advanced cancer. The research questions are: 1) What different types of resilience trajectories can be 

distinguished in partners of patients diagnosed with advanced cancer? 2) How are resilience-

promoting resources involved in the development of these trajectories?  

Methodology 

Study design 

Participants and procedures  

The study was advertised via flyers in the waiting rooms of the oncology wards of the University 
Hospitals of Leuven and Ghent and the Imelda hospital in Bonheiden. Closure of the hospitals due to 

the COVID-19 pandemic necessitated the expansion of recruitment to general practices and the 

websites of peer groups of oncology patients. Nineteen candidates contacted the researcher by email 

or phone.  

Inclusion criteria 

- Being the partner and principal caregiver of a person recently (less than one year ago) 

diagnosed with cancer in an advanced or palliative stage. Advanced stage cancer is defined 

as cancer in stage III, IV, or metastatic cancer. Cancer in a palliative stage means that the 
goal of a cure is no longer reasonable or when life expectancy is one year or less.  

- Adults under 65 years of age.  

- Fluency in Dutch. 

Exclusion criteria 

- Partners with diagnosed depression or psychological illness before the cancer diagnosis. 

- Partners of patients with a life expectancy of three months or less.  

 

Data collection 

Nineteen partners applied to participate in the study. One candidate did not meet the inclusion criteria, 

and one dropped out after the first interview as she no longer wished to discuss the cancer. Seventeen 
candidates were included in the study between February 2020 and February 2021. They were invited 

for an interview every six months from inclusion until death of the patient. The closing interview was 
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conducted approximately six months after the patient’s death (seven interviews) or upon completion of 

the study in November 2022, in the case the patient was still alive (eight interviews). One participant 

dropped out after three interviews without further clarification. Furthermore, one patient died a few 

weeks before completion of the study, hence a closing interview with the partner during the study 

period was no longer feasible. Fifty-four semi-structured interviews were conducted based on an 

interview guide (provided as Supplement 1) and were transcribed verbatim. Due to COVID-19 
measures, most interviews took place via Zoom and were video recorded. Among the others, two 

candidates preferred being interviewed at home; five interviews were conducted at the researcher’s 

practice and were audio recorded; and two interviews were conducted in writing per the participant’s 

request. Apart from five participants who preferred the patient be present for at least one interview, the 

patients did not take part in the interviews.  

The Dutch Mental Health Continuum-Short Form (MHC-SF), a validated fourteen-point questionnaire 

that assesses emotional, social, and psychological wellbeing [15] was sent to the participants every 

two months. Fifteen participants returned the questionnaire on at least two occasions.  
 

Demographic data 

Demographic data outline for each ideal type is represented in Table 1. 

In the illustration of the ideal types, all the participants’ names have been changed. However, excerpts 
are verbatim but anonymized.  

 
Table 1: Demographic data for each ideal type trajectory 
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Methodological framework 

To explore the trajectories of resilience in cancer caregiving, an ideal-type analysis was chosen 

because it constructs typologies from qualitative data by systematically and rigorously comparing 
cases within a dataset to form ‘ideal types’ or groupings of similar cases [14]. The ideal types can be 

considered constructed generalizations of a phenomenon without the intention of representing reality. 

However, by organizing the data into ‘ideal types’, novel insights in reality can be gathered [14].  

To investigate in-case and across-case patterns in trajectory influencing features and the effect of 

resilience-promoting resources, Saldana’s ‘longitudinal qualitative data summary matrix’ was 

employed as suggested for longitudinal qualitative studies [16]. As directed, the matrix was completed 

for each participant and at each intervening event with data regarding resilience-promoting resources 

and coping strategies used. In this way – per trajectory and across trajectories – changes and 
evolutions in the resilience-promoting resources used and the resulting coping strategies could be 

mapped and compared.  

 

Data analysis 

The ideal-type analysis was carried out in eight steps [14]:  
1) Familiarization with the dataset by watching and listening to the video and audio recordings and by 

reading and re-reading the transcripts.   

2) Writing a narrative reconstruction of the participants’ stories focusing on the study aims.  

3) Constructing the ideal types by exploring the similarities and differences among cases to identify 

patterns across the dataset. In order to identify patterns in the evolution of distress during the follow-up 

period, the participants’ level of distress following each event was independently assessed by three 

different researchers making use of an assessment form specifically designed for that purpose. The 
assessment form was discussed within the research team and adapted until consensus was reached 

about the criteria for each level of distress (mild, moderate, severe). The assessment form is provided 

as Supplement 2. All three researchers constructed the participants’ trajectories of distress 

independently. Subsequently, the individual trajectories were discussed until consensus was achieved. 

In the next step, the individual trajectories were compared, and the ideal-type trajectories were 

identified.  

4) Identifying the ‘optimal case’ to represent each ideal type.  

5) Naming and describing the ideal types.  
6) Checking the credibility of the ideal types by a researcher not involved in the analysis thus far. 

Accordingly, all narratives were distributed to the supervisors and sent along with the identified ideal 

types. Trajectories in which there was no initial agreement were discussed until consensus was 

reached within the full research group. Where necessary, the description of the ideal type was 

modified.  

7) Mapping the influencing factors by using Saldana’s ‘longitudinal qualitative data summary matrix’ 

[16].  
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8) Writing up the study findings.  

An overview and description of the steps and the authors involved is provided in Figure 1. 

 

 
 

Validity and reliability 

To optimize relevance, validity, and completeness of the data, the study protocol, along with the 

interview guide, were drafted in consultation with someone who has experienced the loss of a partner 

to cancer. To ensure reflexivity, the interviewer’s field notes were considered. A debriefing with the 

participant and a short peer debriefing of the interviewer with the study supervisor following each 
interview was organized to increase the credibility and reliability. To ensure trustworthiness, validity, 

and transparency the interviews belonging to the first three cases were analyzed by three researchers 

independently. The preliminary findings were discussed between them and presented to the 

supervisors and co-authors before moving on to subsequent cases. The fourteen remaining cases 

were divided among the first three researchers. Each case was analyzed separately by two 

researchers. However, the corresponding ideal-type trajectory was identified by all three researchers. 
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Subsequently, the narratives of the cases were divided among the research team members not 

involved in the analysis to this point. They regrouped the cases into the proposed ideal-type 

trajectories. Disagreements and ambiguities about the description of the ideal-type trajectories or the 

grouping of the cases were discussed within the research team until consensus was reached. Finally, 

the practicality of the ideal-type trajectories was discussed with and verified by the abovementioned 

expert.  
 

Ethics 

Interviews were conducted according to the COVID-19 measures in force at that time. All participants 

provided written informed consent and participated voluntarily in the study. Ethical approval was 

provided by the Ethics Committee Research UZ / KU Leuven on October 4, 2019, study number 

S63166; by the Ethics Committee of Ghent University Hospital on October 17, 2019, study number 

BC-06066; and by the Ethics Committee of Imelda Hospital Bonheiden on June 9, 2020.  

Research team and reflexivity 

The first author, a family physician experienced in palliative care and qualitative research, initiated the 

study and conducted the interviews as part of her PhD project. She had neither a professional nor 

personal relationship with the participants and did not meet them before the first interview. The 

multidisciplinary research team consist of two professors in primary healthcare, two professors in 
clinical (health) psychology, one doctor in biomedical science – all of whom are experienced in 

qualitative research – and one master student in pedagogy.  

Findings 

Ideal-type trajectories 

Six prototypical or ‘ideal’ trajectories could be distinguished, three of which demonstrated substantial 

resilience, whilst the other three trajectories reflected less optimal adjustment. Fourteen out of 
seventeen participants could be classified under the trajectories reflecting resilience, while the 

trajectories characterized by a less optimal adjustment were represented by only one case each (three 

cases in total).  

The six ideal types are described below, alongside the optimal case from each trajectory, and a 

summary of all cases that meet the description of the trajectory. A graphical presentation is provided 

as Figure 2. More detailed narratives, including contextual features and illustrating quotes, are 

provided as Supplement 3.  
Most partners experienced a peak in mental distress in the terminal phase of the disease, mostly 

starting from the moment the patient’s physical condition worsened. However, this peak in mental 
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distress did not seem to hamper the emergence of a resilient outcome – mental wellbeing or personal 

growth – following the partner’s death.  

 

Figure 2. Trajectories of resilience 

 
 

Ideal-type 1: Rapidly adapting resilience  

The advanced cancer diagnosis evoked a temporary status of moderate to severe mental distress, 

subsiding relatively quickly and returning to a baseline level of functioning without substantial 

remaining distress. Yet, whenever there was a new threat (new metastases, hospitalization, a non-

working therapy, a new scan, the patient being in a terminal phase, etc.), there was a relatively short 

episode (some days at the most) of moderate or severe distress, however without significant impact 

on longer-term average distress levels. The trajectory was also characterized by remarkable personal 

growth, manifested in an increase in inner strength, feeling loved, supported, and valued, and resulting 
in an enhanced ability to master the situation. 

 

Optimal case 

Jim’s story reflected a firm relationship with his wife, Madelyn, and his nuclear family. Every family 

member worked hard without showing weaknesses and without communicating extensively about 

feelings. Madelyn’s original cancer diagnosis, and some years later cancer in an advanced metastatic 

stage diagnosis, caused moderate mental distress to Jim. However, driven by positivity and flexibility, 
Jim immediately sprang to action. He took up responsibility not only for his wife’s care but also for his 

own wellbeing by breaking out of his so-called cocoon by seeing friends and volunteering.  

My circle of friends enlarged [since Madelyn was diagnosed with advanced cancer]. That’s 

because I never had any hobbies before and now I do [laughs]. On Sunday morning, I often go 

for a walk with a client, who’s actually become a good friend, and then we sometimes talk 

about my wife but mostly about other things. I really enjoy these walks. Furthermore, when my 

wife got sick, I also picked up volunteering at the youth movement. I now have a couple of 
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good friends there, peers who are also involved [in the organization]. Two or three times a 

month, we try to do something fun. That’s real friendship, you can feel that.  

As such, Jim succeeded in mastering the situation by taking charge of household chores, engaging in 

new hobbies, learning new skills such as cooking and nursing, and reorganizing his work plans to 

actively create intimate moments with his wife, and to be home whenever she needed him. His mental 

distress dropped and soon Jim could find a new equilibrium in life without noteworthy mental distress, 
at least as related during the interviews.  

I don’t believe that I’ve changed lately [compared to the time before diagnosis]. When Madelyn 

got that diagnosis, I was worried, but now, I guess that I’m functioning as before.  

As Madelyn’s prognosis worsened and physical decline became obvious, Jim’s support network of 

family and friends became more important. The interactions within the support network intensified 

during the last days of Madelyn’s life. Six months after her death, Jim was still visiting the graveyard 

several times per week to deal with his grief. Nevertheless, he talked about his enhanced self-

confidence, the shift of priorities from working and making money to enjoying life and nature, and in 
being aware of the importance of social involvement, which all could be interpreted as signs of 

personal and post-traumatic growth.  

Earlier, I would have said: ‘I must work, think about the future, that’s the most important’. But 

now, no, I don’t really care about such things anymore. Why? Well, I don’t think I’ve ever 

contributed anything to society before. But now I know that there are much more important 

things in life than just working and making money. I even took a leave. Something I’d not done 

in the last ten years. And I must say, I’ve immensely enjoyed it.   

 

Summary of other cases  

The participants from the rapidly adapting resilience trajectory – Jim, Rose, Lester, and Bruce – 

seemed to have in common their reliance on a sense of agency and inner strength, as well as 

positivity from the start. These individual resilience-promoting resources supported the participants in 

taking up responsibility for their partner and their own wellbeing and in mastering the situation 

relatively quickly, meaning that they successfully triumphed in adapting their lives to the constraints 

caused by their partners’ advanced cancer. Moreover, every upsurge of distress caused by a new 
event quickly abated by active coping. 

 

Ideal-type 2: Gradually adapting resilience. 

The patient’s diagnosis of cancer in the advanced stage was typically followed in these partners by a 

period of moderate to severe distress. Adaptation to the advanced cancer diagnosis and the multiple 
events surrounding this experience unfolded gradually and a variation in distress levels was apparent, 

progressively transitioning into a stable status of no distress. These partners also seemed increasingly 

able to cope with subsequent challenges, such as news about the discovery of new metastases or 

hospitalizations of the patient. 
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The process was characterized by an intermediate personal growth. In addition, the participants’ 

stories illustrated how they could find benefits in dealing with advanced cancer (e.g., a better 

relationship with the patient, feeling more appreciated or respected, etc.).  

 

Optimal case 

Three days after his father died of cancer, James’ partner Kelly was diagnosed with a rare and atypical 
neuro-endocrine cancer, stage four. Urgent surgical intervention was needed. However, because of 

the COVID-19 measures, James was not allowed to enter the hospital. When Kelly was discharged 

the next day she felt very weak and fatigued, and neither the family physician nor the homecare nurse 

was allowed to visit with her. James was overwhelmed by feelings of grief, insecurity, anxiety, and loss 

of control. He repeatedly searched the internet for information about that type of cancer, and it irritated 

him that he could not find any facts or numbers about its prevalence or prognosis. However, when the 

oncologist admitted that the lack of statistical data and exact numbers about the cancer made her feel 

uncomfortable and concerned, James felt understood and strengthened. Consequently, sharing his 
concerns with the oncologist resulted in clearly decreasing distress. Additionally, James immediately 

took up responsibility for the care of his partner. However, soon after, a metastasis was found, and 

Kelly had to undergo surgery again. Moreover, this time complications occurred and James had the 

feeling that he was losing all control over the situation. James described this period as ‘unreal’ and at 

some point, he entered into a state of dissociation.  

I sometimes feel like my emotions are going away. That may sound strange, but normally if I 

watch something emotional on TV, I get tears in my eyes. While now… People sometimes say 

that I pretend that nothing is going on here because I don’t expose any emotions. It’s not that I 

don’t have emotions anymore, but I suppose that I shut them down a bit. Why? Well, I’m not 

the patient. She’s the one who has the bad thing. I try to turn off my emotions [not to burden 

Kelly even more].  

To regain control over the situation and over his life, James took some days leave from work and went 

out for a walk as often as he could. When Kelly had an appointment with the oncologist and James 

was not allowed to join her, he put her in a wheelchair to get himself access to the hospital, 

determined to stay by his partner’s side in case she received bad news. Moreover, whenever James 
felt the need to vent, he could call on his two best friends.  

I have two real friends. They are my friends since my youth. Whenever I need to vent, I call 

them. Kelly knows them too, they’re her friends too, and she knows that I talk to them about 

her. I can complain to them, I can whine about this and that, about anything. I can always rely 

on them. 

Since the follow-up scans did not reveal tumor growth nor new metastases, Kelly regained her 

positivity and went back to work, despite suffering from continuous neural pain. James was happy to 
see that his partner felt much better, but he kept on struggling with his own insecurity and doubts 

about the cancer and the unexplained flare ups of pain. Although he often felt helpless, he tried to be 

strong to avoid any conflicts and to hide his emotions not to upset his partner and children.  



Part 3 – Chapter 7 

153  
 

Since there was no cancer progression, the anxiety and insecurity disappeared steadily over the next 

months. Stimulated by his partner’s positivity, James regained his faith in a future together. Moreover, 

James, who described himself as an ambitious workaholic, actively searched for ways to lower the 

work-related stress. Throughout the cancer process, James demonstrated personal growth. Indeed, 

he had become more tolerant, more patient, and more empathic. His priorities shifted from being 

successful and making money, to being socially engaged and spending time with his family.  
I can mostly enjoy small things now, such as going for a walk together, a bike ride, having a 

drink, even running errands together. That’s what I learned to appreciate much more than I 

ever thought possible. I didn’t use to do these things, and now, I like it all. I’ve learned that 

pleasant things don’t have to cost much, or don’t have to be crazy. We were both extremely 

ambitious. That has been tempered. All that so-called show [appearance], those big cars, 

that’s not important. That’s not what life is about.  

 

Summary of other cases of gradually adapting resilience  
The participants in the gradually adapting resilience trajectory – James, Lilian, Michael, Norah, and 

Claire – were reliant on some individual characteristics that require interaction with others to foster 

resilience such as ‘being the information processor’ – meaning that they took control over incoming 

and outgoing information about the cancer – and ‘adaptive dependency’, meaning that they were 

willing to ask for and accept help from others. These participants all showed a strong need to be seen 

and recognized as a partner of a dying person. Consequently, the availability of a support network that 

adhered to some basic rules, such as respecting autonomy and constantly adapting to the patient’s 
partner’s needs, was important for them. These internal and external resilience-promoting resources 

supported the partners in taking up responsibility, maintaining normality and routines in their daily life, 

and in mastering the situation. 

 

Ideal-type 3: Slowly adapting resilience  

This ideal type was characterized by severe distress for several weeks, followed by long periods of 

moderate distress typically lasting several months, ending in a stable status of mild distress, without 

returning to normal functioning. Nevertheless, there was also evidence for personal growth in these 

individuals. Moreover, clear signs of recovery and resilience after their partner’s passing were 

reflected in the participants’ stories. Although each new challenge was accompanied by a new flare-up 

of distress, we see increasingly less intense reactions over the course of the process compared to the 

initial diagnosis. 

 
Optimal case 

Jasmine, a woman in her thirties and mother of two young children, recently lost her father and her 

best friend to cancer. When her husband William was diagnosed with brain cancer stage 4 and 

received a prognosis of two years at most, her world seemed to collapse. She developed severe 

physical and psychological symptoms and was temporarily unable to work. However, she immediately 

took over the household chores and the full care of the children. This motivated her to go on.  
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Life at this point is extremely difficult. However, with children, one must go on. And I’m 

extremely grateful to our kids for that.  

While unsolicited advice or stories of hope increased the level of distress even more, empathy and 

recognition as a partner of a dying person was much appreciated.  

He has those electrodes leading to a backpack and he’s bald. But that’s okay. It helps me to 

talk about it [the cancer]. Everybody can see that something is severely wrong, so yeah, it 

doesn’t have to be hushed up or anything.  

Jasmine could not fully enjoy beautiful moments with her family since these moments came along with 

the thought of having to miss these precious moments in the near future. However, it comforted her to 

hear her husband say that he accepted the situation, said he had had a good life so far, and felt happy 

despite the cancer. While Jasmine had doubts about her relationship before, she realized how many 

beautiful moments they had already experienced together and how much she would miss William.  

Against all expectations, a revolutionary, experimental therapy succeeded in stabilizing the cancer for 

a long time. William saw the chance to finish his bucket list, and Jasmine picked up her normal life 
again. She went back to work, invited friends to her house, and organized family outings. The anxiety 

and negative thoughts were still present, yet less prevalent. As time went by, the need returned for 

Jasmine to have some time for herself. She even allowed herself to express frustration about her 

relationship with her husband. Although it was difficult not to be overwhelmed by grief and negative 

thoughts every now and then, life tended to become ‘normal’ again. For the first time in two years, 

Jasmine stopped saying ‘goodbye constantly’. 

We are also doing things from his bucket list. It’s only natural for me to go along with this. We 

went to New York without the kids. He also went back to work one day per week and he’s very 

pleased with that. So now we have something else [than cancer] to talk about. We all have our 

own little world again and I must admit, it feels normal. But we don’t know how long it will last. 

Although I know that it makes no sense to think like this, I fear the day that this will come to a 

halt again. I can enjoy moments with my family again, mainly because there is some hope. I’m 

no longer saying goodbye in everything I do, the way I did before. I always thought that what 

we were doing together would be the last time. But now, maybe it’s not the last time, and that’s 

worth so much.   

However, when the couple was confronted with what could be bad news (a new spot on a scan), they 

both became very anxious again. However, this time, the physical symptoms were less prominent, and 

a sparkle of hope was maintained. Nevertheless, Jasmine sought professional psychological help for 

herself. 

Two years after the diagnosis, the medical experimental therapy was still working, and William felt 

well. Jasmine kept searching for an equilibrium between allowing herself to be more hopeful and being 

realistic. Furthermore, the uncertainty about the prognosis was difficult to cope with.  
The feeling is double. It helps that there is no deadline anymore, but too much hope, is just, 

that’s naïve. That’s how it feels. Even if you think that you’re getting more time, you shouldn’t 

start hovering.  
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Throughout the process, Jasmine learned a lot about herself. It became easier to ask for and to accept 

help, she became more empathic, and she learned to appreciate being a mother. Nevertheless, 

feelings of anxiety and distress were never far away.  

 

Summary of other cases  

The absence of positivity at the start of the process in all the participants from the slowly adapting 
resilience trajectory – Jasmine, Taylor, Audrey, and Meredith – is striking. Moreover, every positive 

thought was immediately followed by a negative one. Furthermore, as in gradually adapting resilience, 

being seen and recognized as the partner of a dying person was essential for partners in this group. 

As a result, they became more distressed whenever their partner looked better because people then 

tended to wrongly assume that their partner was healthy. However, a more positive attitude, flexibility, 

and an inner strength emerged throughout the process in all these partners, albeit at a slower pace 

than in the participants of the gradually adapting resilience trajectory. These individual resilience-

promoting resources allowed for taking up responsibility, maintaining normality in daily activities, and 
even mastering the situation. Despite these adaptive coping strategies, the level of distress remained 

moderate to mild throughout the process. Although some personal growth occurred throughout the 

process, the interviews of these participants did not evidence a return to pre-diagnosis levels of 

wellbeing.   

 

Ideal-type 4: Continuing distress 

The advanced cancer diagnosis and every subsequent threat immediately evoked severe distress that 

persisted or gradually turned into a long-lasting moderate distress. Throughout the trajectory, there 

were no signs of personal growth. On the contrary, the trajectory was characterized by unprocessed 

anger.  

 

Optimal case 
Louisa and her husband Pete both lost their parents at a young age. They had many common 

interests and hobbies and were described by others as a ‘symbiotic’ couple. Indeed, they rarely did 

anything alone. Yet, they also had difficulties expressing their emotions to one another and to others, 

and Louisa remarked that it seemed that they experienced their feelings only as ‘subdued’. When Pete 

was diagnosed with advanced cancer, their lives were turned upside down. Pete immediately talked 

about euthanasia. This idea terribly upset Louisa, causing much anxiety as well as anger. When Pete 

decided to undergo chemotherapy, Louisa regained some hope. Nevertheless, Louisa called that 

period ‘the worst that one could ever experience’. Louisa decided not to share her fears and concerns 
with Pete nor with others. She desperately tried to continue ordinary life and she did not talk about the 

cancer with anyone, not even with her husband.  

We have a lot of upcoming events. There’s a grandchild on the way and a wedding is planned. 

He cannot die now. He’s still so much needed here. And yes, you hear it that much, people 

who have cancer for a long time, who live for four, five, six years. One should always have 

hope, right?  
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When new metastases occurred and Pete was admitted to the hospital, Louisa felt angry and 

moderately distressed. The distress increased even further when Pete developed anorexia. She tried 

to manage the cancer herself and asked the doctors to administer artificial nutrition. Since her request 

was immediately denied, she felt anxious and suffered from nightmares and migraines. 

 

A lot of things go well, but there are other things that don’t go well. For instance, eating is 

extremely important, but he can’t swallow well. Food can hardly pass through his throat. So, I 

started with some fresh cheese and said: ‘C’mon, eat something’. But he was admitted to the 

hospital, and he was so faint I had to hold him. And my daughter also said: ‘Mom, you should 

insist on tube feeding’. But they didn’t … so, I called my daughter to tell her they didn’t want to 

do what I asked. Hence, we keep on giving him two spoonfuls of fresh cheese and I put all 

kind of food in front of him, but he can’t even drink water.  

 
Since Pete had always been the only one Louisa relied on, she did not dare to ask help from her adult 

children once Pete was no longer there to support her.  

I had a husband who always had the best ideas. Every time I didn’t feel well, he said: ‘C’mon, 

let’s do this or that’. But now, I’m standing all alone in front of everything, right? I have two 

children, but you know how things go, they have their own families. It feels more like, you’ll 

have to do it all on your own. I can’t just call my children and ask them what I should do. Not 

for small things and not for big matters. Maybe they could give some advice, but in the end, I 

can no longer make consensual decisions [with her husband], right?  

Six months after Pete’s death, Louisa did not show any signs of recovery or resilience. On the 

contrary, she felt desperate and distraught. Despite the daily presence of her supportive family and her 

beloved grandchildren, she felt lonely and lost. She cried every day and described the past few 

months as ‘a succession of misery’.  

 

Summary 

In this case, strong attachment to the partner was apparent, with high levels of anxiety, anger, and 
despair. The partner tended to rigidly stick to daily routines and attempted to take control over the 

cancer by demanding pointless treatment such as artificial nutrition. Although a support network was 

available, Louisa was not able to use this support or truly benefit from it. Moreover, the frenetic efforts 

to maintain daily life kept her from adapting to the circumstances.  

 

Ideal-type 5: Delayed distress  

The diagnosis of advanced cancer elicited mild or moderate distress in the immediate aftermath of the 

diagnosis and was followed by a stable period of no distress. However, high levels of distress arose 

seemingly ‘suddenly’ (without a specific cause or new event) and continued over time. From the 

beginning of the process there was a high level of positivity, flexibility, and inner strength. However, a 
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process of personal growth could not be established. Notable was the upsurge in distress at an 

intermediate event and the way it was handled immediately. 

 

Optimal case 

When Dorothy’s partner Phil was unexpectedly diagnosed with cancer, she felt highly distressed. 

However, when he relapsed several years later and was diagnosed with cancer in an advanced stage, 
it hardly seemed to distress her. She found herself well prepared, placed the responsibility for healing 

on the oncologist, had faith in new therapies, and felt ensured that everything would turn out well 

again.  

The oncologist had already notified us that it could go fast. In contrast to the first cancer 

diagnosis, we were prepared this time. I already know what difficulties I will encounter, and 

what he will have to endure during the treatment. Hence, that makes it all much easier. The 

first time was different because I wasn’t prepared at all, but now I am, and I can accept it all. 

And we have a wonderful doctor too. She discusses every step in the treatment with us and 

she even mentions the word ‘dying’.  

 

Her positivity and inner strength made her take up the responsibility for both her and her partner’s 

wellbeing by resolutely focusing on how lucky they were and how grateful they should be for living in a 

country known for its excellent health system.  

 

What we both did and still do is telling each other how lucky we are. We sometimes ask 

ourselves how people dare to complain. We are safe here, we have a roof over our heads, we 

have enough food, we have clothes, we can warm ourselves, and we are treated. Moreover, 

his treatment costs us nearly nothing. Everything is reimbursed by the government. Some 

people complain about COVID. They have no right to do so. We all have so many benefits 

here. That’s something we repeat regularly.  

 

When thoughts about the future arose, she focused on what she could continue despite what 

happened, how life would stay largely unchanged, and convinced herself that she might die even 
before her partner and would not have to endure widowhood at all. Only when her partner was being 

hospitalized for a bone marrow transplant did she have the feeling of losing control over the situation 

and felt briefly distressed. She responded immediately to these negative feelings by visiting friends 

and family. As such, she avoided being alone and thus was distracted from the situation, which helped 

her in regaining mental strength.  

 

The hardest moment was when I had to drop him off at the front door [of the hospital]. I wasn’t 

allowed to enter, and that was terrible. He waved and was gone. I stood there. I went 

immediately to my son’s, where I crashed, crying. I stayed there for two days. From there, I 

went to a friend’s for another two days, and then to another friend’s, and to my daughter’s until 

he came back home. While he was in hospital, my daughter-in-law did the laundry, as 
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everything had to be clean and sterile. Thinking back, I think that support was crucial. 

Normally, I like having it all under control myself, but when he was hospitalized, I couldn’t do 

anything, I was even not allowed to visit him.  

 

As soon as her partner was discharged from hospital, they left for a long trip abroad and only returned 

once a month for the partner to receive immunotherapy. Living with cancer became a new way of life 
in which the cancer was present only in the background. However, more than two years after the 

patient was diagnosed with advanced cancer, and after six months of complete remission, she realized 

that, if her partner relapsed a second time, there would be no treatment options available anymore. 

The uncertainty about the prognosis – nobody could tell her what her partner’s prognosis was, as he 

was already living on ‘borrowed time’ – frightened her and she felt that she was losing control over the 

situation. When she looked at the future, she could only see an uncertain, blurred one without her 

partner. She tried to talk positively to herself but was overwhelmed by existential questions without 

answers. Feelings of distress were increasing quickly, and an anxiety disorder was diagnosed.  
Over the last few weeks or months, for a while anyway, I have those anxiety spells. Anxiety is 

a big word, but some overwhelming thoughts. What if I am left alone? Without him? So, I say 

to myself: ‘Yes, what would you do? You can do this and that’. But that’s something that 

bothers me and that keeps me awake at night. I don’t want this, but yeah, it’s a kind of 

freewheeling of my brain and then I think: ‘Yes, if you would be alone …’ That’s perhaps the 

most problematic thing about the cancer.  

 
Summary  

Dorothy showed a positive attitude and inner strength that was expressed as seemingly being able to 

master the situation without external help. Yet, as in the continuing distress trajectory, there was a 

marked absence of flexibility, and she rigidly tried to maintain normality in daily life. However, as 

distress started to increase (e.g., when her partner was hospitalized), the availability of a support 

network became more important and was used to distract from the cancer. It was only after the partner 

seemed to be cured from the cancer that Dorothy increasingly lost control and her defense system 

against feelings of anxiety and despair began to fail.  
 

Ideal-type 6: Frozen disconnection  

This trajectory was characterized by a dissociation from the experience, implying an inability to adapt 

or change in response to both the patient’s diagnosis of advanced cancer and subsequent new 

threats. The (mild) distress that occurred because of the advanced cancer diagnosis was responded to 
with rigidity instead of resilience. No degree of personal growth could be observed.  

 

Optimal case 

When Douglas’ partner Josie was diagnosed with advanced cancer, he was shocked and puzzled. 

However, the next day, he decided not to allow the cancer to affect his own life. He rigidly attempted to 

maintain everyday life meanwhile almost ignoring the cancer.  



Part 3 – Chapter 7 

159  
 

[A few days following the diagnosis of metastatic cancer and some weeks before the start of 

Josie’s chemotherapy]. The first day [of the holiday] we were sitting there with a glass of wine, 

and I thought: ‘We’re doing well’.  

When Josie could no longer participate in certain activities and was forced to adapt her life to the 

cancer, Douglas chose to continue the activities alone.  

After the surgery, we tried, to the best of our ability, to maintain a normal life. Yes, by doing all 

kinds of things. I also went on a weekend trip myself [with friends], without her. But I did this 

before the cancer too. That wasn’t anything new. So, we just tried to go on as usual as well as 

we could.  

He was grateful that Josie never complained and was surrounded by her own family and friends, a 

group that he did not consider his family and friends. Difficulties at work were much harder to deal with 

and caused more distress than his partner’s cancer diagnosis.  

My work has brought me into a burnout before, more than once actually. And some months 

ago, I came home, and all had been too much again [at work]. I didn’t know what to do 

anymore. It was the last day before my holidays, but despite this, it was all too much. After a 

three weeks’ vacation, I went back to work but only for a few days. Then I had to take sick 

leave from work for another month.  

 

Summary 

By analogy with types 4 and 5, the participant’s trajectory was characterized by an absence of 

flexibility, resulting in rigidly attempting to maintain every aspect of daily life unchanged. The 
participant disconnected from the cancer by dividing their life as a couple into the lives of two 

individuals. As such, the cancer became the problem of his partner and her friends and family while he 

himself, his friends, and his family could observe the events from a distance.   

 

Wellbeing 

Twelve out of the seventeen participants filled in the bi-monthly Dutch Mental Health Continuum-Short 

Form (MHC-SF) [15].  

There seemed to be no straightforward association between overall wellbeing scores, specific 

subscales of the wellbeing questionnaire (emotional, social, or psychological wellbeing), and the 

identified ideal-type trajectories. The lowest scores in terms of overall wellbeing were seen in the 

participant from the continuing distress trajectory. The lowest scores in social wellbeing were seen in 

the participant from the frozen disconnection trajectory. The highest scores in overall wellbeing were 

reported by the participant of the delayed distress trajectory.  
A graphic representation per participant of the scores on the MHC-SF, along with the followed 

trajectory based on the estimated levels of distress, is provided as Supplement 4. 

Discussion and conclusion 
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Applying an ideal-type analysis on the longitudinally obtained data from 54 interviews conducted over 

three years in seventeen participants revealed six trajectories of adjustment to an intimate partner’s 

diagnosis of advanced cancer, namely: rapidly adapting resilience, gradually adapting resilience, 

slowly adapting resilience, continuing distress, delayed distress, and frozen disconnection. The first 

three mentioned trajectories involved varying levels of resilience, as they each reflected different ways 

of adapting well in the face of adversity, trauma, tragedy or threats [17] with a return to levels of 
functioning before the PTE, sustainability (to be able to persevere), and growth (gains and 

advancements through new learning and attainment of inner strength) [18, 19]. The other three 

trajectories, on the contrary, reflect a less optimal adjustment, although each of these also reflect clear 

attempts at adaptation, but they seemed to be less successful in terms of overall functioning.  

The four most common trajectories of adjustment following a variety of PTEs, which have been 

identified by broad-ranging studies using latent growth modeling (LGM) [6, 7] (resilience, recovery, 

delayed reactions, and chronic stress), also emerged in this study. By analogy with the so-called 

minimal impact resilience trajectory – meaning that adults respond to a PTE with minimal disruptions 
in overall functioning [6] –participants following the rapidly adapting resilience trajectory responded to 

the PTE, after a brief period of distress, by actively and inventively finding ways to cope with their 

partner’s diagnosis of advanced cancer with few if any disruptions in everyday functioning. 

Furthermore, similar to what is known as a recovery trajectory, our participants from the gradually 

adapting resilience trajectory responded to the partner’s advanced cancer diagnosis by acute 

moderate to severe distress, significantly influencing their physical or psychological functioning. Over 

time, their stories demonstrated a personal growth that helped them return gradually to healthy 
functioning without long-lasting symptoms of distress. Consistent with previous studies on resilience, 

resilience trajectories were also the most common in our group of participants [10].  

Two of the less optimal trajectories, namely continuing distress and delayed distress, are likewise 

described in a minority (5 to 30%) of individuals following different PTEs such as terroristic attacks, 

bereavement, hospitalization with COVID-19, etc. [6, 20]. From this study it cannot be inferred whether 

the participant who followed the continuing distress trajectory would have developed resilience-

supporting individual characteristics and would have followed a slowly adapting resilience trajectory if 

her partner would have had a slower disease progression, allowing her more time to adapt to the 
situation. Additionally, despite relying on resilience-promoting resources, those from the slowly 

adapting trajectory needed more than average time to regain a status of mild or moderate distress. 

Moreover, they did not seem to reach a status of no distress before death of the partner or they could 

still be considered mildly or moderately distressed at the end of the study. To the best of our 

knowledge, this trajectory has not been described in resilience research following a PTE before. 

Nevertheless, longer follow-up periods are needed to investigate whether or not this trajectory 

transitions into a gradually adapting resilience trajectory when the patient’s condition becomes more 
chronical. At any rate, a slowly adapting resilience trajectory does not hamper a resilient outcome as 

was demonstrated by our participants. Additionally, dissociation as well as the freeze response are 

well known phenomena in stress research and studies with a psychopathology approach (e.g., 

compassion fatigue, PTSD) [21, 22]. Meanwhile, the frozen disconnection trajectory – meaning that 
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one disconnects from the cancer without signs of adaptation – has not been described in research on 

adaptation to a PTE before. Indeed, disconnection and being unable to react are usually seen as 

maladaptive coping strategies [23]. Nevertheless, a freeze response can prepare someone for action 

and can reduce the impact of the PTE [24], while it can be assumed that dissociation could be helpful 

to tolerate stress or intense emotions. In sum, in addition to the striking similarities between our 

trajectories and those identified by LGM after various PTEs, there are also some curious differences. 
The most striking difference is the strict delineation of resilience trajectories in LGM studies, whereas 

our trajectories seem to lie more on a continuum from rapidly to slowly adapting resilience. 

Presumably, this is a consequence of the nature of the study. Indeed, where quantitative studies work 

with hard numerical values, qualitative studies offer a more nuanced picture of the phenomenon under 

study. Another aspect that may play a role is the fact that a diagnosis of advanced cancer is rarely an 

isolated PTE, but rather the beginning of a series of sequential threats. As a result, this situation has 

characteristics of both an acute event and a chronic threat. To our knowledge, such a situation has 

never been investigated by LGM thus far. 
Our findings underpin and extend the conclusions of a former meta-synthesis on resilience in 

advanced cancer caregivers [4]. Certainly, the resilience trajectories are promoted by personal 

characteristics (flexibility, positivity, inner strength, the ability to control incoming and outgoing 

information, and to ask for and accept help) and by the availability of a support network [4, 11]. In the 

current study some individual resilience-promoting characteristics were more often associated with 

specific trajectories. In fact, the characteristics that do not involve interaction with others (flexibility, 

positivity, and inner strength) were more common among participants with a rapidly adapting resilience 
trajectory, while participants with a gradually adapting resilience trajectory were more reliant on the 

interactive resilience characteristics, such as the ability to control incoming and outgoing information 

and to ask for and accept help. Nevertheless, all resilience trajectories were characterized by the 

participants demonstrating a personal growth process in which the benefits found throughout 

caregiving often fueled the existing individual characteristics or even allowed new characteristics to 

emerge, giving the resilience trajectories a dynamic aspect. Consequently, this allows us to endorse 

the American Psychological Association (APA)’s assertion that resources and skills associated with 

positive adaptation to adversity can be cultivated and practiced [17]. Furthermore, all participants 
relied on a support network, albeit in different stages of the resilience trajectories. We can confirm the 

importance of the availability of a support network consisting of family, friends, and healthcare 

professionals, adapting flexibly to the changing circumstances as the patient’s prognosis worsens [12] 

in the development of the patient’s partner’s resilience trajectory. Indeed, being disregarded in the role 

as partner of a patient with an unfavorable prognosis proved to be one of the most severe causes of 

prolonged distress and even hampered the expression of individual resilience-promoting resources.  

Beyond that, we can note that all our participants were confronted with more than one PTE 
simultaneously. In fact, not only was their partner diagnosed with advanced cancer during the COVID-

19 pandemic, most participants also faced the recent loss of a loved one or faced serious or life-

threatening conditions in family members or friends. Despite this, most followed a resilience trajectory. 
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This confirms the findings from a previous study on resilience regarding the occurrence of two or more 

PTEs concurrently [13].  

Implications for practice and future research 

Long-term trajectories of mental adaptation following a PTE, such as the partner being diagnosed with 

advanced cancer, can be diverse. Moreover, the diagnosis of advanced cancer often means the onset 

of a series of stressful events, such as the occurrence of new metastases, hospital admissions, or 

uncertainty about prognosis, all of which require adjustment at each point. If further replicated, the six 

identified ideal-type trajectories of resilience could support HCPs in distinguishing those advanced 

cancer caregivers in whom a resilient outcome can be expected, and those who might struggle more 

and may need more intensive follow-up. However, it is necessary to regularly reassess the caregiver’s 

trajectory since it cannot be ruled out that new events may cause one trajectory to transition into 
another. Additionally, although the description of the ideal types could suggest a categorical distinction, 

the resilience trajectories should rather be considered as different parts of a continuum between rapid 

and slow adaptation to the patient’s advanced cancer diagnosis. Consequently, in clinical practice, 

caregivers could often align with more than one ideal-type trajectory.  

Furthermore, resilience-promoting resources, namely personal characteristics and the availability of a 

support network, should be considered since they could promote a resilience trajectory. The 

implications for practice in this regard suggest that our efforts should be directed towards stimulating 
available resilience-promoting resources through psychological counseling [25]. Nevertheless, the 

presence of sufficient resilience-promoting resources still cannot guarantee a resilience outcome.  As 

such, a rapidly adapting resilience trajectory always entails the risk of delayed distress. More 

longitudinal studies with a more extensive follow-up period are needed to get full insight into when, 

why, how, and by whom one trajectory transitions into another and what the outcome implications are.  

Furthermore, to gain more insight into the baseline adjustment (one’s personality, culture in which one 

grows up, faith, family traditions and values, and important life events), and to determine which 

elements of this baseline adjustment may influence the trajectory followed, more longitudinal studies 
with participants of different cultural backgrounds are needed. Finally, it is intriguing that there was no 

clear relationship between the self-reported values of wellbeing (in the MHC-SF) and the different 

resilience trajectories. This could be explained by individuals tending to enhance well-being measures 

based on social desirability, resulting in response artifacts [26]. However, this could also indicate that 

mental health (measured in the MHC-SF) and mental distress (inferred from the interview data) are 

two separate concepts and not two endpoints of one continuum [27]. Further longitudinal mixed-

method research tracing trajectories of wellbeing could shed light on this.  

Strengths and limitations 

Conducting repeated interviews allows for collecting rich and detailed data and capturing change and 

development of the studied phenomenon. Hence, a longitudinal qualitative study aligns best with 

studying trajectories. Moreover, adaptations of the context, though often subtle, can be mapped by 
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repeatedly conducting interviews. Also, interviewing participants every six months ensures data 

collection close to the time of occurrence and consequently avoids recall bias.  

Nevertheless, this study was also prone to certain limitations. An ideal-type analysis implies 

condensing large amounts of interview data into narratives and abstracting data to construct the ideal-

type trajectories [14]. As a result, details may be omitted in the process. In addition, participants who 

deliberately decide to take part in a longitudinal study on resilience may have specific characteristics 
and may not be representative of the population. Moreover, some participants only agreed to a 

subsequent interview when the patient’s condition was stable, which could lead to a too positive 

narrative. Likewise, details from one’s history could only be obtained in a retrospective manner, likely 

leading to positive recall bias [28]. Nevertheless, three out of seventeen participants exposed a less 

preferable trajectory, while the others could be considered resilient. This is consistent with findings 

from quantitative studies on resilience in other domains [5, 6, 9]. Nevertheless, the three less 

preferable trajectories were represented by only one case each, implying the risks of limited nuance 

and incomplete trajectory description. Although all the participants were adults under 65 years of age 
at the start of the study, they were not all in the same life stage. Therefore, it is unclear whether the 

type of trajectory is associated with stage of life, having a family with young children, or engaging in an 

active professional life. Moreover, despite actively searching for candidates of non-European origin, all 

of our participants were Flemish. Additionally, despite the use of an extensive interview guide, 

information about the participants’ backgrounds, crucial to fully understand one’s trajectory, is 

sometimes lacking as people do not always associate specific events, habits, engagements, or cultural 

aspects with coping with advanced cancer. Moreover, by interviewing the participants twice a year, the 
researcher inevitably develops relationships with the participants over time which can introduce bias 

into data collection. To avoid researcher bias, all interviews were analyzed by two researchers from 

different backgrounds independently and discussed on several occasions within the research team.  

Conclusion 

This study provides novel insights into the understudied domain of resilience in cancer caregiving. In 
response to the diagnosis of advanced cancer, six ideal-type trajectories of adaptation could be 

distinguished in the patient’s partner. Three trajectory types (rapidly adapting resilience, gradually 

adapting resilience, slowly adapting resilience) are considered resilient processes and entail with high 

probability a resilient outcome, such as a stable status of mental wellbeing or even personal growth. In 

contrast, the three other trajectory types (continuing distress, delayed distress, and frozen 

disconnection) are likely to have a less preferable outcome. Furthermore, resilience-promoting 

resources as described in former studies, may determine the direction of the patient’s partner’s 

trajectory as participants who could rely on a set of individual characteristics such as positivity, 
flexibility, and inner strength were more likely to follow a rapidly adapting resilience trajectory. 

Meanwhile, participants who had optimal control over incoming and outgoing information about the 

cancer, and those who could rely on a well-established and adaptive support network, were more likely 

to follow a gradually adapting resilience or a slowly adapting resilience trajectory. Nevertheless, the 

presence of resilience-promoting resources cannot always guarantee an optimal resilience trajectory 
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nor a resilient outcome. Indeed, more research is needed to gain insight into the complex interactions 

between resilience-promoting resources and one’s baseline adjustment in building a resilience 

trajectory.  
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Supplement 1: semi-structured interview guides 
 

First interview  

- Can you tell me about when and how you received your partner's diagnosis of advanced cancer?  

- How did you feel when you received the diagnosis?  

- What do you know about the diagnosis?  

- Where did you get this information?  

- How has the diagnosis affected your life?  

- Do you have confidence in the future? Why or why not?  
- Have you experienced any previous difficulties or adversities in your life? Can you tell me more about 

these events? How did you deal with them?  

- Has your personality changed as a result of the diagnosis? If so, how?  

- How have you coped with the diagnosis?  

- Have you experienced any other difficult events or setbacks since X’s diagnosis?  

- How did your family and friends react when they heard the news of X's diagnosis?  

- What do family and friends mean to you now?  
- What keeps you going?  

- Is there anything else you would like to tell me? 

 

Follow-up interviews (each six months) 

- [If there were striking results in the bi-monthly questionnaire] Can you explain the results in the 

questionnaire? Can you tell me more about them?  

- Are you coping with the cancer diagnosis in a different way than you were six months ago?  

- Have you noticed any changes in the behavior of family and friends since the last interview six 
months ago?  

- What makes you persevere? What gives you satisfaction?  

- Is there anything else you would like to talk about?` 

 

Final Interview (Six months after the partner's death) 

- Can you tell me more about the last month before X died? 

- How do you feel now?  

- How has X's death affected your daily life? 
- Can you tell me more about the role played by your family and friends?  

- Have you noticed any changes in the behavior of family and friends since X died?  

- What makes you persevere? What gives you satisfaction?  

- Is there anything else you would like to talk about? 
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Supplement 2: Degrees of distress 
 

0 = No distress: no symptoms of distress present  

 

1 = Mild distress 

- Occasional difficult moments or dark thoughts, although brief. (e.g., knows a way to get 

through this) 

- Symptoms or negative thoughts are not predominant 

- Avoidance of looking into the future 
- Moments of hope and despair alternate 

 

2 = Moderate distress 

- Feelings of anxiety or depression are frequent/regular 

- Irritation or agitation is regularly present 

- Need for medication or specialist support, but without significant impact on daily functioning 

- Despair predominates 
 

3 = Severe distress 

- Anxiety is constantly present 

- Depressive thoughts are constantly present 

- Seeing no future prospects at all 

- Nervousness, no ability to relax 

- Loss of interests 

- Low self-esteem 
- Mental paralysis 

- Lack of joy in life  

- Flattening of feelings 

- No initiative 

- Loss of control 

- Physical symptoms (e.g., vomiting, unable to get out of bed, sleep disturbance or drowsiness, 

sweating, trembling, nausea, dry mouth) 

- Unable to function in daily life, unable to accomplish daily tasks (e.g., unable to go to work, 
unable to do housework) 
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Supplement 4: Graphic representation by participant of the scores on the MHC-
SF along with the followed trajectory based on the estimated levels of distress.  
 

Jim – Rapidly adapting resilience 

 

Jasmine – Slowly adapting resilience 

 
Rose – Rapidly adapting resilience 

 

James – Gradually adapting resilience 

 
Lilian – Gradually adapting resilience 

 

Michael – Gradually adapting resilience 

 
Taylor – Slowly adapting resilience 

 

Douglas – Frozen disconnection 
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Lester – Rapidly adapting resilience 

 

Leo – Gradually adapting resilience 

 
Norah – Gradually adapting resilience 

 

Louisa – Continuing distress 

 
Claire – Gradually adapting resilience 

 

Audrey – Slowly adapting resilience 

 
Meredith – Slowly adapting resilience 

 

Dorothy – Delayed distress 
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Bruce – Rapidly adapting resilience 
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GENERAL DISCUSSION 

 

Introduction 

Doctor, can you please prescribe me antidepressants?  

This concern prompted three caregivers in March 2017 to consult me, a family doctor. These 

caregivers never asked for help for their own mental wellbeing beforehand. Furthermore, healthcare 

professionals (HCPs) failed to recognize the development of a non-resilient trajectory which would 

unlikely lead to a desirable outcome. Additionally, no resilience-promoting intervention seemed to be 

available to guide us, as HCPs, in our task of supporting family caregivers.  

 

Chapter 1. Introduction 

At the start of this project in October 2018, resilience in advanced cancer caregiving was not 

systematically studied, and research papers were scattered. Moreover, developing a resilience-

promoting intervention was deemed impossible as the information needed for that purpose was 

lacking. Therefore, we started exploring the resilience concept.  

 

Part 1. The resilience concept: Main findings 

 

Chapter 2. A hermeneutic review on defining resilience in cancer caregiving 

From the genesis of this project, it became clear that we needed a univocal definition and framework 

for further exploration of ‘resilience’ following a potentially traumatic event (PTE) such as a loved one 

being diagnosed with advanced cancer. For that purpose, a hermeneutic review was conducted. A 

critical synthesis of the constituent components of existing definitions revealed that resilience following 

a PTE is a dynamic process of positive adaptation with either a neutral or a positive outcome. As such, 

the American Psychological Association (APA) definition of resilience was selected [1] – resilience is 

the process of adapting well in the face of adversity, trauma, tragedy, threats, or significant sources of 

stress. It means bouncing back from difficult experiences. Subsequently, Bonanno’s theoretical 

framework [2] was selected because of its comprehensiveness and applicability to the caregiving 
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situation. In this framework resilience is conceptualized as a process that is inextricably linked to a 

PTE and has a neutral or a positive outcome. Furthermore, the process is influenced by one’s 

baseline adjustment – how one had been functioning prior to the PTE -- and the so-called predictors of 

a resilient outcome [2].  

 

Chapter 3. A retrospective qualitative study of resilience-promoting resources 

From the lived experiences of partners of patients who recently died of cancer, we learned that the 

resilience-promoting resources existed of individual characteristics (flexibility, positive attitude, self-

efficacy, and adaptive dependency) and the availability of a supportive network consisting of friends, 

family, and HCPs. Moreover, the interviews revealed that the role of the ill partner should certainly not 

be underestimated. In fact, the interview data revealed an important reciprocity in feelings and 

positivity between the patients and their partners. Furthermore, although the availability of a supportive 

network was unanimously considered resilience-fortifying, the individual behavior was found to be 

ambiguous, As such, any individual action taken by a member of a supportive network could be 

experienced as resilience-promoting by one participant as well as resilience-threatening by the other. 

Furthermore, an action that was considered resilience-promoting at one moment, or when performed 

by one particular person, could be deemed resilience-threatening at another moment, or when 

performed by another person.  

 

Chapter 4. A meta-synthesis of resilience in cancer caregiving 

In the next step, we systematically reviewed the literature on whether and how our findings of the 

former studies could be framed within the existing literature on resilience in cancer caregiving and vice 

versa. More concretely, we researched how the four elements of resilience from the selected 

theoretical framework (link to the PTE, positive outcome, baseline adjustment, and predictors of a 

resilient outcome) were manifested in the cancer caregiving situation and whether the findings of the 

qualitative study could be extended by findings of other studies on resilience in cancer caregiving.  

Indeed, from the included studies it could be concluded that: 

-  There was a direct link to the PTE.  
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- The resilience process was influenced by the baseline adjustments, meaning one’s level of 

psychological adjustment or functioning acquired through experiences or beliefs in place 

before the PTE.  

- Resilience-promoting elements can be both individual characteristics (positivity, flexibility, 

adaptive dependency, being the information processor, inner strength) and the availability of a 

support network, including the patient who may contribute to the partner’s wellbeing.  

- A resilient process has a neutral (same level of psychological functioning as before the PTE) 

or a positive (enhanced mental wellbeing, finding benefits, or personal growth) outcome. 

However, a number of themes emerged that did not respond to any of the four elements of 

resilience as described in the selected framework. All of these codes referred to coping strategies 

that are not particular to the resilience process but rather a mechanism of it.  

 

Chapter 5. COVID-19 and advanced cancer: a double cage 

Unexpectedly, the COVID-19 pandemic provided us the unique opportunity to study resilience under 

potentially stressful circumstances, namely when being confronted with two different PTEs at the 

same time. Our twelve participants experienced the pandemic as a ‘double cage’ (the first cage 

resulting from the cancer diagnosis and the second cage being the COVID-19 pandemic and its 

restrictions) from which they could not escape and where the intimate partners’ and the patients’ lives 

were moving at different speeds.  

However, the partners also discovered benefits in the crisis. They could spend more quality time with 

the patient and they felt more connected to others who, after all, were now equally constrained in their 

actions. Their resilience-promoting characteristics were now put to the test. For example, it became 

more difficult to control the information flow (obtaining information was hindered and informing others 

had to be done online). Support from friends, family, and even HCPs tended to wane. Nevertheless, 

they managed to successfully cope with both PTEs simultaneously. Coping strategies discovered from 

our systematic review were applied here too, albeit in a more creative and inventive way.  
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Part 1. The resilience concept: Discussion  

 

At the time of the hermeneutic review (part 1, chapter 2) in 2019-2020, the original APA definition of 

resilience (released in 2014) and Bonanno’s framework (released in 2015) were considered the most 

comprehensive and were suggested for further research in cancer caregiving. Nevertheless, from the 

findings of our meta-synthesis (part 1, chapter 3), an important aspect to consider when studying 

resilience could be added, namely the coping strategies that seemed to emerge from the interplay of 

the variant resilience-promoting resources. These coping strategies – when applied to advanced 

cancer caregiving, described as maintaining normality, taking up responsibility, managing the situation, 

and mastering the situation – seemed to model the resilience process and to contribute to achieving a 

resilient outcome. Moreover, from the ‘double cage study’ (part 1, chapter 5), we learned that, even 

when most resilience-promoting resources were unavailable or threatened by a second PTE, the 

coping strategies appeared to endure. In fact, they were applied more creatively and inventively and, 

in some cases, even deployed to sustain the threatened resilience-promoting resources. Although this 

may be a demonstration of a very strong human capacity to adapt to adversity, a critical stance is 

necessary. Indeed, the coping strategies were closely related to a fight-or-flight reaction, meaning that 

exhaustion might be imminent [3]. Consequently, without overlooking the importance of coping 

strategies, it is advisable to prioritize the primary focus on sustaining and optimizing resilience-

promoting resources.  

 

Part 2. The partner’s support network’s behavior: Main findings 

 

Chapter 6. The partner’s support network approached as a complex adaptive system (CAS) 

The confounding findings from the aforementioned studies regarding how a support network can 

promote resilience (each individual action might be both a facilitator and an inhibitor of the resilience 

process) prompted us to start studying these networks by applying a system theory, such as 

complexity science, rather than focusing on individual actions. Complexity science researches 

complex adaptive systems (CASs), which are defined as a collection of individual agents with freedom 

to act in ways that are not always totally predictable and whose actions are interconnected so that one 

agent’s actions change the context for other agents. Examples include the immune system, a colony 
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of termites, the financial market, and just about any collection of humans (e.g., a family, a committee, 

or a primary healthcare team) [4].  

By applying the lens of complexity science [4] to an interview study with members of the support 

networks of partners of patients with advanced cancer, it became clear that all general principles of a 

CAS could be concretized for the studied support networks.   

• The system follows internalized basic rules (e.g., one should be permanently available, the 

partner's autonomy should be respected, etc.). 

• The behavior is non-linear (a minimal action can elicit a meaningful response and vice versa) 

and is often unpredictable. 

• The boundaries of the system are vague, allowing for continuous interaction within the context 

of the group members being part of other CASs. 

• The system was driven by attractors (e.g., a sense of belonging, the spreading of positive 

thoughts, etc.). 

• The behavior is prone to tensions that arise between the internalized basic rules and the 

members’ individual preferences or emotions.  

• The history of the system can influence the network’s behavior.  

• The system constantly adapts to changing circumstances. 

 

By studying the support network of family, friends, and HCPs around the partner of the patient with 

advanced cancer through the lens of complexity science, we gained new insights into how such a 

support network itself behaves resiliently and how the behavior of the support context could refine the 

intimate partner’s characteristics needed to enable a resilience process. For example, constant 

availability supports the willingness to ask for and accept help, and respecting the partner’s autonomy 

supports them in controlling incoming and outgoing information flows.  

In summary, once a support network is established, it will behave like a CAS and eventually adapt 

flexibly to changing circumstances. Furthermore, its behavior can promote the intimate partner’s 

resilience process indirectly by enhancing the partner’s intrinsic resources.  
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Part 2. The partner’s support network’s behavior: Discussion 

The COVID-19 pandemic and the measures taken in this regard at the time of this study might have 

severely hampered the emergence of system behavior and the interaction between the members of a 

support network. Nonetheless, from their accounts it was apparent that family and friends persevered 

in supporting the patient’s partner despite the restrictive governmental measures. Whenever 

necessary, real-life meetings were replaced by online contacts. Moreover, it appeared that the 

members of a support network, to the extent possible, continued to behave and interact according to 

the general rules of a CAS and were ‘muddling-through’ the complex circumstances (situated between 

order and chaos) [4] created by the patient being diagnosed with advanced cancer.  

From former studies we learned that in clinical situations professional healthcare teams mainly work in 

a straightforward plan-and-control way as long as problems can be addressed by procedures and 

guidelines. However, when uncertainty arises about how to deal with a rather complex situation, the 

team members may start acting like a CAS [5]. Consequently, they collaborate, interact, and learn 

from each other [5]. For support networks of a patient’s partner, consisting of sub teams of family and 

friends, and healthcare professionals [6], no guidelines or procedures exist on how to reach their goal 

of guiding the patient’s partner through a resilience process towards a resilient outcome. Moreover, 

the situation is always unique, diverse, and complex, characterized by unpredictability, uncertainty, 

non-linearity, and reciprocity [6]. Such a complex situation requires a specific method of problem 

solving [6]. In fact, analogous to the professional healthcare teams, the support networks start 

behaving like a CAS. This means that the members of the support networks interact and act according 

to internalized basic rules that are specific for each support network and driven by attractors and the 

history of the CAS. Moreover, the network interacts with its context and adapts to the changing 

circumstances while it muddles through the complex circumstances.  

Although our former studies (chapter 3 and chapter 4) revealed that the contribution of the patient may 

be of particular relevance, no patients were selected by the participating partners to take part in this 

study on the behavior of a supportive network. Consequently, the role of the patient in building 

resilience of the partner could not be elaborated further in this study.  
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Part 3. Resilience trajectories: Main findings 

 

Chapter 7. The resilience trajectories 

Although the above studies provide us insight into the partners’ individual characteristics and the 

behavior of the support networks – elements that could influence the resilience process – it was still 

unclear how the partners’ mental health was evolving during the caregiving period between diagnosis 

and death of the patient. However, to gain timely recognition as to whether a partner of a patient with 

advanced cancer follows a resilience process and consequently a neutral or positive outcome can be 

expected, it is necessary to gain insight into the prototypes of trajectories that are established during 

caregiving. An ideal-type analysis of longitudinal data derived from the partners’ lived experiences 

revealed six prototypical trajectories following the patient’s diagnosis of advanced cancer. Three of the 

trajectories reflected positive adaptation and a resilient process (rapidly adapting resilience, gradually 

adapting resilience, and slowly adapting resilience) while the other three (continuing distress, delayed 

distress, and frozen disconnection) indicated a less favorable adjustment process.  

 

Part 3. Resilience trajectories: Discussion 

 

Although the resilience-promoting resources, described in part 1 (individual characteristics) and in part 

2 (the support network), may direct a patient’s partner’s trajectory towards a positive outcome, a 

resilient trajectory can turn into a less preferable one at any time and consequently does not 

guarantee a resilient outcome. Nonetheless, the opposite is also possible. In fact, the participants who 

were classified under the resilient trajectories could rely on several individual resources or a support 

network. This allowed them to cope adaptively with the diagnosis, hereby using a healthy mix of 

coping strategies, including adapting their lives to maintain daily routines; taking up responsibility for 

the patient, for themselves, and for others; maintaining control over the cancer; and by adapting their 

lives to the changing circumstances. As such, throughout the caregiving process, intermediate positive 

results and personal growth could be identified. The participants from the less adaptive trajectories, on 

the contrary, were coping in a much more rigid way and no personal growth was established. 

Nevertheless, our meta-synthesis (chapter 4) revealed that new resources can emerge as a result of 
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the process of coping with the diagnosis of advanced cancer itself. Consequently, it seems plausible 

that the emergence of new resources could turn a less preferable trajectory into a resilient trajectory.  
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Parts 1-3: Graphical representation of the findings 
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Parts 1-3: Summary of the findings 

 

Our study confirms the four temporal elements of resilience as described in the theoretical framework 

of Bonanno et al. [2] Indeed, the resilience trajectory is inextricably linked to the PTE (diagnosis of 

advanced cancer). Those participants who lost their partners to cancer demonstrated a neutral (return 

to the initial state of mental health and functioning) or positive outcome (personal growth) as 

compared to their baseline adjustment. A comparable outcome could be assumed in those who had 

their closing interview at the completion of the study. The resilience-promoting resources consisted of 

both individual characteristics of the caregivers themselves (flexibility, positivity, inner strength, 

adaptive dependency, and being the information processor) and the availability of a support network 

that acted according to the basic principles of a CAS: 

- The system has fuzzy boundaries. 

- The system has a history. 

- The system behaves according to internalized basic rules. 

- The system’s behavior is driven by attractors. 

- The behavior is often unpredictable and even paradoxical. 

- The system adapts flexibly to changing circumstances.  

Furthermore, the resilience-promoting resources are dynamic features that can arise, evolve, and 

disappear throughout the process. Moreover, the resources continuously interact with each other. 

Consequently, from the resources, a repertoire of coping strategies (focusing on everyday life, 

taking responsibility, managing or mastering the situation) emerges, and outcomes (wellbeing, 

finding benefits, personal growth) may be generated.  

In fact, these coping strategies certainly play an important role in the resilience process as was 

evidenced in the American Psychological Association’s (APA)’s recent, more comprehensive definition 

of resilience [7] that matches our findings:  

Resilience is the process and outcome of successfully adapting to difficult or challenging life 

experiences, especially through mental, emotional, and behavioral flexibility and adjustment to 

external and internal demands. 
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A number of factors contribute to how well people adapt to adversities, predominant among 

them: 

• the ways in which individuals view and engage with the world 

• the availability and quality of social resources 

• specific coping strategies 

Psychological research demonstrates that the resources and skills associated with more 

positive adaptation (i.e., greater resilience) can be cultivated and practiced. 

The trajectories outlined in Figure 1 are the resilience trajectories that emerged from our longitudinal 

study (chapter 7). The less adaptive trajectories were not depicted since they could not be considered 

resilience and were represented by only one participant each. Although the prototype resilience 

trajectories (rapidly, gradually, and slowly adapting resilience) are theoretically clearly distinguishable, 

in real life partners can seldom be allocated to one of the trajectories since they can be anywhere at 

any time on the continuum that stretches from rapidly to slowly adapting resilience.  

 

Figure 1: Resilience in advanced cancer caregiving: the resilient trajectories and their resilience-

promoting resources.  
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Part 1-3. Discussion  

 

Mental resilience is a universal concept. Indeed, it is obvious that people, regardless of their cultural 

background, age, or life stage, have an enormous capacity to adapt and even to thrive under all kinds 

of adverse conditions or PTEs [8]. However, PTEs can be classified as interpersonal, intrapersonal, or 

impersonal traumas [9]. The interpersonal PTE of one’s partner being diagnosed with advanced 

cancer risks threatening one’s attachment system, often resulting in a sense of insecurity and loss of 

inner strength [9]. Indeed, interpersonal PTEs are more likely to be followed by an unfavorable 

outcome trajectory than impersonal traumas [9]. Overall, resilience is context-dependent [10], and 

following a resilience process or achieving a resilient outcome in one case, does not guarantee 

resilience in another situation [8]. Consequently, the general features of resilience should always be 

concretized for each specific situation. From a general approach, resilience-promoting resources such 

as personal characteristics and the availability of a support network could be identified. In this 

dissertation, these universal resilience-promoting resources could be concretized for the situation of a 

partner of a patient receiving the diagnosis of advanced cancer.   

 

Some researchers consider resilience as a set of personality traits [11]. Several core qualities of 

resilience have been defined and measured by resilience scales [11, 12]. The application of these 

scales results in two categories of people, namely resilient and non-resilient. Consequently, individuals 

who have difficulty adapting to a challenging situation are at risk of being labeled as non-resilient or 

even weak. However, our study confirms that resilience-promoting individual characteristics cannot be 

considered as innate traits but can develop over time [13] or can even result from a personal growth 

that is inherent to the resilience process itself. Moreover, the presence of a set of resilience-promoting 

personal characteristics does not guarantee a resilience process, and the absence of these 

characteristics does not exclude resilience. On the contrary, a resilience process results from a 

complex interplay between personal characteristics, the behavior of the support network as a CAS, 

one’s past experiences, habits, and cultural and personal vision, resulting in adaptive coping 

strategies that can modulate the resilience process toward a resilient outcome.  
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Here, the role of the support network deserves particular attention. By researching the support 

network as a system instead of focusing on the individual actions of the network members, new 

insights into the functioning and dynamics of these support networks were revealed. Indeed, the 

general principles of a CAS [4] can be applied to the support networks. Of interest is the networks’ 

capacity of self-organizing and adapting to the changing situation as the patient’s prognosis worsens. 

However, although being supported by such a resilient network can be considered resilience-

promoting, like the resilience-promoting individual characteristics, it cannot guarantee a resilience 

process in the patient’s partner on its own. Moreover, unlike particles or animals, each human being 

functioning in a complex adaptive system can consciously decide to deviate from the internalized 

basic rules of the system resulting in even more unpredictable system behavior. This may add to the 

complexity of the establishment of a resilience process in the patient’s partner. However, as all 

members of the CAS strive towards the same goal, namely supporting the patient’s partner, the 

system behavior will continue to adapt in a positive way.  

 

Unlike a few years back, when not expressing distress or grief after a PTE was considered 

pathological, today, minimal impact resilience is considered the most common response to a PTE [2, 

8, 14, 15]. This trajectory of resilience implies short-term minimal symptoms of distress and a rapid 

return to a stable, homeostatic trajectory of healthy functioning [2, 14, 15]. However, starting from the 

lived experiences in our longitudinal study it can be concluded that even the most rapidly adapting 

resilience process can hardly be considered homeostatic. On the contrary, most resilience processes 

were characterized by a gradual or even slow overall adaptation with intermediate peaks of high 

distress (expressed as emotional difficulties, anxiety, or grief, with a significant impact on daily 

functioning) as a response to intercurrent events (such as hospitalization, new metastases, physical 

decline, etc.). However, these trajectories could still be categorized as resilience processes as the 

partners exhibited overall declining levels of distress, demonstrated a personal growth process 

throughout the caregiving period, or reported positive aspects and finding benefits in caregiving. 

Additionally, the last days of the patient’s life came with severe distress in all the participants who lost 

their partner during the study period. In short, even the prototypical resilience trajectory that best 

corresponds to minimal impact resilience does not exclude transient episodes of distress, anxiety, and 

grief.      
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Although necessary to recognize resilience, classifying the partners’ processes of adaptation following 

the patients’ diagnoses of advanced cancer into prototypical resilience and distress trajectories also 

entails some risks.  

- First, we must be careful not to oversimplify. In contrast to the straightforward prototypes in 

which the process has a beginning, a middle, and an end, human behavior is non-linear.  This 

means that no partner will ever follow exactly a trajectory as described in the prototypes. In 

fact, human responses to a PTE are dynamic, fluid, and continuously developing over time 

[16].  

- Furthermore, one may move forward and backward, meaning that the influence of distress on 

daily functioning may fluctuate [17]. Hence, to assign someone to a prototypical trajectory of 

resilience, some abstraction is necessary.  

- Moreover, the three distinguishable trajectories of resilience – rapidly, gradually, and slowly 

adapting resilience – could be considered identifiable layers on a continuum of returning to 

healthy functioning after a PTE, while exposing personal growth and the ability to persevere.  

 

A PTE will only be traumatic and followed by reactive behavior if it is perceived as a crisis [17]. From 

this perspective, a delayed distress trajectory and a frozen disconnection trajectory may be the result 

of a prolonged prodromal or pre-crisis phase [16] in which the partner may be shielded from the PTE 

by disconnection or a freeze response. Additionally, Individuals dynamically assess and respond to 

PTEs [17]. Thus, one can easily move from one trajectory to another. Consequently, a resilience 

trajectory does not guarantee a resilient outcome, nor does a less favorable trajectory preclude a 

resilient outcome.  

Strengths and limitations of this dissertation 

 

Key strengths of this study are the qualitative, longitudinal approach [18] and the careful selection of 

the analysis methods adapted to the research questions. Indeed, by a qualitative approach we could 

investigate the elements of resilience starting from the lived experiences and the perspectives of our 

participants. This approach gave us insight into how the complex interplay of the different elements of 

resilience was experienced under challenging circumstances.  
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Moreover, it gave us insight into the moderating role of the coping strategies used throughout the 

resilience process. As such, an established, although generally descriptive, theoretical framework on 

resilience [2] could be extended and concretized for the unique situation of the advanced cancer 

caregiver.  

Furthermore, the repeated interviews in the longitudinal study allowed us to gain insight into the 

development of resilience and less favorable trajectories by capturing change and evolution in a 

continuously changing context.  

Another strength stems from the multiple perspectives from which we studied resilience in cancer 

caregiving. As such, we conducted two systematic reviews (a hermeneutic systematic review and a 

meta-synthesis), a retrospective, and a longitudinal prospective interview study. In addition, we carried 

out an interview study with participants from the support networks who were indicated by the 

participants of the longitudinal study as indispensable in the development of resilience.  

Furthermore, a multidisciplinary team, including researchers in primary care and psychology and a 

researcher who recently experienced the loss of a family member to cancer, was involved in the 

outline of the studies as well as the analysis of each study. All researchers involved have a broad 

experience in qualitative research. Moreover, the study protocol along with the semi-structured 

interview guides were drafted in consultation with someone who had experienced the loss of a partner 

to cancer.  

 

This study was also prone to some limitations.  

- First, the participants of the retrospective study (part 1, chapter 2) were all supported by 

palliative homecare teams, which could have led to selection bias.  

- Secondly, all participants deliberately decided to take part in a study on resilience in cancer 

caregiving. Consequently, it cannot be excluded that the group was biased towards 

participants with a positive attitude or a positive appraisal style. Moreover, it is well known that 

positive mood can lead to idealized memory [19] and that a positive appraisal-style protects 

against mental distress [20]. Furthermore, some participants postponed their interview until 

the physical condition of the patient was stable, which could also lead to a too positive 

narrative. Additionally, data collection might be biased by the relationships that inevitably 

developed between the researcher and the participants by interviewing them repeatedly.  
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- Thirdly, resilience is context and age dependent [21]. Although our participants were all under 

65 years of age at the start of the study, they were not all in the same life stage (retired, 

engaged in an active professional life, in a family with young children). Moreover, we only had 

information about the participants’ former experiences through retrospective interview data. 

Hence, it cannot be excluded that events the participants did not associate with coping with 

advanced cancer were not reported. It was unclear to what extent this heterogeneity in life 

stage and former experiences could have influenced our study findings.  

Additionally, despite actively attempting to recruit participants of non-European origin, all the 

candidates were Flemish. Therefore, caution is needed when implementing our findings in 

interventions designed to support resilience in persons of non-exclusive Flemish origin.  

- Finally, the follow-up period was limited to three years, and eight patients were still alive at the 

closing date of the interviews. Consequently, we could not verify a resilience trajectory from a 

resilient outcome for all cases. In addition, a longer follow-up period would have been 

advantageous to clearly map all transitions from one trajectory to another.  

 

Practice implications 

 

Although Noah Webster first defined resilience in 1824 [8], interest in the phenomenon only emerged 

twenty years ago. Additionally, the concept of resilience is unclear and can be approached as a set of 

individual characteristics (trait resilience or ego-resiliency), as an outcome, or as a process. 

Consequently, many HCPs are unsure of what resilience is, let alone how to support it. Therefore, this 

PhD project aimed to offer HCPs tools to recognize resilience or the absence of it and to guide them in 

supporting resilience in partners of patients with advanced cancer.   

 

- Recognizing resilience  

The diagnosis of advanced cancer is a PTE not only for the patient but also for the patient’s partner. 

However, HCPs should be aware that most partners can rely on resilience to protect them against 

mental distress, anxiety, or depression. Hence, prescribing antidepressants, whether or not at the 

patient’s request, may not be considered the best option to combat these negative feelings. On the 

contrary, we suggest focusing initially on supporting resilience. In this regard, we recommend looking 
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beyond ego-resiliency and approaching resilience as a process. To this end, questionnaires that 

measure resilience as an innate trait are of little use. However, mapping the internal and external 

resources and the resulting coping strategies might provide adequate information to estimate whether 

a resilience trajectory may develop.  

 

Furthermore, timely recognition of the trajectories of resilience or distress in partners of patients 

diagnosed with advanced cancer as described in this dissertation is paramount in distinguishing those 

partners who are likely to progress toward a resilient outcome from those who would benefit from 

additional support. To this end, it is best for HCPs to invite partners of patients with advanced cancer 

to regularly consult for themselves. These consultations can be directed towards a repeated and 

regular assessment of the trajectories followed by the patients’ partners, along with all elements that 

influence the resilience process. In doing so, one should always be aware that resilience is a dynamic 

process in which any trajectory can turn into another at any time. For instance, when someone 

protected by dissociation from the PTE suddenly recognizes the diagnosis as a trauma, a delayed 

distress trajectory might transition into a resilience trajectory, or a rapidly adapting resilience process 

may still turn into a delayed distress trajectory by the emergence of a new event. Moreover, new 

resilience-promoting resources can emerge throughout the process while existing ones can disappear. 

Generally, the resilience trajectories can be characterized by a flexible adjustment to the cancer 

diagnosis, healthy functioning, a personal growth process, and the ability to persevere. Furthermore, 

the trajectories can develop rather quickly after the diagnosis of advanced cancer, or they may evolve 

more slowly (or something in between).  

 

Particular attention should be paid to the presence, absence, emergence, or disappearance of internal 

and external resilience-promoting resources. Indeed, the resilience-promoting resources seem to be 

the most vulnerable elements in the resilience process. Internal resilience-promoting resources 

include being flexible, experiencing inner strength, having a positive attitude, being able to ask for and 

accept help, and demonstrating control over the incoming and outgoing information regarding the 

cancer. External resources refer to the presence of a support network of family, friends, and HCPs. 

Consequently, HCPs should be aware that they are part of the CAS themselves. In fact, in order to 

recognize the functioning of the CAS, it is necessary to look at the network from a bird’s eye view 
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without focusing on the individual actions of the CAS members. If there is a support network that 

adheres to the general principles of a CAS, it will behave like a CAS. That is, it will act according to 

internalized basic rules, shaped by the history of the CAS and driven by attractors. In addition, the 

CAS will continually adapt to changing circumstances while striving toward its goal of supporting the 

patient’s partner.  

 

- Supporting resilience 

As a member of the CAS, HCPs can support the patient’s partner’s resilience process by: 

- Respecting the internalized basic rules by:  

o Recognizing the partner’s vulnerability and need to be seen and known.  

o Offering a safe place and forum to talk, however with respect for the partner’s 

autonomy. 

o Respecting the partner’s wish to control the incoming information by not giving 

unsolicited advice.  

o Recognizing existential distress and offering a new sense of meaningfulness if 

feasible.  

- Endorsing the attractors by expressing appreciation and gratefulness towards the other CAS 

members and by spreading positivity throughout the support network.    

- Recognizing and respecting the unpredictability and non-linearity of the CAS behavior.  

- Reframing the CAS members’ individual behavior – especially when the partner considers this 

behavior as resilience-threatening – since a human being can consciously or unconsciously 

deviate from the internalized basic rules whenever tension arises between one’s own 

concerns and needs and the internalized basic rules of the CAS.  

- Allowing the CAS to evolve and adapt to the changing circumstances, for instance when the 

patient’s prognosis worsens. This however requires us, HCPs, to be conscious of switching 

from the active goal-oriented mode in which we are trained to a reflective, wait-and-see 

attitude.  

 

Often HCPs assess resilience based on one’s coping strategies. Although coping strategies such as 

maintaining normality, taking up responsibility, managing the situation (taking control over the cancer), 
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or mastering the situation (adapting one’s life to the cancer) may positively influence a resilience 

process, one should be careful. Indeed, coping strategies may be elicited or enhanced by severe 

distress and closely resemble a fight-and-flight response, including the risk of exhaustion. Moreover, 

the same coping strategies are observed in the less preferable trajectories of distress, however with 

more rigidity.  

Suggestions for further research and education 

 

- Development of a complex intervention 

The second aim of this PhD project is to offer researchers the evidence necessary for developing a 

resilience-supportive intervention.  

Recently, the Medical Research Council (MRC)’s guide for developing complex interventions has been 

updated by the MRC and the National Institute for Health Research (NIHR) [22, 23]. We are confident 

that the studies that make up this dissertation provide a sound grounding for developing a complex 

intervention aiming to support the emergence of a resilience trajectory in partners of patients 

diagnosed with advanced cancer. Indeed, the key components of resilience in the underlying program 

theory, at least those that could be targeted in the intervention, can be derived directly from the 

findings of the qualitative studies (part 1, chapter 2; part 1, chapter 4; part 2, chapter 5; part 3, chapter 

6) and the results of the two systematic reviews (part 1, chapter 1; part 1, chapter 3). Furthermore, 

since the protocol of our longitudinal study (part 3, chapter 6) was developed in consultation with a 

stakeholder (partner of a patient with advanced cancer), an initial impetus to include stakeholders’ 

perspectives – one of the core elements in developing a complex intervention – has already been 

given. Moreover, the new framework emphasizes framing the intervention as an event in a CAS and 

prioritizes researching how the intervention might interact with the context in which it may be 

implemented in a dynamic way [22]. Undoubtedly, the insights from our CAS study (part 2, chapter 5) 

will be invaluable in this regard. Finally, the insights from the realist approach to resilience in our 

systematic review (part 1, chapter 3) might already provide initial understanding of what can work, for 

whom, and under what circumstances.  
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- Replication of the findings 

Since the prototypes of resilience and distress trajectories described in this dissertation are consistent 

with the results of studies on resilience in other circumstances or following a variety of PTEs, we have 

confidence in the robustness of our findings. Nevertheless, further replication of the findings and 

confirmation of the trajectories by quantitative longitudinal research in advanced cancer caregiving 

would be an added value to our understanding of resilience in this specific context and could inform us 

about the generalizability of the trajectories.  

Ideally, our studies should also be repeated with groups of participants from different cultural, 

economic, social, developmental, and genetic backgrounds [8]. This would contribute to the broader 

body of knowledge on the subject and could enhance the applicability of our findings.  

 

- Exploration of reciprocity between patient and partner 

Furthermore, from our retrospective study (part 1, chapter 2) we learned that the patients themselves 

played a crucial role in the resilience-building process of our participants. Indeed, there seemed to be 

an important reciprocity in positivity and mental wellbeing of the patients and their partners. However, 

an incongruity in the perception of the cancer between the patients and their partners could also 

hamper the development of a resilience process. These findings were recently confirmed in 

quantitative research [24]. However, it would be of interest to repeat our longitudinal study in couples 

facing advanced cancer and to compare the trajectories of resilience in both partners in order to 

investigate the parallels (if any) in the trajectories and to gain more insight into the role of couple 

interactions and reciprocity.  

 

- Enhancement of training in palliative care 

The foundations of best practice in palliative care for both the patients and their partners lie within 

education. Therefore, it should be made a priority to develop a training that might be implemented in 

the curriculum for undergraduate, postgraduate, and continuing medical education that focuses on 

building resilience in partners of patients diagnosed with advanced cancer.   
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- Development of a communication training 

Finally, our findings could inform developers of communication trainings for HCPs. In fact, insight into 

the way groups of people act like a CAS might help HCPs to understand the behavior of a support 

network of a patient’s partner in which they participate themselves. Indeed, recognizing the dynamics 

of a CAS, the internalized basic rules, the attractors, the nonlinearities in the behavior, the way the 

CAS adapts to the changing circumstances, and one’s own position within the CAS, could provide a 

new dimension into the communication that differs profoundly from the communication about individual 

behavior and goals. 
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SUMMARY 

 

Background 

Every year in Belgium 30,000 people die of cancer, 6,000 of whom are adults under the age of 65. It is 

estimated that the majority prefers to be cared for and die at home. However, this is only feasible if 

sufficient informal care is available. Informal care is usually initiated by the patient's domestic partner. 

Since being diagnosed with advanced cancer can be considered a potentially traumatic event (PTE) 

for both the patient and partner, the partner has a significant risk of developing depression, anxiety 

disorders, and even post-traumatic stress syndrome (PTSD). Nevertheless, studies have shown that 

people may be protected against mental distress by resilience. 

Since partners tend to remain in the shadow of the incurable patient, they often do not receive the 

attention from HCPs they need. As such, qualitative and sustained care for the patient can be 

compromised. This lack of attention can be partly explained by the fact that the partners consider their 

own problems subordinate to the patient's suffering and, as a result, prefer not to seek guidance and 

support from the HCP for themselves. Furthermore, research on resilience in cancer caregiving is 

scarce, and the development of resilience-promoting interventions in partners of patients with 

advanced cancer is severely hampered by a lack of essential information, thus leaving the HCPs 

unsupported. Nevertheless, tending to the needs of the family caregiver is an integral and essential 

part of palliative care without which it is hardly possible to sustain patient care at home until death. 

Consequently, insight into the resilience concept, the resilience-promoting resources, and how 

resilience develops and manifests itself in this target population may significantly improve the quality of 

care for the caregiver of the patient diagnosed with advanced cancer.  

 

Therefore, the aims of this dissertation are: 

1) To offer HCPs tools that support them in recognizing (the absence of) resilience.  

2) To guide HCPs in supporting resilience in partners of patients with advanced cancer. 

3) To offer researchers the evidence necessary for developing a resilience-supportive intervention.  
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Methodology 

To achieve its goals, this dissertation consists of three parts. Part 1 aimed to provide clarity in the 

resilience concept and its application in cancer caregiving. First, a hermeneutic review of reviews, 

background papers, and concept analyses was conducted to explore resilience and to clarify 

ambiguities within the concept (chapter 2). Therefore, the definitions from the included studies were 

compared and all recurring elements were listed. Furthermore, a definition that included all the listed 

elements was searched for. In the same way, all frameworks were compared, and the most 

comprehensive one applicable to research on resilience in family caregivers of patients with advanced 

cancer was selected. Second, nine partners of patients who died at home were interviewed 

retrospectively to explore how they built resilience in their roles as cancer caregivers (chapter 3). 

Therefore, the interview data were analyzed thematically with an inductive approach. Thirdly, to gain 

insight into the expression of resilience in cancer caregiving, findings from sixteen qualitative studies 

that explored resilience in this specific context were synthesized thematically in a systematically 

conducted meta-synthesis (chapter 4). Fourthly, the impact of a second PTE, being the COVID-19 

pandemic and the governmental measures taken in response, on the development of resilience was 

researched in a qualitative study (chapter 5). Therefore, the data of twelve interviews were 

investigated in depth by an interpretative phenomenological analysis (IPA).  

Part 2 aimed to gain insight into the behavior of the patients’ partners’ support network (chapter 6). To 

this end, nineteen interviews were conducted with members of the support networks of eight partners 

of patients with advanced cancer. Consequently, a framework analysis was proceeded by several 

phases: 1) deductive analysis based on the general principles of a complex adaptive system (CAS); 2) 

inductive analysis (coding and organizing into themes) of the interview fragments under each CAS 

principle; 3) charting the quotes into a matrix with the CAS principles in the columns and the eight 

examined CASs in the rows, and; 4) Identifying intra- and inter-CAS patterns.  

In part 3, an ideal-type analysis was performed on the interview data of 54 longitudinally (every six 

months for three years) conducted interviews in seventeen participants to explore how resilience in 

partners of patients with advanced cancer could develop and evolve over the course of the disease, 

from diagnosis to death (chapter 7).  
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Findings 

The American Psychological Association (APA) definition of resilience seemed the most 

comprehensive and was selected for further use in this dissertation (chapter 2). The APA defines 

resilience as the process of adapting well in the face of adversity, trauma, tragedy, threats, or 

significant sources of stress. Since the diagnosis of advanced cancer can be considered a PTE, a 

theoretical framework that examines resilience as a process that succeeds a PTE was preferred. In 

this regard, Bonanno et al.’s framework of resilience was selected to further explore resilience in 

partners of patients diagnosed with advanced cancer. The resilience process is shaped by a dynamic 

interplay of resilience-promoting resources, which include the availability of a support network or 

characteristics of the partners themselves such as being flexible, positive minded, experiencing an 

inner strength, being the information processor (meaning that one is able to control incoming and 

outgoing information about the cancer), and being adaptive dependent (meaning that one is able to 

ask for and to accept help) (chapters 3 and 4). Studying the support network through the lens of 

complexity science (chapter 6) revealed that the network is a resilient system itself which is 

continuously adapting to the changing circumstances, that interacts with its context that exposes a 

behavior that is shaped by internalized basic rules and the history of the system, and that is driven by 

attractors. The behavior, however, is non-linear, unpredictable, and even paradoxical. The resilience-

promoting resources reinforce each other by interacting. As a result, coping strategies might emerge. 

These may include: maintaining daily routines, taking responsibility, managing (attempting to control 

the cancer) and mastering (adapting one’s life to the cancer) the situation. When the partner’s 

wellbeing was threatened by a second PTE (in this case, the COVID-19 pandemic), the resilience-

promoting resources seemed to be the most vulnerable elements in the resilience process. However, 

the coping strategies were not only sustained but rather became more inventive and creative (chapter 

5).  

Three prototypes of a resilience trajectory could be distinguished in partners during caregiving, namely 

rapidly, gradually, and slowly adapting resilience (chapter 7). These trajectories were characterized by 

a personal growth process, sustainability, and healthy mental functioning. Furthermore, three other 

prototype trajectories corresponded to a less optimal adaptation. These were referred to as continuing 

distress, delayed distress, and frozen disconnection.  
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Conclusion 

The insight from this dissertation into the resilience processes that may develop following a patient 

being diagnosed with advanced cancer can help HCPs recognize in a timely fashion a resilience 

process, resilience-supporting resources, and the adaptive coping strategies. As such, partners who 

could benefit from additional support can be distinguished from those who are likely to have a resilient 

outcome. To assess the process that develops following the diagnosis and the resilience-promoting 

resources, it would be advisable to actively invite the partners to consult for themselves. In these 

consultations, HCPs should pay attention to both vulnerability and resilience-promoting characteristics 

of the partner. Moreover, it is best to get an idea of the presence and behavior of a support network 

and one’s role in it.  

Furthermore, the research that informs this dissertation offers a solid foundation for the development 

of a complex intervention aimed at promoting the establishment of a resilience trajectory in partners of 

patients diagnosed with advanced cancer.  

Finally, the findings of this doctoral thesis may inspire professionals in developing communication tools 

and training that could be incorporated in the curriculum for undergraduate, postgraduate, and 

continuing medical education, emphasizing the building of resilience in partners of patients with 

advanced cancer.  
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Overview of the methods used in this dissertation 

Paper 1: Hermeneutic Review 

According to Merriam Webster, hermeneutics is a method or principle of interpretation [1]. The primary 

purpose of a hermeneutic literature review is to provide context and provoke thought about the 

phenomenon of interest in order to gain new insights [2]. As such, hermeneutics is appropriate for 

conducting a literature review of reviews that aims to advance conceptual understanding of an ill-

defined and poorly understood concept such as resilience [3].  

The hermeneutic review methodology differs significantly from a classical systematic (umbrella) review 

[4]. In fact, the hermeneutic review process starts from a limited number of review papers that are 

deemed to be particularly relevant to the phenomenon of interest. The researcher identifies key ideas 

and theories and looks for connections between them. Initial ideas are challenged, refined, and 

expanded. Based on these new insights, a new search string is developed that leads to additional 

review papers. Subsequently, a new hermeneutic cycle starts. Thus, the understanding of the 

phenomenon gradually evolves as the researcher moves through the existing literature reviews. 

Finally, the hermeneutic cycle ends when no new elements are found and data saturation can be 

assumed [4].  

 

Paper 2: Thematic Analysis 

This paper aimed to explore an understudied concept, namely resilience in cancer care. As the 

elements of resilience have not yet been concretized for cancer caregivers, a general inductive 

approach was preferred [5]. Thus, themes and subthemes were allowed to emerge from the raw 

interview data by reading, rereading, and coding the interview transcripts [6]. Indeed, thematic analysis 

explores meanings and examines themes and patterns within interview data by identifying items of 

analytical interest and assigning them a coding label. From this point, themes and concepts are 

constructed from the codes [7]. The interviews were then halted after data saturation had been 

reached.  
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Paper 3: Meta-synthesis 

A systematic review was conducted to synthesize the literature on resilience in cancer care. Here, a 

systematic search of relevant databases was conducted using a comprehensive search string. Pre-

defined inclusion and exclusion criteria were applied to titles, abstracts and full texts to identify studies 

that met the eligibility criteria. The results of this search strategy were presented in a PRISMA 

flowchart. Furthermore, all included studies were subjected to a quality assessment. Moreover, to 

achieve conclusions that go beyond the results of the original studies and to seek how closely the 

literature on resilience in cancer caregiving fits within the theoretical framework of Bonanno et al.[8], 

the findings of the original studies were re-analyzed by the use of a thematic synthesis approach [9, 

10].   

Meta-synthesis is a method for synthesizing the findings of qualitative studies. If the re-analysis of the 

original findings is based on a thematic analysis approach - a method developed for the analysis of 

primary qualitative data [5, 7] - the meta-synthesis can be considered a thematic synthesis [9].  

As such, the findings from the primary studies were listed and coded line by line. Initially, the codes 

were organized deductively according to the four elements of resilience as described by Bonanno et al 

[5, 8]. Codes within the elements were then organized inductively into themes and subthemes [5, 9]. 

Finally, codes that did not fit into Bonanno et al.'s framework [8] were further inductively mapped into 

new themes [5].  

 

Paper 4: Interpretative Phenomenological Analysis 

Interpretative phenomenological analysis (IPA) is a qualitative research approach that aims to examine 

in detail how people make sense of their personal lived experiences [11]. IPA is informed by 

hermeneutics, the theory of interpretation [12]. In fact, researchers engage in double hermeneutics as 

they try to make sense of the participants' attempts to make sense of what is happening to them [12]. 

An IPA study typically involves a small number of participants since IPA is committed to the detailed 

study of individual cases. To explore similarities and differences between cases, the researcher 

repeatedly moves from one case to another in a hermeneutic cycle in which parts are interpreted as a 

function of the whole and the whole is reinterpreted based on the meaning of the parts. The data, 

mostly from in-depth interviews, are typically analyzed at three levels of interpretation: 1) descriptive, 

or closely preserving the content of what the participant has said; 2) linguistic, or focusiing on the 
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specific use of language; and 3) conceptual, or orientation towards a more interpretive level or 

personal reflection, often taking on an interrogative form. Subsequently, emerging themes are 

developed. Finally, the researcher searches for connections across the emergent themes [12].  

 

Paper 5: Framework Analysis 

When analyzing multiple cases that are in turn composed of multiple participants, a structured 

approach to data analysis is beneficial. A framework analysis offers such a structured method for 

analyzing qualitative data based on a pre-existing theory. Specifically, the analysis starts with 

deductive coding of the data, using a pre-existing theoretical framework.  

Next, the interview excerpts are inductively coded under each element or principle of the framework 

and categorized into themes. These themes are then mapped into a matrix with the elements from the 

theoretical framework, which may be found in the rows of the matrix and the cases in the columns. In 

this way, patterns within and across cases can be uncovered [13].  

 

Paper 6: Ideal-type analysis 

Ideal-type analysis constructs typologies, or so-called ideal types, from qualitative data by 

systematically and rigorously comparing and grouping cases within a data set [14]. Typologies seek to 

understand human behavior by studying individual cases combined with a cross-case approach. As a 

result, the ‘ideal types’ are hypothetical or constructed generalizations of a phenomenon, with no 

intention of representing reality or being ‘ideal’. Nevertheless, organizing data into ideal types or 

prototypes can provide new insights into reality [14]. In constructing ideal types, researchers may bring 

their own perspective to their interpretation of the data. However, as long as there is transparency 

about the context in which ideal types are constructed, the interpretation is rooted in the data, and the 

findings contribute to an understanding of reality, the researcher's personal interpretation does not 

affect the validity of the study [14]. In addition, ideal-type analysis seeks to analyze data in the context 

of the participant's story and therefore begins with a case reconstruction that summarizes the interview 

transcripts. However, the focus always remains on how these experiences relate to those of other 

participants. Therefore, the case reconstructions are systematically compared and contrasted, and 

similarities and differences are identified. Although the cases within one group will never share exactly 

the same experience, there should be fundamental similarities within each group or each ideal type. 
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Subsequently, the single case that most closely illustrates the pattern of similar cases within one ideal 

type can be identified as the ‘optimal case’ [14]. 

 

Quality criteria and bias prevention in qualitative research 

 

Quality criteria used in quantitative research, such as validity, reliability, or generalizability, are not 

applicable to qualitative studies. Consequently, the quality of qualitative studies is judged by their 

trustworthiness – whether or not the findings can be trusted – which implies several quality criteria, 

such as credibility, transferability, dependability, confirmability, authenticity, and reflexivity [15, 16].  

Credibility – the equivalent of validity – is concerned with the truth of the study and its findings [15-

18]. We aimed to maximize the credibility of the single studies by:  

(1)  Using and documenting the standard procedures of qualitative methodology that 

seemed most appropriate to answer our research questions.  

(2)  Prolonged engagement by investing sufficient time in data collection.  

(3)  Data triangulation in time (Study 6) by conducting repeated interviews at different 

points in time [18].  

(4)  Data triangulation in person (Study 5) by collecting data from more than one person 

per case [18].  

(5)  Investigator triangulation (all studies), meaning that coding, analysis, and 

interpretation decisions were made by at least two researchers independently [18]. 

(6)  Method triangulation, meaning that triangulation was performed at the level of 

interpretation of the findings, not at the level of data collection or analysis, by critically 

reviewing the findings using the principles of a methodology other than the one used for 

analysis [18]. Specifically, we looked at the findings of our meta-analysis (Study 3) from the 

standpoint of realist research, which allowed new, creative insights to emerge.  

(7) A member check by soliciting feedback on the findings (Study 6) from someone who 

had experienced the loss of her partner to cancer.  

Across studies, credibility was enhanced by data triangulation, using interview data alongside 

systematically collected data from existing literature, and by method triangulation, comparing the 
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results of the retrospective study (Study 2) with the results of the original papers included in the meta-

synthesis (Study 3).  

Transferability – the equivalent of generalizability – refers to the extent to which findings can be 

applied to other contexts or settings with different respondents [15-17]. Although it is up to the reader 

to judge the transferability of the findings, all studies provided a 'thick description' of the research 

setting and sufficient information about the context and data to facilitate transferability judgments.  

Dependability – the equivalent of reliability – refers to the stability of the data over time and under 

the conditions of the study [15, 16], while confirmability – the equivalent of objectivity – refers to 

the extent to which the findings could be confirmed by other researchers [15, 16]. Both quality criteria 

were addressed by a transparent description of the research steps from the beginning to the reporting 

of the results, together with the authors involved in the different steps (all studies). Furthermore, each 

step of the research process was documented in detail and discussed extensively within the research 

team during monthly peer-debriefing meetings. Moreover, the study protocol and interview guides for 

the longitudinal study (study 6) and the CAS study (study 5) were discussed with someone who had 

experienced the loss of her partner to cancer.  

Authenticity – the extent to which researchers represent a range of different realities – was 

ensured by including partners of patients with different types of cancer and partners at different stages 

of life [16]. This ensured a wide range of experiences and realities within the phenomenon under 

study. However, we searched in vain for participants of non-Flemish origin. Furthermore, we could not 

avoid a certain degree of selection bias. After all, it cannot be ruled out that people who show more 

resilience are more likely to apply for a study on resilience than those with a more unfavorable 

trajectory. Nevertheless, to reach participants with different perspectives and experiences, snowball 

sampling was used to identify participants for the CAS study (study 5) of referrals from initial 

participants in the longitudinal study (study 6).   

Reflexivity – the process of critical self-reflection – was ensured by supplementing the data with the 

interviewer's reflexive field notes describing aspects of the interviews, subjective responses to the 

setting, and personal reflections [15]. In addition, the interviews were followed by weekly debriefings 

with the supervisor. On these occasions, reflections and interpretations were discussed to gain 

different perspectives and insights. To further minimize researcher bias, researchers with diverse 
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backgrounds, perspectives, and experiences (physicians, psychologists, a master’s in biomedical 

sciences, experts in palliative care, researchers experienced in qualitative research) were involved in 

the data analysis of all studies, including coding decisions, theme development, and interpretation. 

 

References 

1. Merriam-Webster Dictionary  

[Available from: https://www.merriam-webster.com/dictionary/hermeneutic]. 
2. Smythe E, Spence D. Re-viewing literature in hermeneutic research. Int J Qual Methods. 

2012;11(1):12-25. 

3. Greenhalgh T, Thorne S, Malterud K. Time to challenge the spurious hierarchy of systematic 

over narrative reviews? Eur J Clin Invest. 2018;48(6):e12931. 

4. Boell SK, Cecez-Kecmanovic D. A hermeneutic approach for conducting literature reviews and 

literature searches. CAIS. 2014;34:257-86. 

5. Clarke V, Braun V. Thematic analysis. J Pos Psychol. 2017;12(3):297-8. 
6. Thomas DR. A general inductive approach for analyzing qualitative evaluation data. Am J Eval. 

2006;27(2):237-46. 

7. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psych. 2006;3(2):77-101. 

8. Bonanno GA, Romero SA, Klein SI. The temporal elements of psychological resilience: An 

integrative framework for the study of individuals, families, and communities. . Psychol Inq. 

2015;26(2):139-69. 

9. Thomas J, Harden A. Methods for the thematic synthesis of qualitative research in systematic 

reviews. BMC Med Res Methodol. 2008;8:45. 
10. Paterson BL, Thorne SE, Canam C, Jillings C. Meta-study of qualitative health research: a 

practical guide to meta-analysis and meta-synthesis. London: Sage; 2001. 

11. Smith JA, Osborn M. Interpretative phenomenological analysis as a useful methodology for 

research on the lived experience of pain. Br J Pain. 2015;9(1):41-2. 

12. Smith JA, Flowers P, Larkin M. Interpretative Phenomenological Analysis. Theory, Method and 

Research. London: Sage; 2009. 

13. Gale NK, Heath G, Cameron E, Rashid S, Redwood S. Using the framework method for the 

analysis of qualitative data in multi-disciplinary health research. BMC Med Res Methodol. 
2013;13:117. 

14. Stapley E, O’Keeffe S, Midgley N. Developing typologies in qualitative research: The use of 

ideal-type analysis. Int J Qual Methods. 2022;21:1-9. 

15. Korstjens I, Moser A. Series: Practical guidance to qualitative research. Part 4: 

Trustworthiness and publishing. Eur J Gen Pract. 2018;24(1):120-4. 

16. Connelly LM. Trustworthiness in qualitative research. Medsurg Nursing. 2016;25(6):435-6. 

17. Leung L. Validity, reliability, and generalizability in qualitative research. J Family Med Prim 
Care. 2015;4(3):324-7. 



Chapter 10 

222  
 

18. Earnest D. Quality in qualitative research: An overview. Indian J Contin Nurs Ed. 2020;21:76-

80. 

 
 



Appendices 

223  
 

 

 

 

 

Appendices 

 
 
 



Appendices 

224  
 

 
 
ABOUT THE AUTHOR 
 
Sophie Opsomer 

°16 May 1966, Tielt, Belgium 

 

Sophie graduated as a medical doctor in 1992 and attained her accreditation for general practitioner in 

1994. Driven by a special interest in both the beginning and the end of life, she further specialized in 

child and adolescent healthcare (1995), elderly care (2016), and palliative care (2016, 2019). During 

her career as a lecturer and thesis supervisor at University Colleges Leuven-Limburg (2000-2015), her 

interest in research was further fostered. In 2015, however, she was eager to return to clinical practice. 

From her first months in practice, she was intrigued by the insufficient psychosocial care for family 

caregivers, often resulting in psychosocial distress, depression, or anxiety, and therefore 

compromising the care for the palliative patient. Determined to improve this care, she began 

investigating psychosocial protective measures such as resilience. This PhD project allowed her to 

explore her interest in resilience in advanced cancer caregiving and to share her research findings 

with those interested in palliative care, primary care, and psychosocial care. In the future, Sophie 

would like to focus on improving informal caregivers’ psychosocial wellbeing, and in this way, the 

palliative care for patients in the final stages of life. She would prefer to do this by combining further 

research in the field of palliative care, medical practice, and training undergraduate and graduate 

medical students in healthcare communication as well as in palliative care.   
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SAMENVATTING 
 

Achtergrond 

Elk jaar overlijden in België 30.000 mensen aan kanker, onder wie 6.000 volwassenen jonger dan 65 

jaar. De meerderheid van deze patiënten wenst thuis verzorgd te worden en te sterven. Dit is echter 

enkel mogelijk indien voldoende mantelzorg aanwezig is. Mantelzorg wordt vaak en waar mogelijk 

opgestart door de levenspartner van de patiënt.  

Gediagnosticeerd worden met kanker in een gevorderd en ongeneeslijk stadium kan beschouwd 

worden als een potentieel traumatisch event (PTE) zowel voor de patiënt als voor de partner. Bijgevolg 

lopen zowel de patiënt als de partner een verhoogd risico op het ontwikkelen van een depressie, 

angststoornis, of post-traumatische stressstoornis (PTSD). Niettegenstaande hebben studies reeds 

meermaals aangetoond dat mensen door veerkracht (resilience) kunnen beschermd worden tegen de 

gevolgen van mentale stress.  

Partners van patiënten met kanker hebben vaak de neiging om in de schaduw van de patiënt te gaan 

staan, waardoor ze niet altijd de aandacht krijgen van professionele zorgverleners die ze nodig 

hebben. Dit verhoogt niet enkel het risico op mentaal lijden voor de partner, maar kan eveneens de 

kwaliteitsvolle palliatieve zorg voor de patiënt in het gedrang brengen. Dit gebrek aan aandacht vloeit 

vaak voort uit het feit dat de partners hun eigen klachten en noden ondergeschikt achten aan het 

lijden van de patiënt en bijgevolg geen begeleiding of ondersteuning van professionele zorgverleners 

vragen voor zichzelf.  

Onderzoek naar veerkracht bij mantelzorgers van patiënten met kanker is schaars. Bovendien wordt 

de ontwikkeling van veerkracht ondersteunende interventies die op deze doelgroep gericht zijn, 

ernstig bemoeilijkt door een gebrek aan essentiële informatie. Hierdoor blijven de zorgverleners in de 

kou staan.  

Nochtans, aandacht hebben voor de noden van mantelzorgers maakt integraal deel uit van de 

palliatieve zorg en is essentieel om de patiënt de kans te kunnen geven om thuis verzorgd te worden 

en te overlijden.  

Bijgevolg is inzicht in het concept ‘veerkracht’, in de ondersteunende bronnen van veerkracht, en in de 

manier waarop veerkracht zich ontwikkelt en manifesteert in deze doelgroep noodzakelijk om de 

kwaliteit van zorg voor de mantelzorger van de patiënt met gevorderde kanker verder uit te bouwen en 

te optimaliseren.  
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De doelstellingen van deze thesis zijn: 

1) Professionele zorgverleners handvaten aanreiken om veerkracht (of de afwezigheid ervan) te 

herkennen.  

2) Professionele zorgverleners begeleiden in het ondersteunen van partners van patiënten met 

gevorderde kanker.  

3) Onderzoekers de nodige informatie aanreiken om veerkracht ondersteunende maatregelen te 

kunnen ontwikkelen.  

 

Methodologie 

Om deze doelstellingen te bereiken, bestaat deze thesis uit drie delen.  

 

Deel 1 beoogde, aan de hand van vier onderzoeken, duidelijkheid te scheppen in het concept 

‘veerkracht’ en in de manier waarop veerkracht zich uit bij partners van patiënten met gevorderde 

kanker.  

1) In een hermeneutische review werd het concept ‘veerkracht’ bestudeerd en werden 

ambiguïteiten binnen het concept opgehelderd (hoofdstuk 2). Hiertoe werden de definities uit 

de geïncludeerde studies met elkaar vergeleken en werden alle terugkerende elementen in 

kaart gebracht. Vervolgens werd er gezocht naar een definitie die alle genoemde elementen 

omvatte. Op dezelfde manier werden alle theoretische kaders vergeleken en werd het meest 

uitgebreide kader, dat tegelijk ook vlot toepasbaar was in onderzoek naar veerkracht bij 

mantelzorgers van patiënten met gevorderde kanker, geselecteerd.  

2) Negen partners van recent thuis aan kanker overleden patiënten werden retrospectief 

geïnterviewd om na te gaan op welke manier zij veerkracht opbouwden bij het vervullen van 

hun rol als mantelzorger (hoofdstuk 3). De interviews werden vervolgens inductief thematisch 

geanalyseerd.  

3) Om inzicht te krijgen in de manier waarop veerkracht zich manifesteert bij het zorgen voor een 

patiënt met kanker, werden, door middel van een meta-synthese, de bevindingen van zestien 

kwalitatieve studies die veerkracht in deze specifieke context onderzochten, thematisch in 

kaart gebracht (hoofdstuk 4). 
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4) De impact van een tweede PTE, namelijk de COVID-19 pandemie en alle 

overheidsmaatregelen die ten gevolge daarvan werden genomen, op de ontwikkeling van 

veerkracht werd onderzocht in een kwalitatieve studie (hoofdstuk 5). Hiervoor werden twaalf 

interviews diepgaand onderzocht door middel van een interpretatieve fenomenologische 

analyse (IPA).  

 

Deel 2 was gericht op het verkrijgen van inzicht in het gedrag van het ondersteunend netwerk rond de 

partner van de patiënt met gevorderde kanker (hoofdstuk 6), door dit netwerk te bestuderen doorheen 

de lens van complexity science, een wetenschap die zich richt op het bestuderen van complexe 

adaptieve systemen (CASs) – groepen van individuen, dieren, of deeltjes die naar hetzelfde doel 

streven en die zich gedragen volgens een aantal algemene basisprincipes.  

Hiertoe werden negentien interviews afgenomen bij leden uit de ondersteunende netwerken van acht 

partners van patiënten met gevorderde kanker. Vervolgens werd een frameworkanalyse uitgevoerd in 

verschillende stappen.  

1) Een deductieve analyse gebaseerd op de algemene principes van een CAS. 

2) Een inductieve analyse van de interviewfragmenten onder elk CAS-principe. 

3) Het opstellen van een matrix van de citaten met de CAS-principes in de kolommen en de acht 

onderzochte netwerken in de rijen. 

4) Het identificeren van intra- en inter-CAS patronen. 

 

Deel 3 bestudeerde hoe veerkracht zich kan ontwikkelen en kan evolueren bij partners tijdens het 

zorgen voor de patiënt met gevorderde kanker en dit van diagnose tot overlijden (hoofdstuk 7). Hiertoe 

werd een ideaal-type analyse uitgevoerd op de interviewdata van 54 longitudinaal (om de zes 

maanden, gedurende drie jaar) afgenomen interviews bij zeventien deelnemers.  

 

Bevindingen 

De definitie van veerkracht van de American Psychological Association (APA) leek de meest 

uitgebreide en werd geselecteerd voor verder gebruik in dit proefschrift (hoofdstuk 2). De APA 

definieert veerkracht als het proces van zich aanpassen aan de omstandigheden wanneer men 

geconfronteerd wordt men tegenslag, trauma, bedreiging, of significante vormen van stress. Om 
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veerkracht bij partners van patiënten met gevorderde kanker verder te kunnen onderzoeken, werd het 

theoretische kader van Bonanno et al. geselecteerd. Immers, aangezien de diagnose 'kanker in een 

gevorderd stadium' beschouwd kan worden als een PTE, ging de voorkeur uit naar een theoretisch 

kader dat veerkracht onderzoekt als een proces volgend op een PTE. Hierbij wordt ervan uitgegaan 

dat het veerkrachtsproces ontstaat door een dynamisch samenspel van veerkracht bevorderende 

bronnen waaronder de beschikbaarheid van een ondersteunend netwerk en karakteristieken van de 

partners zelf zoals flexibel zijn, positief ingesteld zijn, een innerlijke kracht ervaren, de 

informatieverwerker zijn (wat inhoudt dat men in staat is om de inkomende en uitgaande informatie 

over de kanker onder controle te houden), en het, op een aangepaste manier, afhankelijk zijn (wat 

betekent dat men hulp durft te vragen en die ook kan aanvaarden) (hoofdstukken 3 en 4).  

Het bestuderen van het ondersteunende netwerk van familie, vrienden, en zorgprofessionals, door de 

lens van complexity science (hoofdstuk 6) liet zien dat zo’n ondersteunend netwerk zelf een 

veerkrachtig systeem is dat zich voortdurend aanpast aan de veranderende omstandigheden, dat 

interageert met zijn context, een gedrag stelt dat voortvloeit uit geïnternaliseerde basisregels en de 

voorgeschiedenis van het systeem, en dat wordt aangedreven door attractoren. Het gedrag is echter 

niet lineair, grotendeels onvoorspelbaar, en soms zelfs paradoxaal. De veerkracht bevorderende 

bronnen versterken elkaar vanuit hun interactie en leiden tot coping-strategieën. Deze kunnen zijn: 

dagelijkse routines en gewoontes handhaven, verantwoordelijkheid opnemen (zowel voor de patiënt, 

de familie, als voor het eigen welzijn), de situatie sturen (door te proberen de kanker onder controle te 

krijgen) en de situatie beheersen (een meer aanvaardende houding aannemen waarbij het leven 

aangepast wordt aan de kanker).  

Wanneer het mentale welbevinden van de partner echter werd bedreigd door een tweede PTE (in dit 

geval de COVID-19 pandemie), bleken de veerkrachtsbevorderende bronnen de meest kwetsbare 

elementen in het proces. De coping-strategieën hielden stand en getuigden vaak van een grote 

creativiteit en inventiviteit (hoofdstuk 5).  

Er konden drie prototypische trajecten van veerkracht worden onderscheiden bij de deelnemende 

partners namelijk: een zich snel, geleidelijk, of langzaam aanpassend traject (hoofdstuk 7). Deze 

trajecten worden allemaal gekenmerkt door een persoonlijk groeiproces, volharding, en een gezond 

mentaal functioneren. Daarnaast werden drie andere prototypische trajecten beschreven die wijzen op 
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een minder optimale aanpassing. Ze werden aangeduid als: aanhoudende distress, uitgestelde 

distress, en een bevroren disconnectie.  

 

Conclusie 

Het inzicht, verworven in dit proefschrift, in de veerkrachtsprocessen die zich kunnen ontwikkelen bij 

mantelzorgers nadat een patiënt werd gediagnosticeerd met gevorderde kanker, kan professionele 

zorgverleners helpen om tijdig een veerkrachtsproces, veerkracht ondersteunende bronnen en 

aangepaste coping-strategieën te herkennen. Op die manier kunnen partners die baat zouden hebben 

bij extra ondersteuning, worden onderscheiden van diegenen die meer waarschijnlijk naar een 

veerkrachtige uitkomst zullen evolueren. 

Om het proces dat zich ontwikkelt na de diagnose en de veerkracht ondersteunende bronnen te 

kunnen beoordelen, is het raadzaam om de partners actief op een consultatie uit te nodigen. Hierbij 

besteedt de professionele zorgverlener bij voorkeur zowel aandacht aan de kwetsbaarheden als aan 

de veerkrachtsbevorderende elementen. Daarnaast is het aangewezen om de partner te bevragen 

omtrent het al dan niet aanwezig zijn van een ondersteunend netwerk, het gedrag van dit netwerk, en 

ieders rol hierin.  

Het onderzoek binnen dit proefschrift beoogt eveneens een solide basis te vormen voor het 

ontwikkelen van een complexe interventie die gericht is op het bevorderen van een veerkrachtig 

proces bij partners van patiënten gediagnosticeerd met gevorderde kanker.  

Tot slot kunnen de bevindingen van deze thesis onderzoekers inspireren bij het ontwikkelen van 

communicatietools en -trainingen die opgenomen kunnen worden zowel in het basiscurriculum als in 

een (para)medische vervolgopleiding en waarbij de nadruk wordt gelegd op het ondersteunen en 

bevorderen van veerkracht bij partners van patiënten met gevorderde kanker.  
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Dankwoord 
 
Vandaag ga ik het mij eens permitteren om buiten de lijntjes te kleuren en de bevindingen uit ons 

onderzoek te extrapoleren naar de situatie van de doctoraatsstudent.  

 

De eerste vraag die zich dan stelt is: is een doctoraatsproject een potentieel traumatisch event? 

Zonder hierbij in details te willen treden, kan ik jullie verzekeren dat dit inderdaad zo is en dat een 

doctoraat starten het risico inhoudt op een traumatiserende afloop.  

In dit traject echter, kunnen we vandaag ontegensprekelijk spreken van een positieve outcome. Mijn 

mentaal welbevinden bevindt zich immers minstens op het hetzelfde niveau als voor de start van dit 

project en ik meen te kunnen spreken van een persoonlijk groeiproces.  

De invloed van financiële ondersteuning op veerkracht viel buiten de scope van dit doctoraat. We 

hebben echter wel bewezen dat ook zonder deze ruggensteun, een proces veerkrachtig kan verlopen.  

 

Ik zal ongetwijfeld enkele persoonlijke karakteristieken en capaciteiten hebben die dit proces positief 

hebben beïnvloed, zoals vastberadenheid (sommigen noemen het koppigheid), 

doorzettingsvermogen, en leergierigheid. Daarbovenop heb ik In de loop van het proces een zekere 

flexibiliteit ontwikkeld en leerde ik, weliswaar met vallen en opstaan, wat meer geduld uit te oefenen.  

 

Maar met deze capaciteiten alleen, had ik hier vandaag niet gestaan. De eer komt volledig toe aan 

mijn ondersteunend netwerk van promotoren, vrienden, collega’s, en familieleden. Inderdaad, dit 

netwerk heeft zich gedragen als een complex adaptive system en heeft mij geholpen in het muddling 

through of ploeteren doorheen de complexiteit van het doctoraatsproject. Hierbij had ieder deeltje van 

het CAS zijn eigen rol en ik ben elk van jullie hier enorm dankbaar voor.  

 

Echter, vooraleer de elementen van het CAS persoonlijk te bedanken, wens ik mij eerst even te 

richten tot een grote groep supporters namelijk de deelnemers aan onze onderzoeken.  

 

Ik drong jullie leven binnen op één van de meest uitdagende en moeilijke momenten, namelijk 

wanneer jullie geconfronteerd werden met de eindigheid van het leven. Jullie vele eerlijke 

getuigenissen, recht uit het hart, hebben dit doctoraat mogelijk gemaakt. Ik hoop de inzichten die 
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vanuit jullie ervaringen zijn ontstaan, nu te kunnen doorgeven aan artsen en andere zorgverleners 

zodat zij diegenen die in jullie schoenen komen te staan, nog beter zullen begrijpen en kunnen 

begeleiden. Jullie onbaatzuchtige inzet is hartverwarmend.  

Mijn oprechte dank ook aan iedereen die mij geholpen heeft bij het zoeken naar deze fantastische 

deelnemers: Panal, De Mantel, de oncologische teams van UZ Gasthuisberg, UZ Gent, Imelda 

Ziekenhuis Bonheiden, huisartsen van regio Haacht en Boortmeerbeek, en de talrijke lotgenoten- en 

mantelzorggroepen. Dankjewel om folders te verspreiden, om potentiële deelnemers aan te spreken 

en te motiveren om aan het onderzoek deel te nemen, en voor de talrijke posts op jullie websites. 

 

Sta mij toe nu even mijn team van promotoren en co-auteurs te benaderen als een zwerm spreeuwen, 

een CAS.  

 

Professor De Lepeleire, Jan, jij was het die in mij voldoende potentieel zag om het traject aan te 

vatten. Jij bent de aanvoerder die de zwerm de lucht in joeg. Jij was meteen gewonnen voor mijn 

project en je keek met een open geest naar de mogelijke richtingen waarin we konden vliegen. Dat dit 

veel richtingen waren, bewees de mindmap die je bijhield. Met de vier windstreken kwamen we er lang 

niet, er kwamen steeds routes bij, en zijroutes, en aftakkingen van die zijroutes. Maar veel belangrijker 

nog: jij geloofde in mij. Jij was er van in het begin van overtuigd dat ik mijn weg zou vinden en dat we 

die weg samen ook zouden kunnen afleggen. Gedurende heel het traject kon ik met elke vraag, elke 

opmerking, en elke verzuchting steeds bij jou terecht, zelfs als dit niet direct met dit doctoraatsproject 

te maken had. Niets was jou teveel. Ik zal je altijd dankbaar zijn voor de kansen die je mij geboden 

hebt.   

 

Professor Pype, Peter, een CAS heeft meestal een geschiedenis en dat is bij ons niet anders. Jaren 

geleden vonden wij als twee, toegegeven, wat koppige, achttienjarigen heel snel een balans om 

samen opdrachten tot een goed einde te brengen. Alhoewel wij elk onze eigen ruimte nodig hebben, 

geraken we altijd het verste als we samen vliegen. Jan en ik hadden dan ook al heel snel na de start 

van dit project door dat jij een onmisbare bondgenoot zou zijn. Ooit noemde iemand jou: ‘gevaarlijk 

enthousiast’ en dat ben je inderdaad. Jouw enthousiasme en positiviteit werkt aanstekelijk. Jij ziet 

altijd het streepje roze, hoe donker de lucht ook kleurt. Je inventiviteit is onuitputtelijk. Ik mocht af en 
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toe eens meevliegen op jouw sterke vleugels om vervolgens de lucht in gekatapulteerd te worden, 

steeds hoger, steeds verder. Mogen samenwerken met jou was zeker één van de belangrijkste 

attractoren binnen dit project. Ik hoop nog heel veel projecten samen met jou te mogen uitvoeren.  

 

Professor Luyten, Patrick, jij hield je vaak op de achtergrond, de bescheiden vogel die achteraan vliegt 

maar die de koers van de vlucht bepaalt. Zonder jou waren we ongetwijfeld verloren gevlogen in het 

complexe landschap van resilience. Op elk kruispunt wist jij ons in de juiste richting te navigeren en 

tussenin liet je ons vrij, vol vertrouwen dat we de weg zouden vinden. Ik heb van jou heel veel geleerd.  

 

Professor Lauwerier, Emelien, als iemand mij vroeg: hoe gaat het met je artikel? Was mijn antwoord 

vaak: ik weet het niet, de commentaren van Emelien zijn nog niet binnen. Zolang we die commentaren 

niet hadden, kon het immers nog alle kanten op. Jouw vizier stond altijd net iets anders ingesteld dan 

dat van de anderen, en zoals dat gaat binnen een CAS, kwamen er steevast reacties op je 

commentaren in de aard van: hier volg ik Emelien… met onvoorspelbaar, soms paradoxaal CAS 

gedrag tot gevolg en een koerswijziging die ik, weliswaar luidkeels kwetterend, meestal volgde omdat 

ik wist dat je gelijk had en jouw inzichten een meerwaarde waren voor elk artikel en bij uitbreiding ook 

voor heel dit doctoraatsproject.  

 

Professor Menten en professor Denier, Johan en Yvonne, jullie waren op post bij elke mijlpaal en elke 

tussentijdse evaluatie. Jullie zorgden er echter voor dat deze mijlpalen geen stresserende 

evaluatiemomenten waren maar leuke bijeenkomsten gekenmerkt door positieve, stimulerende 

feedback waarmee ik weer verder aan de slag kon.  

Professor Vissers, professor Wens, professor Kerre, en professor Bruffaerts, leden van de jury, dankzij 

jullie constructieve opmerkingen kreeg ik de kans om de eerste versie van deze thesis te 

optimaliseren tot het boekje dat nu voorligt. Dankjewel hiervoor.  

 

Sofie Joossens en Luca De Clercq, wij hebben mekaars vliegtechnieken geoptimaliseerd. Jullie 

bekeken de grote hoeveelheid data met enthousiasme en een ongezien doorzettingsvermogen, 

steeds op een kritische en heel professionele manier, elk vanuit jullie eigen standpunt en vanuit jullie 

persoonlijke ervaringen. Jullie inbreng bij de analyse van de interviews is van onschatbare waarde.  
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Dr Dunagan, Curt, you started out as my proofreader. You made sure that every comma, colon, 

semicolon, and period in the articles was there on purpose. We spent hours discussing which word 

was most appropriate. Largely because of you, almost every article was published in the journal for 

which it was originally written. I'm sure no one else has read my articles as many times as you have. I 

think you must have become an expert on resilience. Working together for years also meant that we 

gradually got to know each other better. Carl G. Jung was definitely right when he said: To confront a 

man with his own shadow is to show him his own light. Thank you, Curt, for being my proofreader, my 

English tutor, my confidant, my friend, and so much more.  

 

Professor Schoenmakers, professor Aertgeerts, Doctor Spitaels, Birgitte, Bert en David, van jullie 

kreeg ik de unieke kans om onze studenten huisartsgeneeskunde warm te maken voor palliatieve 

zorg. Op deze manier kan ik hen meteen ook het belang van de zorg voor de mantelzorger meegeven 

en blijven de bevindingen uit deze thesis geen woorden in een boekje maar krijgen ze de kans om 

binnen te sijpelen in de dagelijkse praktijk.   

 

Maryse Wuyts en Ingrid Hofkens, jullie onvoorwaardelijke ondersteuning heeft ervoor gezorgd dat ik 

mentaal sterk genoeg bleef om dit proces vol te houden. Jullie vlogen de hele tocht mee en kwamen 

dicht naast mij vliegen telkens wanneer dit nodig was. Dankjewel voor alle vriendschappelijke 

gesprekken bij een tas koffie telkens wanneer er even tijd voor was en voor de professionele 

begeleiding telkens wanneer het even nodig was.  

 

Noël, Ilse, Gaby, Lucas, Koen, Gert, Stijn, Hans, alle equipeartsen en EAPC congresgangers, met 

jullie vloog ik letterlijk al naar verschillende uithoeken van Europa. Jullie zorgen ervoor dat elk congres 

een unieke belevenis is. Of het nu een poster of een presentatie is, op jullie steun kan ik altijd 

rekenen. Jullie vragen zoals: ‘wat kunnen we daar in de praktijk nu mee doen?’ Zetten mij steevast 

aan tot kritische reflecties. Bovendien zijn de wandelingen, de diners, en koffiepauzes met jullie 

gelegenheden waar ik lang op voorhand al naar uitkijk. Toegegeven, vaak zijn jullie opinies en 

commentaren op de lezingen meer inspirerend dan de presentaties zelf. See you all on the plane to 

Barcelona!  
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Karen Van Beeck, Kathleen Forceville, en Mieke De Pril, dankzij jullie konden we de studenten 

geneeskunde laten zien dat palliatieve zorg thuis en in het ziekenhuis complementair zijn en dat 

transfers, mits een goede aanpak, en kennis van en respect voor elkaars expertise, geen 

struikelblokken hoeven te zijn. Als professionele zorgverleners vanuit een ziekenhuissetting waren 

jullie ook oprecht geïnteresseerd in mijn eerstelijnsproject en jullie waren, samen met professor Jan 

Verhaegen, een kritisch publiek bij de try-out van mijn final doctoral plan.  

 

Dr Ann Vankrunkelsven, jij koos voor een netwerkpraktijk om het vele werk als huisarts wat te kunnen 

verdelen, maar je kreeg er op de meest onvoorspelbare momenten mijn patiënten nog bovenop. 

Zonder jou had ik nooit de permanentie voor de patiënten kunnen garanderen. Jij gaf mij de kans om 

tijd te nemen om onderzoeker te zijn, om artikels te schrijven, om op congres te gaan, om les te 

geven, om CRA te zijn, en om huisarts te zijn. Zonder jou was deze heftige combo nooit gelukt.  

 

Dr Thomas Callens, wij zijn gelijktijdig met ons doctoraatsproject gestart. Waar ik mij al eens durfde 

druk maken over nog maar eens een milestone die erbij gekomen was, bleef jij er altijd rustig onder. Jij 

leerde mij om het allemaal wat te relativeren en om met de twee voeten op de grond te blijven staan.  

 

Evelyn Oome, ook jij verstaat de kunst om anderen kansen te bieden en om vanuit een open geest en 

grenzeloze creativiteit rust en een thuis te creëren.  

 

Matthias, Phoebe, Steffen, en Jannes, jullie hadden elk je eigen mening over dit doctoraatsproject en 

je stak deze niet onder stoelen of banken. Jullie waren soms kritisch, soms meelevend, soms boos 

omdat er weer eens een feestje niet kon doorgaan, soms te luidruchtig, maar meestal begripvol en 

altijd oprecht. Wanneer het nodig was kon ik op jullie rekenen. Dankjewel Steffen voor het vertalen van 

ontelbare quotes en bedankt Phoebe voor het overnemen van alle consultaties en huisbezoeken, 

weken aan een stuk. En of jullie dit nu willen of niet, de helft van jullie genetisch materiaal komt van 

mij. Ik geef het maar mee: er schuilt een onderzoeker in elk van jullie, wat trouwens al meermaals 

bewezen werd in jullie scores op wetenschappelijk werk en theses. Het bloed kruipt waar het niet gaan 

kan.  
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Vic, mijn kleine grote vriend. Je beseft het vast nog niet goed, maar als ik hierna iets meer tijd heb, 

hoop ik die grotendeels met jou te kunnen doorbrengen.  

 

Dirk, jij hebt er al die jaren voor gezorgd dat er letterlijk en figuurlijk eten op tafel stond. Je nam van de 

ene dag op de andere alle huishoudelijke taken over. Je hebt in je eentje een groot gezin gerund, 

jarenlang, en dit naast je drukke job in het ziekenhuis. Je gaf mij de kans, de vrijheid, en de financiële 

ondersteuning om mijn vleugels uit te slaan, om onderzoek te doen, om congressen te volgen, om mij 

af te zonderen om te schrijven, kortom om mijn dromen na te jagen, 24 uur op 24, zeven dagen op 

zeven, meer dan vijf jaar lang. Zonder jou had ik dit doctoraatstraject niet overleefd.  

 

Sophie Opsomer 

 


