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Editorial on the Research Topic
 Meaning in Late-Life



The ongoing COVID pandemic showed us how vital the experience of meaning in life is for human wellbeing. This contemporary observation is backed up with cumulating scientific evidence illustrating that a sense of meaning in life relates to more optimal psychological, physical and social functioning as well as to better adjustment to traumatic events (Roepke et al., 2014; Winger et al., 2016; Czekierda et al., 2017; Fischer et al., 2020). We assume that the experience of meaningfulness in life is equally important during the different stages of the life span. Surprisingly, Steger et al. (2009) found that older adults reported even higher levels of meaningfulness compared to younger cohorts. However, in late adulthood, especially among people 80 years and older, chronic illness, loss of functionality, relationships etc. will likely put a strain on the meaningfulness experienced in life: life aspects that were important in generating meaning earlier in life such as care for children, hobbies, travel, or community service might disappear. Meaningful activities like reading, gardening, or sport might become more difficult to perform due to physical decline. Relocation to a nursing home or assistant living unit can weaken the social ties and reduce social contacts, impacting gravely on a crucial source of meaning namely personal relationships (Dewitte et al., 2021). The life stage of advanced age can have the power to erode meaning in the lives of older adults, especially when decay and decline are present.

The articles in this Research Topic provide an overview of how and why experiencing meaning in late life is important for well-being and psychological functioning but also point out the challenges in constructing meaning in old age. The articles are interdisciplinary, coming from nursing studies, psychology, health studies, religious studies & theology, and palliative care. The methodologies implemented are diverse ranging from ethnographic and in-depth interview studies to cross-sectional and longitudinal quantitative studies illustrating how researchers try to address this multilayered and complex phenomenon from different angles and perspectives. The empirical studies in this special issue are complemented by theoretical analysis articles and scoping reviews.

The phenomenon of perceived meaning in life calls for further study. At this moment, most researchers adhere to the tripartite view on meaning in life (George and Park, 2016; Martela and Steger, 2016), making a distinction between “purpose,” “mattering,” and “coherence” as essential dimensions of the experience of meaning. However, the discussion on which dimensions do belong to the core of the phenomenon and which do not is still unsettled. In this Research Topic, Pachana and Baumeister propose six potential dimensions of meaning in life based on earlier models and theorizing. They summarize purpose, value, efficacy, self-worth, mattering, and comprehension as central aspects of perceived meaning in life. Knizek et al. took another approach and zoomed in on how meaning in life is experienced by extremely poor Ugandan older adults. Here, respect was a crucial facet concretized in the ability and willingness of possible descendants to support their aged parents. Covering of basic needs and receiving dignities were needed to perceive life as meaningful despite the extreme poverty. Possibly, these findings of Knizek associate with the dimensions of self-worth and mattering that are put forward by Pachana and Baumeister.

An interesting alley is the focus on the sources that provide meaningfulness in life. Earlier research (Dewitte et al., 2021) showed that not all sources of meaning are equally related to the experience of meaning. Sørensen et al. came to the same conclusion based on a large register of Norwegian older adults. In their study, vertical self-transcendence, including explicit religiosity and spirituality, had the strongest relation to meaningfulness for people in late adulthood. Moreover, earlier accomplishments, including generativity and unselfish engagement with the surroundings and future generations, were more strongly related to the experience of meaningfulness in comparison with other life aspects. Tiilikainen et al. addressed the question of how meaningfulness is experienced by older adults during the COVID-19 pandemic: their mixed-method study reveals that social contacts, daily chores and activities, familiar places and seasonal changes contribute to meaningfulness during the pandemic situation. Still, studies on sources of meaning in life are predominantly cross-sectional and Sorensen therefore rightly calls for longitudinal research and interventional studies to clarify more precisely how sources of meaning are related to a sense of meaningfulness. In addition to longitudinal studies, we also call for studies with an experimental sampling methodology in order to elucidate the finer daily dynamics between sources and experience. Slettebø et al. assessed the sources that contribute to daily meaning for residents in nursing homes, revealing five themes: (1) opening the nursing home to the surroundings; (2) expanding and strengthening tis he community of practice; (3) facilitating customized activities; (4) ensuring sufficient nutrition and facilitating enjoyable mealtimes; and (5) preventing unrest and disturbing behavior. Despite some similarities (engagement with others, social contacts, community) in the findings of these three studies on resources of meaning in late life (Sørensen et al.; Tiilikainen et al.) the identified sources represent a large diversity. The variety in study population and research design can possibly explain this diversity. Nevertheless, these diverse findings do trigger follow-up questions regarding the inter-individuality or situation-specificity of meaning sources in their contribution to a sense of meaning.

In line with the general literature on meaning in life, several articles in this Special Issue demonstrate associations between meaningfulness and aspects of psychological functioning in late life. Lewis and Hill scrutinized “purpose” as a dimension of meaning in life showing that a sense of purpose in life might buffer the negative association between depressive symptomatology and cognitive functioning in older adults. This study indicates that sense of purpose can act as a resilience factor and thus adds to a growing body of research suggesting that a sense of purpose contributes to cognitive reserve. Araújo et al. showed that experiencing meaningfulness in life is a vital factor associated with being willing to live longer in centenarians. Further, the Special Issue contributes on knowledge how loss or lack of meaning is linked with difficulties in multiple aspects of life. Golovchanova et al. showed significant associations between perceived meaning and health problems, psychosocial functioning, and social support among community-residing older adults in Sweden. Appel et al. illustrated how a lack of meaning in life is often a central aspect in the experiences of tiredness or weariness of life in older adults. They provide a scoping review that clearly points out the lack of conceptual consensus in this field, as well as the complexity of the tiredness-of-life phenomenon and how existential concerns like meaning in life are probably intertwined with the tiredness-of-life experience.

A vital question concerns how meaning is constructed or made: which underlying mental processes are important in the meaning-construction processes? Dewitte and Dezutter focused on meaning reflectivity as a potential process in meaning-generation. They showed that community-residing older adults who are indifferent about issues of meaning in life might be more vulnerable to experiencing meaninglessness and depressive symptoms. Other scholars have investigated specific types of meaning-making processes. For example, Spännäri and Hanne Laceulle studied meaning making among Finnish retirement migrants; a key finding was that meaning making occurs as a process that is often inherent to daily activities which may seem “trivial,” but in fact turn out to be important sources of purpose, values, and connectedness. Meaning seems to be constructed in the details of life. Moreover, religion and spirituality seems to be intertwined with meaning making processes. Nissen et al. showed that spiritual care involves meaning making processes. Their theoretical analysis implies that meaning-related concerns of older patients can be addressed as a part of spiritual care. Along these lines, Toussaint et al. investigated the role of forgiving as a potential meaning making process in adapting to the COVID-19 pandemic situation. These findings not only show that older age relates to better mental health through higher levels of meaningfulness for but also that older age relates to better mental health through a serial indirect pathway. Lower COVID-19-related stress perceptions were associated with higher presence of meaning, higher forgiveness and better mental health. Positive psychological processes might thus play a pivotal role in meaning making. Meaning making can also be a difficult task. Nilsen et al. showed how crucial but challenging this process can be for breast-cancer survivors.

Meaning in life is fundamental to well-being and life quality. Within the care for older adults, the way that health care professionals (HCPs) address meaning in life-concerns is extremely relevant for shaping individualized and person-oriented care that goes further than the pure biomedical aspects of illness and suffering. In a qualitative study Isene et al. showed that HCPs in dementia care actively search for that what is meaningful for adults with dementia. The authors state that professional attentiveness for the patients' expressions and experiences of meaning may contribute to improved dementia care. HCPs, however, do not automatically have a focus on meaning in life as an essential part of care, as is described in Isene's study. Accordingly, an increased attention for existential topics in elderly care is advocated. This is in line with the findings of Viftrup et al. who showed in a qualitative study with hospice patients that meaning in life and other existential concerns are not easily talked about. Hospice patients tend to use medical solution-focused vocabulary when they talk about their meaning at the end of their lives. Dialogues with HCPs covering existential topics seem scarce and patients' existential vocabulary seems limited. The findings presented by Isene et al. and Vifturp et al. call for more attention for meaning-related aspects in health care practice. The study of Wynn et al. offers a caveat on this topic. Their results show that both care recipients and their partners report a decline in sense of purpose after being diagnosed with dementia; however, their perception of how the other partner evaluates the meaning in life is not the same. The partner of the person with dementia tend to underestimate the sense of purpose felt by the care recipient pointing out that people with dementia still report better well-being than negative stereotypes may suggest. This potential bias is of course an important focal point in dementia care.

In sum, this Research Topic offers insight in the complex phenomenon of meaning in life, its potential sources, the underlying processes, and its correlates. All contributions, however, also identify gaps and lacks in knowledge in this field. More needs to be done before we can fully understand the intriguing and multilayered experience of meaning in life in old age.
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Objective: Individuals higher in depressive symptoms commonly present with neuropsychological deficits including poorer memory performance. Sense of purpose in life has been shown to promote resilience to cognitive impairment in older adulthood, but it is unclear whether it may also protect against cognitive deficits associated with higher depressive symptoms.

Method: Cognitive functioning among 4599 older American adults (Mage = 74.33 years, range = 65–104 years, 56.84% female) was examined across a 12-year follow-up period. Depressive symptomatology was assessed at each wave using the 8-item Center for Epidemiologic Studies Depression Scale. Multilevel models assessed the influence of depressive symptoms and the interaction with sense of purpose in life on changes in memory performance and mental status.

Results: Higher depressive symptoms were associated with poorer memory performance at baseline, but did not predict rate of change over time. A negative interaction was observed between sense of purpose in life and depressive symptoms such that individuals higher in purpose experienced a less negative association between depressive symptoms and baseline memory performance. No significant interaction of sense of purpose and depressive symptoms was observed on mental status.

Conclusion: Having a sense of purpose in life may help protect older adults from memory deficits associated with higher depressive symptoms. The present findings underscore the potential for sense of purpose to promote cognitive reserve in older adulthood, allowing individuals to maintain cognitive performance in the face of accruing neurological insults.

Keywords: depression, cognitive functioning, purpose in life, older adulthood, longitudinal studies


INTRODUCTION

Multiple theoretical frameworks and a large empirical literature now supports the claim that sense of purpose is “a psychological resource for aging well” (Windsor et al., 2015, p. 975). Purpose in life is central to the Ryff model of psychological well-being in adulthood (Ryff, 1989, 2014), which describes it with respect to having a direction in life toward goal-directed activities. Moreover, theories of successful aging point to the value of productive life engagement (Rowe and Kahn, 1997), viewed by some as the defining characteristic of having a purpose in life (Scheier et al., 2006).

Although sense of purpose appears valuable for myriad reasons (Pfund and Hill, 2018; Pfund and Lewis, 2020), a burgeoning literature has pointed to its value for cognitive resilience in later life. In one study (Windsor et al., 2015), Australian older adults with a higher sense of purpose outperformed peers on measures of memory and processing speed. Moreover, the study found that purposeful older adults experienced reduced rates of decline for processing speed over time. Work with the MIDUS study in the United States has found similar results among middle-to-older adults; namely, sense of purpose was associated with better memory and executive functioning scores cross-sectionally (Lewis et al., 2017), and that changes in purpose were correlated with changes in memory skills (Dewitte et al., 2020).

Moving beyond normative cognitive resilience, sense of purpose also may protect against non-normative cognitive decline. For instance, one study found sense of purpose longitudinally predicted later risk for Alzheimer’s disease (Boyle et al., 2010). Moreover, sense of purpose was shown to moderate the association between the physiological markers for decline and diagnosis in that sample (Boyle et al., 2012) suggesting that having a sense of purpose may reduce the risk for decline posed by neurological factors. This work thus takes an interesting spin on the role of purpose in promoting healthy cognitive aging. Most studies in the area have discussed potential pathways by which sense of purpose may promote cognitive functioning (e.g., Windsor et al., 2015; Lewis et al., 2017; Dewitte et al., 2020), alerting researchers to consider whether purpose matters because it promotes physical health, emotional well-being, and activity engagement.

Instead, this work on Alzheimer’s risk points to an alternative rationale, namely that having a sense of purpose may mitigate risk for cognitive concerns. Such a proposition aligns with past work linking sense of purpose to greater resilience in later life (Nygren et al., 2005), insofar that it can provide a resource against adversity or obstacles. Multiple studies find that purposeful individuals report greater hope in their ability to navigate obstacles in life (Bronk et al., 2009; Burrow et al., 2010). However, the interpretation from this work is typically with respect to physical or perceived obstacles to goal pursuit, rather than for instance, psychological or physiological concerns. Some evidence toward the latter comes from work showing that sense of purpose may mitigate the impact of daily stressors on emotional and physical well-being (Hill et al., 2018). Given that stress may play a role in cognitive decline (e.g., Dickinson et al., 2011), the cumulative story from this work is that sense of purpose could play a role on cognitive ability by mitigating psychosocial risk factors. However, to this point, work has yet to investigate this purpose-as-mitigator account with non-neurological risk factors.

The current study investigated this claim with respect to whether sense of purpose serves to mitigate the risk associated with depressive symptoms. Several studies have demonstrated that depressive symptoms longitudinally predict cognitive decline, when measured using laboratory-based markers of cognitive performance (Yaffe et al., 1999; Wilson et al., 2004; Dotson et al., 2008), measures of mental status (Chodosh et al., 2007), and risk for non-normative decline (Wilson et al., 2002; Ownby et al., 2006). Even when longitudinal associations are not always found, studies have found depressive symptoms are linked with lower initial cognitive status (Ganguli et al., 2006).

When considering potential behavioral and psychological explanations for these findings, they elucidate the potential reasons why sense of purpose could help mitigate risks. To start, individuals with depressive symptoms are likely to have reduced interest in activity engagement, a protective factor that has been positively linked cross-sectionally and longitudinally to sense of purpose in older adulthood (Lewis and Hill, 2020). Furthermore, depressive symptoms include having poor quality sleep (Radloff, 1977), and sense of purpose prospectively predicts a reduced risk for sleep disturbance (Kim et al., 2015). Finally, sense of purpose has been linked to reduced risk for social anxiety (Kashdan and McKnight, 2013), and a greater likelihood for supportive relationships (Weston et al., 2020), which may counteract the disinterest in social engagement associated with depression. Given that activity engagement, social involvement, and sleep all promote healthy cognitive aging (Smith, 2016), sense of purpose appears to be a likely candidate for moderating the risk for cognitive deficits associated with depressive symptoms.


Current Study

The current study tested this claim using longitudinal data from older adult participants in the Health and Retirement Study (HRS). Across occasions spanning 12 years, participants completed assessments for memory recall and mental status, and measures of sense of purpose and depressive symptoms. Previous work has demonstrated that sense of purpose predicts risk for non-normative cognitive decline when accounting for depressive symptoms (Boyle et al., 2010), however no studies to our knowledge have investigated whether these variables interact to predict cognitive ability in older adulthood. We tested whether sense of purpose would moderate cross-sectional and longitudinal associations between depressive symptoms and cognition, both with respect to recall and mental status.



METHOD


Participants

The current study utilized data from the HRS (Sonnega et al., 2014), a biennial nationally representative longitudinal study of American adults over the age of 50. In 2006, the HRS introduced a psychosocial questionnaire including measures of sense of purpose in life administered to a randomly selected half of the sample (Smith et al., 2017). This questionnaire was repeated at 4-year intervals, resulting in up to four repeated assessments of sense of purpose across a 12-year span between 2006 and the most recent 2018 wave. For the current study, eligible participants included those with available data for sense of purpose in life, depressive symptoms, and cognitive functioning who were aged 65 or older at the 2006 baseline wave. The resulting sample included 4599 participants.



Materials


Cognitive Functioning

Cognition in the HRS was assessed using the Telephone Interview for Cognitive Status (TICS), a brief, non-clinical assessment designed to be administered via telephone. Based on previous validation of the cognitive measures in HRS (McArdle et al., 2007), cognition was subdivided into two domains: word recall and mental status. Word recall is a composite measure of immediate and delayed word recall memory tasks in which participants are provided with a list of 10 unrelated nouns to be recalled immediately after presentation and again after a 30-min delay. Scores on this composite measure range from 0 to 20. Mental status is a summary variable representing performance on tasks of numeracy and perceptual orientation including serial 7 and backwards counting tasks, as well as date (day, month, year, and day of week), object (e.g., “What tool do you usually use to cut paper?”), and United States president naming. Scores on the composite mental status measure range from 0 to 15.



Depressive Symptomatology

Depressive symptoms were assessed at each wave using the 8-item Center for Epidemiologic Studies Depression Scale, which has been previously validated in large survey data of older adults (Karim et al., 2015). Participants were asked to report whether they had experienced (yes = 1, no = 0) eight specific symptoms for much of the previous week (felt depressed, lonely, sad, unmotivated, happy, everything was an effort, enjoyed life, and had restless sleep). Positive items (e.g., felt happy) were reverse-scored and the sum was taken to create a score ranging from 0 to 8, with higher values indicating more depressive symptoms.



Sense of Purpose in Life

Sense of purpose in life was measured using the 7-item version of the Ryff Psychological Well-Being Scale (Ryff, 1989). This measure included items such as “I live life one day at a time and don’t really think about the future,” “I am an active person in carrying out the plans I set for myself,” and “I have a sense of direction and purpose in my life.” Participants were asked to rate on a six-point scale, from strongly disagree (1) to strongly agree (6), the extent to which such statements apply to them. The mean of these items was calculated to create a sense of purpose score for each wave.



Statistical Analyses

Multilevel modeling (Raudenbush and Bryk, 2002) was used to examine changes in word recall and mental status across the 12-year follow-up. Multilevel modeling with maximum likelihood estimation was chosen as it is robust to missing data issues common in longitudinal studies and it permits the examination of both within-person and between-person dynamics on change in cognitive performance over time (Hoffman and Stawski, 2009). We utilized two different centering techniques to account for within- and between-person sources of variation in sense of purpose and depressive symptoms. At the within-person level (Level-1), sense of purpose and depressive symptoms were person-mean centered to reflect fluctuations over time in individuals’ scores on these variables relative to their own typical levels. At the between-person level (Level-2), sense of purpose and depressive symptoms were centered on the overall sample mean to account for consistent differences between individuals across the follow-up period. In this regard, the models for the present study can be expressed as:

Level 1:

Cognitionti = β0i + β1i(Time) + β2i(PurposeWP) + β3i(CESDWP) + eti

Level 2:

β0i = γ00 + γ01(Age) + γ02(Sex) + γ03(Education) + γ04(PurposeBP) + γ05(CESDBP) + γ06(Purpose × CESD) + μ0i,

β1i = γ10 + γ11(Age) + γ12(Sex) + γ13(Education) + γ14(PurposeBP) + γ15(CESDBP) + γ16(Purpose × CESD) + μ1i,

β2i = γ20 + γ21(Age) + γ22(Sex) + γ23(Education) + γ24(CESDBP) + μ2i,

β3i = γ30 + μ3i,

where the cognitive functioning (word recall or mental status) for a given person, i, at time, t, is a function of a person-specific intercept (β0i), a person-specific linear slope (β1i), their within-person centered level of sense of purpose and depressive symptoms at that time (PurposeWP and CESDWP), and a residual error term (eti). At the between-person level, the intercept and slope terms are expressed as overall sample means (γ00 and γ10) and individual deviations around those means (μ0i and μ1i), as well as the effects of age, sex, education, sense of purpose, depressive symptoms, and a sense of purpose by depressive symptoms interaction term. Age and education were centered in the models on the sample mean and sex was coded as males = 0, females = 1. In addition, cross-level interaction terms on the within-person effect of sense of purpose to account for potential modification of this effect by age, sex, education, or depressive symptoms.



RESULTS

Baseline demographic characteristics of the sample are presented in Table 1.


TABLE 1. Baseline demographic characteristics (n = 4599).

[image: Table 1]

Word Recall

Results of the multilevel models predicting change in word recall and mental status are presented in Table 2. Having a higher sense of purpose in life predicted greater word recall at baseline, but was not associated with longitudinal change in recall across the follow-up period. However, sense of purpose did predict dynamic within-person changes in word recall. In other words, on occasions when participants reported higher purposefulness than was typical for them (i.e., above their personal mean across measurement occasions), they were more likely to perform better on the word recall memory tasks at that occasion.


TABLE 2. Multilevel models for sense of purpose and depressive symptoms as a predictor of word recall and mental status.

[image: Table 2]Higher depressive symptoms were associated with poorer recall performance at baseline, but did not predict overall change (slope) or occasion-to-occasion fluctuations in word recall. Though higher depressive symptoms predicted poorer baseline performance, a significant sense of purpose by depressive symptoms interaction was observed wherein higher sense of purpose diminished the negative impact of depressive symptoms on word recall. For example, a participant reporting sense of purpose one standard deviation above the sample mean would be expected to recall 0.11 fewer words for each increase in depressive symptoms, whereas an individual one standard deviation below the mean for sense of purpose would recall about 0.23 fewer words with each depressive symptom. A visual representation of this interaction is presented in Figure 1.
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FIGURE 1. Moderating effect of sense of purpose in life on associations between depressive symptoms and baseline word recall.




Mental Status

Results of the model predicting changes in the mental status composite variable are presented in the right column of Table 2. Similar to the word recall model, sense of purpose in life predicted baseline mental status, but not change in the slope parameter. Sense of purpose and performance on the mental status battery were also found to fluctuate together over measurement occasions, such that participants were likely to show concurrent increases in both sense of purpose and mental status. This within-person effect of sense of purpose on mental status was modified by age, with sense of purpose having a larger effect among older participants. Unlike the word recall model, having higher depressive symptoms was associated with both poorer initial mental status and with slightly steeper decline over time. No significant interaction was observed between sense of purpose and depressive symptoms on mental status.



DISCUSSION

Accruing research has supported the notion that having a sense of purpose in life is associated with positive cognitive outcomes in older adulthood including better cognitive performance (Windsor et al., 2015; Lewis et al., 2017) and resilience to dementia-related neuropathology (Boyle et al., 2012). The present study sought to build upon these past findings by examining whether sense of purpose protected against depression-related cognitive deficits in a large, representative sample of community-based American older adults. Having higher sense of purpose in life was associated with better baseline word recall and mental status, and within-person increases in sense of purpose over time predicted corresponding increases in performance on both composite cognitive measures. Moreover, higher sense of purpose in life appeared to mitigate some of the negative effects of depressive symptoms on memory performance, with the association between higher depressive symptoms and baseline word recall being weaker among participants reporting higher sense of purpose. These findings underscore the importance of having a sense of purpose in life as a source of psychological and cognitive resilience in older adulthood.

Past research has pointed to sense of purpose in life as a resource for psychological resilience, helping individuals to overcome or recover quickly in the face of challenges to health and wellbeing (Ryff et al., 2012). For instance, veterans with a history of trauma who report higher sense of purpose in life are less likely to experience psychological distress including post-traumatic stress disorder and depressive symptoms (Pietrzak and Cook, 2013). One potential explanation for sense of purpose protecting against psychological distress is reduced reactivity to stressful experiences. More purposeful individuals also appear to be less reactive to daily stressors, showing smaller increases in negative affect and physical symptoms such as headache or fatigue relative to those lower in sense of purpose (Hill et al., 2018). Purposeful individuals may also utilize more adaptive coping mechanisms to manage psychological distress, such as relying on social support or reframing challenges in the context of major life aims.

The present work also adds to a growing body of research suggesting that sense of purpose in life contributes to cognitive reserve. The theory of cognitive reserve suggests that the accumulation of certain lifestyle characteristics allow some individuals to maintain cognitive functioning in the face of neurobiological insults, such as those associated with Alzheimer’s disease and related dementias (Stern et al., 2019). In this way, cognitive reserve may be thought of as a distinction between pathology-related neural integrity and the clinical manifestations of the pathology. Indeed, post-mortem analyses have found that as many as one third of older adults with minimal cognitive impairment prior to death show levels of amyloid and neurofibrillary tangle deposition similar to persons with Alzheimer’s disease (Neuropathology Group. Medical Research Council Cognitive Function and Aging Study, 2001). Prior research has found older adults higher in sense of purpose in life to be more resilient to neuropathological changes; showing better cognitive functioning despite accruing neural hallmarks of Alzheimer’s disease relative to those lower in sense of purpose (Boyle et al., 2012). Major depressive disorder and high depressive symptomatology may similarly represent a neurological challenge insofar as it may lead to neurocircuitry abnormalities and dysregulation of neural systems involved in memory, executive functions, and attention (Murrough et al., 2011). The present study extends these findings, demonstrating that sense of purpose mitigates negative effects of depressive symptoms on memory performance.

Purpose in life may contribute to cognitive reserve through the promotion of higher order cognitive processes involved in the pursuit of purpose-driven life aims. Having a sense of purpose and direction in life is thought to involve several complex cognitive processes including self-reflection, envisioning future self-representations, and efficient allocation of resources across sometimes competing purpose-related goals (McKnight and Kashdan, 2009). Moreover, sense of purpose in life is believed to provide motivation and guide behavior toward actions that are congruent with long-term goals (Lewis, 2020). Indeed, sense of purpose is associated with greater leisure activity engagement, including participation in intellectual activities such as reading or doing puzzles (Lewis and Hill, 2020), which have been previously shown to contribute to cognitive reserve (Scarmeas and Stern, 2003). However, additional work is needed to clarify the mechanisms underlying associations between sense of purpose and higher cognitive reserve.

These findings also highlight the utility of sense of purpose in life as a therapeutic target among older adults at risk for depression and cognitive impairments. Several studies have shown that sense of purpose in life may be modifiable through brief interventions (Pizzolato et al., 2011; Chippendale and Boltz, 2015). For instance, one 8-week intervention involving training to help older adults identify and appreciate positive experiences as they relate to their purpose in life has been found to improve sense of purpose and lead to decreases in depressive symptoms, with these benefits being sustained at 6 month follow-up (Friedman et al., 2017, 2019). Such non-pharmaceutical interventions could help supplement existing treatment protocols to support wellbeing and promote cognitive resilience among older persons with depression.

The present study is limited in some ways which should serve to inform future research in the area. For instance, though the 8-item CESD scale has been shown to be a valid indicator of depressive symptomatology in large longitudinal studies (e.g., Karim et al., 2015), a detailed clinical evaluation could better clarify the role of sense of purpose in life on cognitive performance among individuals with major depressive disorder. Furthermore, the cognitive battery used in the present study was limited to two cognitive domains, which does not account for interactions between depressive symptoms and sense of purpose on other cognitive functions. Given that depression appears to be most strongly linked with deficits in tasks of attention and cognitive flexibility (Lee et al., 2012), future research is needed to ascertain whether sense of purpose similarly protects against deficits in these cognitive domains. These limitations aside, the present study highlights the value of having a sense of purpose in life as a source resilience, allowing older individuals to better maintain functioning in the face of challenges to wellbeing and cognition.
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The quest for meaning in life takes on new challenges and directions during late life. This mini-review draws on prior theory to analyze meaningfulness into six discrete dimensions (purpose, value, efficacy, self-worth, mattering, and comprehension) and covers research into how these apply and operate specifically during late life. Limited remaining time, concern with one's legacy, concerns with self-continuity and integration, variable challenges to self-worth, and prioritization of positivity emerge as key themes.
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Finding meaning in life is a potential concern for people of all ages, presumably except very young children. Meaning in life is widely regarded as an indicator of well-being (Ryff, 1989), and indeed most people generally report that their lives have sufficient meaning (Heintzelman and King, 2014). Nevertheless, a lack of meaning is often linked to multiple negative outcomes, again at all ages. For example, lack of meaningful life engagement has been associated with both state and trait loneliness in younger people (Tam and Chan, 2019) and with increased risk of depression in older people (Van der Heyden et al., 2015).

Later life has been mooted as a time of particular relevance to meaningfulness concerns. Later life presents relatively few new opportunities for meaning while taking away some sources that may have been important during youth and middle age. In particular, the loss of social connection due to death or departure of loved ones can reduce meaning, given the central importance of relationships (e.g., Stillman et al., 2009). Yet many researchers, and older adults themselves, would dispute a lack of meaning in later years (Wong, 1998). For example, Reichstadt et al. (2010) found engagement with life and self-growth in later life cited by older adults as key to successful aging (along with self-acceptance and self-contentedness). Early work comparing researchers' and older adults' views of successful aging highlighted the multidimensional formulations of aging well among the latter compared with the former (Phelan et al., 2004). Increasingly, researchers are taking a more nuanced view of successful aging to incorporate constructs including meaningful engagement in life, and moreover taking cultural frameworks into consideration when examining meaning in later life (e.g., Lamb, 2014).

Two influential theories seek to explain how developmental stage of life influences perceptions and behaviors regarding meaning over the life course. Carstensen's Socioemotional Selectivity Theory (SST; Carstensen et al., 1999) suggests that recognition of a foreshortened future influences goal selection such that emotionally meaningful goals and relationships are prioritized over less meaningful goals. Whereas, the young person may see inchoate decades stretching ahead, the older individual is often increasingly aware that time is limited. The time perspective, rather than chronological age per se, drives these changing motivational patterns; for example, in younger HIV patients with short life expectancies, similar motivational shifts occur (Carstensen and Fredrickson, 1998). There is a greater urgency to set realistic goals and pursue them without delay. Learning is less important, whereas enjoying meaningful goals gains in priority.

Baltes's Selection Optimization Compensation (SOC) is a theory developed to explain successful aging (Freund and Baltes, 1998) and has been applied in contexts as varied as business, health care, and nursing home settings. SOC focuses not on outcomes but on the processes to maximize gains and minimize loss in pursuit of meaningful goals in later life by harnessing strengths and strategically using adaptive strategies. The SOC model proposes that well-being and effective functioning throughout the lifespan can be achieved by engaging in the strategies of selection (selecting and prioritizing goals), optimization (acquiring and applying means for goal achievement), and compensation (increasing effort or recruiting alternative means to achieve the goal in the face of declines or losses of functioning). Therefore, aging well involves behavioral adjustments but moreover, requires an evolving skill set that includes letting go of plans and procedures developed earlier in life but less suited to current circumstances.

In this brief review, we discuss the challenges that arise in old age with regard to meaning in life. The analysis rests on several prior treatments as to what constitutes meaning in life, starting with Frankl's 1959 seminal work and including subsequent efforts. Frankl focused on purpose as essential to life's meaning. Baumeister (1991) proposed purpose, value, efficacy, and self-worth as four needs for meaning. George and Park (2016) featured purpose, mattering, and comprehension.


PURPOSE

All theories about meaning in life emphasize purpose, and it was the main need emphasized in the seminal work by Frankl (1959). Purpose means that present activities draw meaning from future events, to which they are usually connected in causal fashion. Goal pursuit connects present action to future benefits. In short, all meanings of life include purposiveness.

Purposiveness changes with aging. The foreshortened future focuses attention on shorter-term goals—or else one accepts that one is working toward goals that one will never live to see realized. That latter is a bit of a shock, as it goes beyond what animals could consider as worth doing. It leads to thoughts of one's legacy; people begin to care about how they will be remembered after they are dead, though there is no rational benefit to the self (e.g., Vonasch et al., 2018). In a study of legacy, Newton et al. (2020) found that Erikson's construct of stagnation (the opposite of generativity, or caring for the next generation) inhibited legacy expression and well-being in later life.



VALUE

Values are beliefs about what is right and good. They guide goal selection. Perhaps there is no strong reason why values should change with aging, but priorities among one's values may change, again because of the foreshortened future, as well as other reasons. If nothing else, aging individuals may become less willing to invest time and effort based on other people's foolish or dubious pursuits. Continuation of midlife generativity may depend on perceptions of whether one's efforts have been respected and appreciated (Cheng, 2009). Still, generativity becomes a prominent value during mid-life and continues into old age for many people (McAdams et al., 1993).

Here an aspect of Cartensen's SST may be relevant: the positivity effect. SST posits that people place increasing value on emotionally meaningful goals as they age. However, older adults also show preferential cognitive processing of positively-valenced (relative to negatively-valenced or neutral) stimuli, compared with younger adults (Charles et al., 2003). Such an emotionally gratifying focus may enable older adults to view life as more positive, and potentially more meaningful, contributing to emotional well-being (Carstensen and Mikels, 2005).



EFFICACY

As a core need for meaning in life, efficacy means making a difference in the world, and especially to bring about progress toward those valued goals. Efficacy varies greatly among persons of any age; later in life it may well be that beliefs about efficacy, that is, self-efficacy and perceived control, may influence well-being and functionality more than efficacy per se (Seeman et al., 1996; Robinson and Lachman, 2017). Furthermore, both SST and the positivity effect would argue that one's view of efficacy itself shifts in the latter half of life, such that emotionally gratifying pursuits are prioritized.



SELF-WORTH

There is a mixed literature regarding changes in self-esteem with increasing age; while some research supports declines in self-esteem in later life (e.g., Orth et al., 2010), a recent systematic review of the literature spanning 48 countries has found that both age and gender influence self-esteem and self-worth in complex, often non-linear ways (Bleidorn et al., 2016). Complex mediational relationships have also been demonstrated between optimism and self-esteem over the lifespan, with greater optimism associated with increased age (Jiménez et al., 2017). Given an increase in individual differences with increased age, it may well be that while a decline in self-worth is not inevitable in later life, such declines may be experienced more acutely in subpopulations of older adults. This appears to be borne out by converging data on the negative impact of poor health and socioeconomic status on self-esteem in later life (McMullin and Cairney, 2004).

Self-esteem plays an important role in buffering the effects of declines in health and functionality in later life (Sargent-Cox et al., 2012). One salient threat to self-esteem and self-worth in later life is ageism. Levy and Macdonald's 2016 review of the topic highlights negative personal and societal effects of ageism, including age stereotyping and age discrimination in the workplace. Stereotype embodiment theory (Levy, 2009) focuses on individuals who may embody or who have internalized stereotypes of aging in self-fulfilling ways that influence their health. Ravary et al. (2020) have introduced the construct of age-contingent self-worth to disentangle insecurities about one's own aging and feelings of self-worth. Such individuals are argued to be at greater risk for less successful aging, being essentially deprived of the dividends of the positivity effect.



MATTERING

Mattering was proposed by George and Park (2016) as an important component of meaning in life. Mattering, or the belief that one's life matters, is not a well-defined term, though neither is meaningfulness. George and Park explained that mattering involves a subjective belief that one's life has value and significance in the world. Value has already been discussed as a separate need, though for George and Park, value mainly modifies other needs. (They agree that purpose is an important need for meaning, but they also acknowledge that purposes must have value).

The concept of mattering calls for further elucidation. Clearly the term resonates, because self-rated mattering among workers in organizations predicted a variety of positive outcomes (Reece et al., 2021). Mattering has even become a political slogan, with many Americans marching to support the view that “Black lives matter” and some people losing their jobs for suggesting that other lives matter too. In meaning research, however, mattering is used more broadly, such that all lives may contain any degree of mattering.

It may be difficult to sustain a sense that one's own life matters if one does not believe one's life matters to others. Taylor and Turner (2001) discuss mattering in terms of its (negative) relationship to depressive symptomatology (found in their studies in women but not in men) but further work on mattering, effective disorders and suicide, which is a significant issue in later life (particularly for older men; Van Orden and Conwell, 2011) is warranted.



COMPREHENSION

Comprehension was the third need postulated by George and Park (2016). It comprises coherence and understanding, so again this need can be broken down into discrete parts. Coherence means that the parts of one's life fit together without contradiction; understanding means that one's life, upon reflection, makes sense.

There is an increasing literature examining age differences across the lifespan in self-continuity, defined as perceived associations of one's present self with past and future selves (Löckenhoff and Rutt, 2017). Maintaining a sense of continuity in the face of age-related changes is an important factor in maintaining well-being in later life (Baltes et al., 1998), and a growing literature suggests increasing stability in self-continuity with increasing age. Other characteristics of the self also demonstrate age trends toward greater stability in later life, including life philosophies, value systems, personality, and life satisfaction (Terracciano et al., 2005; Lachman et al., 2008; Quoidbach et al., 2013). Older adults themselves are aware of this tendency toward self-stability later in life, and this stability may be driven in part through internal and environmental factors (Löckenhoff and Rutt, 2017). This may in turn impact upon comprehension with respect to one's life toward the end of life.



CONCLUDING REMARKS

As human longevity continues to increase, the keys to successful aging become ever more important. An emerging consensus holds that finding or maintaining meaning is part of successful aging. We have sought here to break meaningfulness down into more precisely defined and specific needs for meaning. Such an approach holds promise for elucidating the problems, challenges, and opportunities for maximizing meaning in late life.
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Background: Between 2015 and 2050, the aging population of Uganda (aged 50 years and older) will be nearly doubled. Therefore, later-life problems have become an area of increasing research and policy interest. This study aimed at exploring how aging people living in extreme poverty in a low-income country experience their everyday life and what kind of meaning systems employed by them to understand and cope with their living conditions.

Methods: We conducted a qualitative interview with 14 participants in the Buikwe district. In this interview, 11 women and 3 men were included, and a thematic analysis was employed for data processing and analysis.

Results: Unanimously, all participants reported their condition as extreme poverty. The key informants (KIs) emphasized respect from descendants and the community as a foundation for a meaningful later life. In contrast, this aspect has been ever mentioned by no caregivers but by only one care-receiver. The willingness/ability of children to support the elderly who are in need of support formed a major part of the reflections of care-receivers, which would be decisive for their position in the society and the respect they would receive. In addition, both Christianity and traditional beliefs as well as beliefs in witchcraft and ancestral spirits were employed as a basis for actions and reflections.

Discussion: The question arises whether life in extreme poverty conditions can be perceived as meaningful. Respect was mentioned as fundamental by the KIs, thereby giving priority to social relations as the most meaningful factor for living a meaningful life. The ability and willingness of the possible descendants for support as the focus of care-receivers might be a more down-to-earth description of this aspect but without using the same level of abstraction. For the majority, due to their belief system did not serve as a source of consolation their main focus was on social relationships for support. To improve the wellbeing of the old people, their sense of meaning must be restored through a system, guaranteeing the coverage of basic needs and measures to restore dignity through a reintegration in both community and congregations. Social service agencies who are targeting the elderly people need to work toward this objective.

Keywords: meaning, Africa, old people, elderly, poverty


INTRODUCTION

Getting old for many people includes significant social, personal, and/or physiological changes including the loss of physical abilities, relationships, and social position. Health becomes a central issue when physiological changes become noticeable and the risk for chronic diseases gets increased, which again could impair the quality of life and wellbeing. According to the report of WHO on aging and health, health must be considered as a “fundamental and holistic attribute that enables older people to achieve the things that are important to them” (World Health Organization, 2015, p. 27). Important ingredients for healthy aging are integrity, dignity, freedom, and autonomy, which all are collectively called as human rights (ibid). In addition, the United Nations (2006) Convention on the rights of persons with disabilities especially focused on the rights for all people with a particular form of functional limitation as most older people have acquired, to live, and to be included in their community. In these perspectives, the concept of “functional ability” becomes important. According to the WHO's International classification of functioning (WHO, 2001), functional ability must be understood as health-related attributes, which make it possible for people to be and to do what they have a reason to value. Functional ability is made up of both the intrinsic capacity of the individual and relevant environmental characteristics as well as the interaction between those. The net physical and mental capacities of an individual make up the intrinsic capacity, whereas the environment consists of the contextual factors influencing an individual. Structural, physical, political, and normative factors as well as health and social policies, healthcare services, and other systems as a potentially providing support are part of the context, which is central for the functional ability of an individual (WHO, 2001). This means that, in addition to the possibility of getting help due to increasing health issues, WHO emphasizes the support of intrinsic capacity/individual resilience based on the ability of an individual for a positive adaptation in case of adversities and the upholding of wellbeing and meaning in life. However, one has to differentiate between the ultimate meaning of our lives as a lifelong quest and meanings in life, which are everyday events or activities that individuals ascribe importance to, in accordance with their value systems guiding their behavior (Frankl, 1969/2014). Both meaning in life and meaning of life are of crucial relevance for wellbeing and health as “…the acute suffering of someone who lacks meaning in life can lead to stress, ulcers, and even suicide” (Baumeister, 1991, p. 30).

The meaning-making concept has attracted renewed attention and further development in the last 20 years (Park, 2005, 2010; Seligman, 2011; Proulx and Inzlicht, 2012; De Marinis, 2018). Meaning-making is essential for a successful adaptation to shifting environments and consequently must be understood as an important part of the intrinsic capacity, which makes up a central component of the functional ability. In the meaning-making model of Park and Folkman (1997), one distinguishes between global meaning that encompasses, for example, beliefs about life, life goals, or idealistic commitments, and situational meaning, which are meanings “…in the context of a particular environmental encounter” (Park, 2010, p. 258). The global meaning system is a construction of both accumulated personal experiences and cultural influences that include dominating belief systems (Baumeister, 1991). In this global meaning system, we find assumptions about control, predictability, goals, etc. (Janoff-Bulman and Frantz, 1997; Mischel and Morf, 2003; Park, 2005, 2010). The global meaning system can be challenged by, for example, injustices, loss of persons and abilities, illness, poverty, or catastrophic events, and the person must figure out whether the situation is threatening and/or controllable and which consequences it might have in the future (Park, 2010). If the person experiences a discrepancy between the global meaning system and an actual situation, he/she has two options: revise the global meaning system (accommodation) or the appraisal of the situation (assimilation). Both cognitive and emotional forces are employed in these processes (Hunt et al., 2007; Sloan et al., 2007), which consequently have been termed as cognitive-emotional processing by Hayes et al. (2007). The result of these processes can be described as having “made sense” (Davis et al., 1998) or “meanings made” (Park, 2010) and can include growth, predictability, or coming to terms with an event or a condition (Evers et al., 2001). Other perspectives on meanings made are reattributions and causal understanding (e.g., Janoff-Bulman and Frantz, 1997; Westphal and Bonanno, 2007), changes in identity (Gillies and Neimeyer, 2006), global beliefs (Park, 2005, 2010), or global goals (Martin and Tesser, 2006) or a reappraisal of the meaning of a stressor (e.g., Resick et al., 2008), where the implications of an actual situation are re-evaluated in a more positive light (Park, 2010). Meaning-making as part of the intrinsic capacity in the functional ability of a person consequently seems to be important for health and wellbeing throughout all stages of life, including the later part. Dominant religious belief systems seem to be helpful for many people to be comprehensive meaning systems (Hood et al., 2005; Silberman, 2005; Newton and McIntosh, 2013) offering meaning and hope in a variety of situations (Hall and Hill, 2019). This is especially relevant in Uganda, a highly religious country in which the majority of the people (about 84%) are Christian, 14% are Muslim, and the remaining people belong to traditional African religion (Uganda Bureau of Statistics National Population Housing Census, 2014).

The existing literature seems exclusively focused on older people in resourceful settings, whereas settings with limited resources have been overlooked despite the fact that most people in the world live in poverty (Worldometer, 2021). In addition, the effect of the worldwide AIDS epidemic, which mostly occurs in the developing world, has received relatively little consideration with respect to older persons despite their lives being significantly affected in various ways (Knodel et al., 2003). The purpose of this study was to explore how HIV-infected older persons in a low-income country experience their everyday life and what kind of meaning systems are employed by them to understand and cope with their living conditions. As meaning-making seems related to health and wellbeing, this kind of knowledge might be important for the improvement of the conditions for the elderly in Uganda.


The Setting of the Study

Uganda is a low-income country with a young population. Almost half of the population of Uganda estimated to be 46,581 million is less than 15 years old and only about 10% are <45 years, and the median age is 16.7 (Worldometer, 2021). While Uganda has adopted the UN definition of older persons as those aged 60 or more years, WHO operates with a figure of 50 or more years, resulting in some uncertainties about the data officially collected due to a variation in the data. From 2016 to 2018, the percentage of people aged 60 or more in Uganda increased from 2.9 to 3.7% (Uganda Bureau of Statistics, 2018). In 2020, the life expectancy at birth for men was 62 years while the same for women was 66.7 years (Worldometer, 2021). Most of the older people are living in the countryside with limited economic resources and access to healthcare (Ajiambo, 2016). About 85% of the people are extremely vulnerable as they are doing crop farming and have no formal social security. Uganda also has a high burden of people living with HIV, which is reported to be 1.46 million in 2019 (Uganda AIDS Commission, 2020). Elderly people might be both infected and affected as HIV/AIDS has claimed its victims and left orphaned children behind in the care of the elderly (Ministry of Gender Labour Social Development, 2018). Rapid urbanization has contributed further, and many parents have left for the city while the children traditionally are sent to the grandparents who are in the countryside for helping their grandparents (Ministry of Gender Labour Social Development, 2018). However, this implies further economic pressure as the parents seldomly contribute and the grandparents are left with the responsibility of providing the children with food, clothing, school fees, etc. (Ministry of Gender Labour Social Development, 2018). Without means, the elderly are captured in a situation of chronic poverty, which counteracts wellbeing:

Poverty and well-being are two sides of the same coin. Old age brings with it a higher risk of poverty in countries like Uganda, where the majority are poor throughout their lifetime. An average older person has survived traumatic periods of political upheavals, war, natural disasters and loss of wealth. In old age, they find themselves still living on low incomes while lacking proper attention when they are ill or develop disabilities (Ministry of Gender Labour Social Development, 2018, p. 18).

Under the Social Assistance Grants for Empowerment Scheme (SAGE), the Ugandan government started, in 2015, to implement the Senior Citizens Grant and to roll it out successively to an increasing number of districts. The pension targeting senior citizens aged 65 years and older amounts to 25,000 UGX per month, which equalizes about 7 US$. This pension program was rolled out in 55 of 135 districts of Uganda (Uganda AIDS Commission, 2020) but is intended to cover the entire country. Momentarily, most people do not receive this pension and in addition, it is difficult to retrieve the pension and it does not always reach those, who might be entitled to it and the funds can delay for several months. Empirical evidence reveals that only 7.1% of the older people have access to pension, of which 60% are men (Ajiambo, 2016). As a result, the elderly must rely entirely on informal networks:

In Uganda, a person's safety net is their extended family as well as their community. These relations make up the “kinship networks” which offer them financial, physical, and emotional support, and a person becomes vulnerable when these are weak. Care is reciprocal so one must often contribute and look after others in the hope of receiving care in old age (Ministry of Gender Labour Social Development, 2018, p. 6).

In addition, one has to consider social norms, which give men the right to remarry, while the women do not. Many men leave their older wives and marry younger women, who can take care of them in old age, and it is not uncommon for a man to have more than one wife (Najjumba-Mulindwa, 2003). Contrary, older women are dependent on other's willingness to support and care for them, simultaneously, twice as many older and must continue to work as long as possible despite any physical impediments to avoid dependency and unpredictability (Ministry of Gender Labour Social Development, 2018). Older women consequently are left in a very vulnerable situation with accumulated disadvantages (Najjumba-Mulindwa, 2003; Rishworth et al., 2020) and receives less support than men in every area. The Senior Citizen Grant would be helpful but does not reach the majority of women and might not even be intended for easing their situation as the (Ministry of Gender Labour Social Development, 2018, p. 2) in a pamphlet on aging states the following: “An old age pension, for example, allows more children to attend school. It enables a person to age gracefully while delaying dependency.” Obviously, the limited pension is not only meant for the benefit of the old person but also as a means to support children, so that the old people can fulfil their social duty and uphold dignity and respect.

Furthermore, religion is an important factor to consider in the central region, where Buikwe is located, as 41.2% inhabitants are Catholic, 30.1% are Anglican/Protestant, 5.9% are Pentecoastal, 1.9% are 17th Day Adventists, 0.2% are Eastern Orthodox Christian, 0.8% are Other Christians, 18.4% are Muslim, and 0.1% are Traditional (Uganda Bureau of Statistics National Population Housing Census, 2014).




METHODS


Participants and Procedure

This was an exploratory qualitative study on meaning-making among the elderly in Uganda. This study was part of a pilot study on: the efficacy of physical activity counseling in Ugandan patients with HIV and a comorbid mental disorder in the Buikwe district. The project was being implemented by African Social Development and Health Initiatives, a local NGO in Uganda. This substudy aimed on old age and depression and aimed at exploring how elderly living in extreme poverty in a low-income country experienced their everyday life and what kind of meaning systems employed by them to understand and cope with their living conditions later in life. The overall theme was how indigenous communities age with depression, and this was discussed along with other variables such as general poverty, access to basic social services, and health, gender dynamics, factors that facilitate or hinder access to basic social services in the context of having mental disorders such as depression. Through this funneling method, a lot of information was generated, and other themes and subthemes could emerge.

We conducted semi-structured interviews with 14 participants in the Buikwe district. The participants were elders who lived in the area for a long time practicing both Christian (Catholic and Protestant) and traditional religion and attended congregations on a regular basis. To cover the material and normative aspects in addition to the living experiences, we purposively recruited participants in different positions who had an intimate knowledge of aging in the district. Five of the participants were key informants (KIs), who had different formal and informal functions as elders/community leaders and were in the age range of elderly related activities. They were actively involved in community development activities by virtue of being elders. Quite a number were also community mobilisers and played leadership roles in their congregations. Four participants were care-receivers and five were caregivers. Due to the low life expectancy and some insecurities on the definition of elderly (WHO 50+ years, UN 60+ years), the elderly care-receivers were aged between 52 and 62 years. The caregivers were aged between 32 and 52 years while the KIs were aged between 51 and 65 years. Of all 14 participants, only 3 female caregivers were less than the age of 50 implicating that the remaining participants all belonged to the group of elderly people. We interviewed 11 women and 3 men. Among the men were one caregiver, one care-receiver, and one KI.



Data Collection

We approached the district leadership in the Buikwe district on the selection of the study subcounty. We chose a subcounty (Buikwe subcounty) where there are activities targeting elderly people in the district from both the public and private sector organizations. We approached the subcounty leadership to help us in the selection of community leaders who were engaged in the activities meant for the elderly. The community leaders had in turn helped us to select the elderly people who are in their communities. Data from the elderly people were collected by trained research assistants while all the interviews of KIs were conducted by the last author, who is a trained social worker and has worked with poor and remote communities for over 25 years. He is well-trained, has skills and competencies in community immersion, and potentially speaks at the level of the participants.

All interviews were conducted in the local language (Luganda). Interviews for elderly people were conducted at their homes while all the KI interviews were conducted in an office at Buikwe Health Centre III. Both KI interviews and elderly interviews lasted between 45 min to 1.5 h. All interviews are taped, recorded, and transcribed, and translated into English by a research assistant, who is from the same culture. The interviewer is a mental health worker and senior academic based on Uganda, speaking both English, and Luganda, the local language spoken in the area. The translator is a university graduate, who is born in the same culture, is grown up in a rural setting, and speaks fluent English and Luganda.



Analysis

The interviews of KIs were in general both longer and richer than the other interviews and covered more topics as relevant for aging. The participants had varying experiences in dealing with outsiders such as researchers. The KIs were more experienced (by virtue of being in community work for a long time) and spoke more than the others. The interviews with the care-receivers and caregivers would probably have been longer if we had time to spend in the field with them. Due to the perceived large differences between the KI interviews and the other participants, we decided to analyze the KI interviews separately and use the information gained from them as a background against which the interviews from both the caregivers and care-receivers could be analyzed. This resulted in the interviews of the KIs being analyzed solely by means of thematic analysis (Braun and Clarke, 2006) while the remaining interviews were analyzed through a directed thematic analysis (Hsieh and Shannon, 2005), where the analytic process is not only guided by the themes constructed through the interviews of KIs but also allows new themes to emerge. We chose this procedure as the remaining interviews were quite sparing of words and had to be interpreted in the context that the KIs had revealed based on their overall knowledge of existing conditions and normative context. The method of Braun and Clarke (2006) employed by us for the analysis of the KI interviews has proven as a flexible method, which can be employed within a variety of paradigms. Six phases of thematic analysis aim at capturing patterns and meanings expressed by the participants. The initial phase of familiarization with the material is succeeded by phase two and three, where the interesting features are detected and coded and themes developed based on the codes that seem to belong together. In the consecutive phases, the initial themes are checked and reviewed against the material, and final themes are developed in a recursive process (Braun and Clarke, 2006) moving back and forth between the phases as well as the data and our increasing understanding of them until final themes are reached. These themes were then used further in the next step where we analyzed the remaining interviews with a directed thematic analysis (Hsieh and Shannon, 2005). The process is quite like the process of Braun and Clarkes except that one reuses the themes from the analysis of the interviews of KIs. At the end of the process in both the approaches, the themes are quality checked against the text to control whether everything is captured.



Ethical Considerations

Ethical approval for the project was secured from Mengo Hospital Research Ethics Committee as well as from the district, subcounty, and Buikwe Health Centre III management. All research assistants were trained in ethical issues (such as climate setting, informed consent, and confidentiality) related to the study before data collection. All participants were informed of the objectives of the study and provided oral consent before the interviews. They were assured of confidentiality and that all data collected were kept under key and lock, only accessible to the research team. To protect the anonymity of the participants, they will be referred to as KIs with number and gender (for example, KI1F), care-receivers (for example, CR1F), or caregivers (for example, CG4M).




FINDINGS


Perspectives of KIs

The KIs were four women and one man aged between 51 and 65 years, which makes them members of the group of elderly. The KIs all had a position as counsellors or a position at the village health team where they both had knowledge about the conditions of the elderly and social reactions as a result of the normative context. Their knowledge not only included rights but also shortcomings from both government and community. Their statements included the conditions of getting old today compared to the former times regarding support and the social reactions toward the elderly. One prominent, thoroughgoing topic in these interviews was the notion of respect, which was perceived as the fundamental of experiencing a meaningful life. The other prominent theme was supernatural powers and the relationship with them.



Respect

Respect for old people was underlined as an important factor for living a meaningful life in the interviews of all KIs, which is in concordance with the claim of Mbele et al. that respect is an essential component of African culture forming the foundation for existence:

…African people have always recognized respect, as a concept, experience, and practice with spiritual and cultural dimensions of great breadth, depth, and height. Such practice is recognized as crucial for the promotion of local, international and global health, and well-being (Mbele et al., 2015, p. 87).

The fundamental role of respect must be seen in relationship to the African, holistic worldview, which is still highly influential. Everything is part of the same universe and interdependent, which means that a person is nothing without being part of a social order/community. Consequently, “…an individual is obligated to contribute to the community not because it is expected of him or her, but because it is him or her (…) If one does not devote oneself to the welfare of the community, in a sense, one purposely causes harm to oneself” (Verhoef and Michel, 1997, p. 396).

In line with this, the KIs emphasized that respect was not something, which one could expect automatically when getting older. In a society where respect is the foundation of existence and an essential component of meaning-making, lack of respect has huge consequences. Some of the KIs noticed a difference from former times and they claimed that it was better to grow old in the past: “Being old of long ago was nice more than the one of now days” (KI2F). This respondent bases her opinion on her perceptions of children caring less for old people in addition to community members more sticking to their own families and not taking responsibility for others. This must be regarded as a severe breach of traditional communitarian norms, where respect, care, and responsibility for other people especially from own community are fundamental and installed from early childhood in the mind of the community members (Mafunisa, 2008). Moreover, the traditional norms are described as doctrinaire and dogmatic as “…the communal context and authoritarian structures, in terms of the respect that is accorded to elders and traditions, also indicate that these beliefs cannot be questioned and critically examined” (Ikuenobe, 2006, p. 257). The disruption of the family support that our respondents note is quite dramatic and has been described both as a result of the HIV/AIDS epidemic (Knodel et al., 2003; Seeley et al., 2009) and rapid urbanization leaving old people alone at the countryside (Apt, 2001; Aboderin, 2006).

Our respondents agree that aging was easier previously and give as reasons the HIV/AIDS epidemy: “The elderly of long ago was very well off, all these sicknesses had not come in those people” (KI3F). According to this lady, the problems that the elderly face is related to sicknesses, which did not exist earlier. From the context, we can deduce that she is referring to HIV/AIDS and the complications related to being infected, which have a considerable impact on the possibilities of being respected and live a meaningful life. HIV/AIDS both can be stigmatizing due to presumed sexual activities of the patient and the inhibitory physical consequences. In addition, old people can be affected by HIV/AIDS by becoming the caretaker of orphaned grandchildren and relatives, which contributes to the economic burden and worries about them: “If you worry a lot, you grow old very fast” (KI1F).



Who Will Be Respected?

The question of who will be respected is closely related to what is regarded as respect. KI1F mentions that elderly people are normally referred to in a respectful way (Jjaja), but all KIs agreed that respect is an interpersonal phenomenon, which presupposes some efforts from the old person him/herself:

I: Hmmm, do you think growing old gives respect?

R: There are people who grow old with respect, but you can even work for your respect.

I: So, you must work with your respect, you don't grow old with it; me, I thought if you are old, every elderly is respected? That growing old is respectable.

R: You work for your respect. (KI4F)

The perception of how one can work for respect seems to differ somewhat between the KIs. KI3F is very clear about the conditions of getting respect: the child has bought him/her a car and she/he has money and property. If somebody on the contrary has no means for their own support as food, she/he will lose every respect. In sum, this means that you have to be wealthy, have children that are willing and own the means to support you as a prerequisite for respect and the possibility of living a meaningful life. The arguments of the KIs seem to be somewhat circular as an old person gets respect when looked after but is only looked after in case of having respect. KI5M seems to unlock this circle by explaining that one gets respect when one has prepared for old age and loses respect if one has failed to prepare for old age. The preparation implies ensuring financial independency and the upbringing of descendants, who can ensure necessary care: “An elderly to be with respect is when he educated his children” (KI2F). Education of the children means here both an investment in the basis for a meaningful old age as the education both gives the descendant job possibilities and access to financial means, and the installment of an accept to accept the obligation to help parents when necessary in old age.

To clarify further the question concerning respect, KI1F gives an example of an old lady who has no respect at all in her community because of her situation and behavior. Her fundamental problem is that she is childless and never gave birth. This is already problematic because this is against the norms. It also implies that she has no descendants, who would be able to care and provide for her. In addition, one way of earning respect is to bring up children who behave well and according to the normative expectations. She missed that chance too. According to KI4F, the lady publicly proclaims that she is not ashamed of not giving birth and abuses other community members. As she also drinks alcohol and hangs around with young boys, she has violated so many normative expectations so that she is not respected by anybody, which probably worsens her situation even more. Also, the other KIs talk about disrespect to old people caused by misbehaving, which, according to them, means drinking alcohol, talking nonsense, or being abusive.

Another issue influencing respect is the health status of the elderly. If you need to walk with a stick, the respect seems to disappear according to KI1F. In addition, deteriorated health is perceived more common today than earlier: “The ones of long ago didn't get sick all the time, or what? But now they get sick a lot” (KI4F). Unhealthy food, increased use of chemicals in farming, and the loss of property are the perceived causes of more pressure and sickness, which then again implies the loss of respect from the other community members. AIDS is never mentioned in relationship to respect, which might be seen in relationship to Uganda's work in the reduction of stigma as official figures show a reduction of external stigma and discrimination from 24% in 2013 to 1.3% in 2019 (Uganda AIDS Commission, 2020).

However, health issues traditionally mean more than an individual problem:

Health does not simply mean the absence of disease; it incorporates balance and harmony between the individual and his or her social surroundings, including harmony with self. Disease results from the breakdown in relatedness, including disharmony between the individual and the rest of the universe (Mkhize, 2008, p. 39).

Traditionally, health issues are regarded as disharmonious interpersonal and intrapersonal relationships and consequently carry a negative meaning. KI4F touches on the necessity of intrapersonal harmony in her statement: “You first give yourself respect and in your old age people say Yiii, that woman has grown old, but she has grown old with her respect.” She elaborates further on how one can give oneself respect by helping others. She seems to be in line with the observations of Mkhiz by underlining the mutual dependence of internal and external harmony. However, the normative system also installs limitations to who might be able to help. KI2F tells, for example, about a lady who was incontinent and defecating on herself. The person, who usually would help her, was a nephew and based on the normative context regarded as in-law and therefore forbidden to help her with personal hygiene. This is an example of how the normative system even might limit the possibilities for the reception of fundamental, personal care even further. Apparently, only the self-reliant elderly can be respected and dependency on others can be interpreted by community members as a personal flaw and character weakness implying that one must prepare adequately for his/her old age. This is interesting as Uganda is regarded a highly religious country (Uganda Bureau of Statistics National Population Housing Census, 2014). In the central region, where Buikwe is located, 41.2% are Catholic, 30.1% are Anglican/Protestant, 5.9% are Pentecoastal, 1.9% are 17th Day Adventists, 0.2% are Eastern Orthodox Christian, 0.8% are Other Christians, 18.4% are Muslim, and 0.1% are Traditional (Uganda Bureau of Statistics National Population Housing Census, 2014). Mercy and compassion are the main virtues in the religions that almost all Ugandan confessed to. These virtues also fit very well with the traditional communitarian norms that fostered care and support for fellow community members (Ikuenobe, 2006; Golaz et al., 2017). Based on the statements of the KIs, it does not seem that the contemporary elderly are necessarily included in these considerations. The shortness of resources seems to have affected which persons have a priority for support.

The Ugandan Government has recognized the financial hardship of old people and is in the process of rolling out the Senior Citizen Grant, whose “… aim is to provide all older people in Uganda with a regular pension based on their rights as citizens, and in recognition of their contributions to the nation over their lifetimes” (Ministry of Gender Labour Social Development, 2018, p. 20). Despite disagreements on the speed and the fairness in which these grants reach people, one also can find disagreements on the suitability of the usage of finances for this purpose. On questions whether public financial support would relief the situation of the elderly, for example, KI5M answers:

R: … it would be good, but that money doesn't help them.

Ii: Hmmmm

R: Because it would have been, now like a person of 19 years, 20 years can use it.

Ii: Hmmmm

R: And they work, and they develop.

Ii: Hmmmm

R: But this person just eats it.

In the opinion of this male KI, financial support to the elderly is a short-sighted investment. While young people would be able to develop a living and a family and be an asset for the community, food for the elderly is perceived as a waste of resources despite religious and communitarian norms of compassion. It is therefore no surprise when KI2F talks about the children only waiting for the old to die, so that they can inherit their possessions. According to these KIs, the traditional inclination to support the elderly has vanished in the context of chronic poverty and some question the suitability of the allocation of resources by the government for the support of the elderly people. The situation is complex because government pension scheme seems to be helping more the dependents of the elderly than the intended users. It is natural to assume that establishing meaning in later life might be difficult under these circumstances.



Supernatural Powers

Dominating belief systems influence the personal worldview, which contributes to coping in the context of encountering difficult life events (Hall et al., 2018). Paloutzian (2005) states that the meaning-system cannot be understood independently of some faith elements. Being a very religious society, it is not surprising that supernatural powers as a basis for meaning in life are mentioned frequently by the KIs. Meaning in life is to surrender to God's will as “God plans everything, not you” (KI3F) and “It's God who decides” (KI4F). Besides a strong tendency to blame the elderly for their own misery, the KIs attribute everything to God and understand the meaning of life as being part of a divine plan. In addition, all the KIs talk about witchcraft as a vital factor for meaning-making among people in general and the elderly in particular. On the one hand, the elderly might be accused to be witches: “On the village they say that old lady, aaahhhhaaa, she has finished all the people in this village. She has bewitched all children in this village, aahhhaahhhaaa” (KI1F). In cases like this, the situation becomes even more serious for the elderly as people will avoid him/her totally because witches are known to have the power and will to kill. In addition to being blamed for their own misery, the potential risk of being blamed for the misery of others and misfortune and perceived as evil minded. Especially, women seem in danger, according to KI5M, as barrenness might be interpreted as a sign of being a witch. On the other hand, the elderly themselves grasp quickly the notion of witchcraft to find meaning in their situation according to KI4F. If their children who were supposed to look after them have died, very soon witchcraft thoughts are presented as meaningful explanations, and the remedies to counteract further actions from this evil force are sought for at the witchdoctor.

The statements of the KIs are important as all of them have an intimate knowledge of the conditions and beliefs of both the elderly and the community's opinions of the elderly. Through their positions and daily interactions with the elderly, they have a nuanced opinion about the conditions for experiencing meaning in late life, at the same time as they are in the same age group. Their statements provide the socio-ideological context for analyzing both the care-receivers and caregivers in their attempts to make meaning of their emaciated conditions.



Perspectives of Care-Receivers

The care-receivers were all without a job except one lady, who sometimes could sell some leaves in the possibility of making a living. Of the four participants, one was a man and he was the only one not living alone. All care-receivers aged between 52 and 62 years and were HIV positive. The interviewers especially attempted to find out what the participants knew about depression and how to avoid it. In these interviews, the participants revealed what they perceived as meaningful in their life and how they employed their global meaning system to understand and approach problematic situations.

While respect as the foundation of a meaningful life was very prominent in the interviews of the KIs only the male respondent talked about this. Maybe this must be seen on the background of his gender and be the only one experiencing respect. He was 53 years, had one wife and six children. He used to help himself financially, and dependency is a problem for him as it influences his dignity: “…now I feel like a beggar because there is nothing, I can do for myself….” On the other hand, he carefully elaborates on “the required respect” that he receives:

C: Well my younger brother gives support and gives me the required respect and checks on me and also confides in me

I: How about neighbours?

C: They also respect me and greet me once in a while, so we work together

The respondent seems to be convinced that he is entitled to respect as he talks about the required respect. The respect he receives contributes to his wellbeing and he feels satisfied with the situation:

C: They do come and check on me, and we talk, and I feel happy

I: And how do you feel? Meaning that being around people helps!

C: I feel good and cared for and it reduces the thoughts and worry

In contrast, this man lives together with his wife and four grandchildren, who look after him, and seems integrated and respected in the community. The brother and children support him financially and pay him respect. His wife takes care of all his needs, including the management of his illness. He feels well, and life is meaningful as he still feels like a valuable and an integrated member of the community as people around him accord respect.

The women, on the contrary, all live alone and do not receive care or support regularly. The reasons for their living alone, which they often describe as loneliness, are different. CR1F is a widow of 54 years living alone because she only has daughters who are married now, and her grandchildren are at school. She has 2 years of schooling. She sells occasionally leaves on the market to be able to afford salt and food. On a question, whether she ever felt depressed, she answers: “No, like having thoughts about being sick and all that, I don't have them. The only thoughts I have are those that come from being alone and no one to take care of me.” She has been on HIV treatment for 10–20 years and is less worried about this than being alone. It is, however, not clear whether she feels lonely or short of help and financial means to avoid worries: “Well it helps if you have grown up children working in town and bring you all necessities and financial aid, it keeps you worry free and you may not get depression.”

CR2F is the best educated woman with 4 years of school. She is 62 years old and has lost all her children except one grown up son, whose daughter comes to help with cleaning and washing. She states that old people are treated as useless and clearly expresses her needs: “I hate being alone because it worries and I would like to have someone here to take care of me” and “When you don't have money, you tend to think a lot and also of the disease that killed my children” (CR2F). Here, we clearly see the need for the company in addition to the need for both financial and practical support.

The last of the care-receiving women, CR4F, has never attended school. She is 52 years old and has seven children with two men. She grew up in a household, where she was her mother's only child while she was among 30 of her father's children. She feels misunderstood by her community as she states that she got HIV from her brother, who purposely mixed some of his infected blood into her food. She did not develop HIV due to sexual intercourse, but it seems people find it hard to believe. When she found out that she was infected, she tried to take her own life. Her husband, who is HIV negative, left her after her status was known. But as they have a son together, he was obliged to buy her a plot and build a house. It seems that she does not get the necessary support from her three sons and four daughters, which causes her worries: “If I had something from which I could earn a living, I guess I would not have much worry; but in my situation, I only have this one child whose father left and he does not even provide fees, because even the child that used to help me, now has financial issues and so it keeps me worried.” Left without financial support for herself and the school fees for the son, she is worried. She also mentions poverty as the main cause for people getting depressed and secondly “… not having children to take care of you and maybe having children who neglect you and also a spouse who mistreats you and you have no peace of mind.”

The dominant issue for the female care-receivers was children and their ability and willingness to support them, whereas the most important issue for the male care-receiver is to become a respected and integrated member of the community. What was experienced meaningful in their life thus seemed to differ and be gender specific based on their different positions and access to support, which makes up their functional ability.

In the global meaning system of all care-receivers, both the Christian God, witches and witchdoctors and ancestors, were important. Misfortune and madness might befall a person if she/he has not appeased the ancestral spirits, whereas evil-minded witches equally can be blamed for these calamities including death. In the case of witches, one must turn to witchdoctors who might help according to CR1F. However, if one should be ill and admitted to a psychiatric hospital, it is in God's hands. Their global meaning system can without problems contain two different spiritual systems, which help them to make meaning and understand occurring situations. Depending on which force is perceived as responsible for a specific situation remedy is sought from a supernatural power that is assumed capable of rectifying and restore “normality.” Despite this eclectic approach making up the global meaning system, CR2F seems to mainly embrace her Christian belief, which provides her with the meaning for the harsh conditions: “Well, I don't have those negative thoughts because I believe people exist to suffer.” Through this approach, the suffering of her and others becomes a meaningful and normal way of living beyond her control, which protects her from ruminating.



Perspectives of Caregivers

The caregivers were aged between 32 and 52 years old and all were made their living by farming and sometimes selling products. The people they supported were all but one HIV positive needing medication. The oldest in the group (48 and 52) were taking care of their spouses, whereas the youngest (32 and 39) took care of their mother and the last (unknown age) supported a neighbor. The only man in the group was 52 years, who took care of his wife. Except for the youngest caregiver, an immigrant from Rwanda, all confessed to the same eclectic global meaning-system we found in the care-receivers, but with a slight overweight to the traditional African worldview. Only one respondent (CG3F) indicated that she prayed and that the fate of all human beings was part of a divine plan. They all stated that old people in general have a tendency to worry and overthink as they have experienced hardship and disappointments in life: “I think the older you get, the more likely you are to get depressed, because as you age, you get many things that frustrate you and make you worry” (CG5F). Poverty and “the virus” (CG1F) make you especially overthink and loose hope. However, it also might depend on the context: “It depends on the condition of living, if someone is in good condition, someone can even reach 70 years with a sound mind and no worries” (CG4M). The caregivers seem to agree that old people are given less attention than younger people, which seems to be in accordance with the care-receivers perception of being useless. Interestingly, in contrast to the KI's accentuation of respect as the foundation for a meaningful late life, none of the caregivers ever mentioned this aspect. While the care-receivers complained about not being taken care of by their relatives and neighbors, these respondents support as much as they feel possible for them and thus contribute to their functional ability of care-receivers. Especially, interesting is the man, who is elderly himself (52 years), taking care of his wife. Being not unusual for a man to have more than one wife or to remarry a younger woman, who can take care of him in late life (Najjumba-Mulindwa, 2003), this respondent is of particular interest as he takes responsibility for his only wife: “Well, I was young, and I got her, and we now have children.” Interestingly, this seems difficult to understand for the interviewer, who repeatedly refers to him taking care of “this old lady” and the man's mother, whereas the respondent consequently talks about his wife. This thoroughgoing peculiar misunderstanding may have its origin in the rarity of the situation. The respondent has an educational background of 7 years of school. He mentions both ancestors, witches, and witchdoctors, but never a Christian God in his way of understanding and finding meaning in illness and calamities. His global meaning system seems to be dominated by a traditional African worldview, whereas his measures to prevent depression are from an interpersonal realm and include distraction and social contact to avoid thinking:

I: Personally, what do you do to distract yourself from over thinking and worrying

C: Keeping yourself busy with work

I: What else?

C: Well I don't really have many thoughts

Distraction is also what this respondent thinks helps his wife and other people, who need help: “Being there for the person and supporting them through engaging in activities that may distract the person from too many thoughts.” It is unclear why the wife needs help as she has tested negative for HIV and has, according to the husband, not shown signs of depression. While this respondent is reporting that others go to witchdoctors, a shrine, or eventually a hospital, he is convinced that interpersonal relations are meaningful and healthy. The male respondent was different from the female respondents in being more positive and relying mainly on the power of interpersonal relations as meaningful. CG2F, for example, has not the same faith in interpersonal relationships as meaningful or trust in other people: “Usually when you have a problem you just handle it alone, because you never know who wishes you well….” She is the only participant explicitly claiming that she does not believe in witches and spirits, which might indicate that her mistrust must be based on past experiences. She is the youngest person in the entire sample and has never been in school and immigrated from Rwanda.




DISCUSSION

We interviewed 14 people about the situation of the elderly in 3 groups: KIs, care-receivers, and caregivers. All the KIs were simultaneously elderly being more than 50 years. Among the caregivers, only one person was above 50 years. The KIs gave extensive descriptions of the conditions of the elderly as well as the public opinions and general normative context. It was against this rich material the interviews of the care-receivers and caregivers that were poorer in words were analyzed. The KIs described emaciated conditions, where the elderly were especially affected by poverty and lacking access to health facilities and support. Respect was mentioned as central for the possibility of living a life, which could be perceived as meaningful. However, the notion of respect was retrieved only in the interview of the male care-receiver and in none of the female care-receivers or the caregivers. In contrast, the caregivers agreed that the self-perception of care-receivers as useless was supported by their neglect by the community. Meaning was for the female care-receivers perceived as having children, who were willing, and able to support and care for their parents and consequently improve their functional ability, which was concordant with the KIs statements. The dominating global meaning-system for all but one participant seemed to be a fusion of Christian and traditional African worldviews. In our study, remarkable differences were noticed between the conditions of men and women as women were reported to suffer harsher conditions affecting their functional ability and meaning-making, which is in line with the findings of, for example, Rishworth et al. (2020). The respondents in this study are trapped in chronic poverty that embraces intergenerational and durational dimensions, where especially widowed, disabled, women, and those living alone are prone to chronic poverty Najjumba-Mulindwa (2003). Besides, older women are much more likely than older men to suffer from disabilities in old age according to the Ministry of Gender Labour Social Development (2018). Widowed, sick, and poor female respondents were dependent on relatives' and others' mercy and willingness to support, which should be compatible with African culture, where the community is the main element of human existence (Verhoef and Michel, 1997). Lack of or unstable support, therefore, might have a huge impact on their meaning-making and psychological wellbeing. As remarriage is not allowed for older women, they will have a weaker safety net based entirely on informal networks:

In Uganda, a person's safety net is their extended family as well as their community. These relations make up the “kinship networks” which offer them financial, physical, and emotional support, and a person becomes vulnerable when these are weak. Care is reciprocal so one must often contribute and look after others in the hope of receiving care in old age (Ministry of Gender Labour Social Development, 2018, p. 6).

Women, consequently, suffer accumulated disadvantages and in a study by Rishworth et al. (2020), lower subjectively reported wellbeing was found among older women than men in Uganda. This is no surprise given that meaning and wellbeing are strongly related, but dependent on the context:

Individuals' general tendency to use autobiographical memory for meaning making appears to be positively (and not negatively) related to SWB [Subjective well-being], but the exact nature of such relations varies by the component of meaning assessed, as well as by individuals' life phase and their cultural context (Alea and Bluck, 2013, p. 59).

The respondents in this study seemingly are captured in a situation of trans-generational chronic poverty Najjumba-Mulindwa (2003) without hope for change. The meaning-making activity is concentrated in the social area and the informal networks, where male and female respondents apparently are met differently. In 1998, Keyes defined five dimensions making up social wellbeing, where the social area is of special importance: social integration, social contribution, coherence, actualization, and acceptance. While respect was mentioned as fundamental by the KIs for a meaningful late life, it is interesting that only the male care-receiver feels that he receives sufficient respect and is socially integrated, neither the female care-receivers or any of the caregivers mention this aspect. Most models on wellbeing include a component of meaning and purpose (i.e., Baumeister, 1991; Wong, 2010, 2011, 2014). Especially, interesting is Baumeister's definition of meaning in life, whose basis is that four fundamental needs are met: purpose, efficacy or control, value and justification, and finally self-worth (Baumeister, 1991).

The care-receivers in our study might seem quite typical for this particular impoverished context as the male care-receiver had an established network, got his basic needs covered, and perceived social recognition as especially meaningful for him. He perceived to get the “required respect” and had some sense of efficacy by being asked for advice from others, which probably nourished his self-worth and sense of purpose and value. The women, on the other hand, had no network and were dependent on a sporadic support. Their situation was marked by unpredictability and a lack of means to cover their basic needs. The women felt useless and the caregivers supported their perception of the public opinion of them. The women thus seemed not to be able to meet Baumeister's fundamental needs for meaning in life.

According to the Ministry of Gender, Labour and Social Development, “older persons are also prone to social exclusion, in which the most vulnerable are ostracized by their family and the community. This is often targeted toward widowed women and in extreme cases can lead to witchcraft accusations” (Ministry of Gender Labour Social Development, 2018, p. 20). As the Ministry of Gender, Labour and Social Development underlines the reciprocity of care in the informal safety net, where one cares for others hoping that oneself will be cared for in late life, the hope of care has not been fulfilled for these older women and they feel useless. One might speculate whether these feelings mirror a self-perception of not being worthy to receive necessary support or care and consequently could be interpreted as self-reproach. This would be in line with the KIs' statements of the public opinion, where people might be blamed for their own misery as they assumingly have not prepared for old age. The feeling of uselessness simultaneously indicates that being useful is meaningful in the meaning system of the respondents. It is not described which usefulness they have in mind whether it is to contribute to the community and family actively or by being able to care for themselves and not being a burden for the community. Often described in African ethics is the necessity of contributing to the community: “Every member is expected to consider him/herself an integral part of the whole and to play an appropriate role towards achieving the good of all” (Gbadegesin, 1991, p. 65). The feeling of uselessness consequently might arise when one is dependent on others for care and support. In an emaciated context, where HIV/AIDS and rapid urbanization have weakened or disrupted the traditional, informal safety networks, this feeling as well as the public opinion of them being useless might be increased. Given the experience and sense of being useful seem especially meaningful for the care-receivers, the feeling of uselessness and the public opinion supporting this are alarming:

Sense of usefulness, feeling of social disconnectedness, and psychological pain associated with chronic physical illness should be assessed by practitioners who take care of older adults because of their strong association with suicidal behavior (Conejero et al., 2018, p. 697).

In an emaciated context without access to and means for basic needs and health facilities, the lack of experiencing a meaningful late life with all its dimensions mentioned above might have fatal consequences. As Uganda has no public statistics, we do not know whether Uganda follows the global trend of higher rates of suicide in older people (Conejero et al., 2018). Suicide attempt being a criminal offense (Penal code act Cap. 120, p. 109, Section 210), one could suspect that eventual suicides or suicide attempts among old people, who are regarded as useless, not necessarily would be reported. Especially this would be the case, where the elderly are perceived as an unnecessary burden for relatives and community.

Healthy aging includes human rights such as integrity, dignity, freedom, and autonomy (World Health Organization, 2015), and the rights for all people with a particular form of functional limitation, as most older people have acquired, to live and be included in their community (UN, 2006). The concept of functional ability has got a central status in studies on healthy aging (Cesari et al., 2018). Functional ability comprises both the intrinsic capacity of the individual and relevant environmental characteristics as well as the interaction between those (ICF, 2001) as a foundation to obtain the human rights. WHO (2001) emphasizes the support of intrinsic capacity/individual resilience based on the ability of an individual for a positive adaptation in case of adversities and the upholding of wellbeing and meaning in life. Without the predictability of sufficient support and care the female care-receivers seemed not to be able to live a meaningful life in contrast to the male care-receiver. However, despite these conditions, one of the female care-receivers (CR2F) manages to be positive as she has handed her fate over to God. As mentioned earlier, Uganda is a very religious country (Mbiti, 2006; Uganda Bureau of Statistics National Population Housing Census, 2014) and one could expect this to have an impact on the meaning-making of these elderly people as dominant belief systems like religions seem to be helpful for many people being comprehensive meaning systems (Hood et al., 2005; Silberman, 2005; Newton and McIntosh, 2013) offering meaning and hope in a variety of situations (Hall and Hill, 2019). Park (2010) describes that the global meaning system comes into action in the confrontation with potentially stressful events, and according to Hall et al. (2018) religion might contribute to coping in the context of encountering complex life events. However, reductionist Western meaning models seem inadequate to capture the cultural complexity of religions entirely and thus might have insufficient explanatory potential (Knizek et al., 2021). Both the KIs and most of the other respondents refer to an eclectic approach with a fusion of Christianity and traditional African belief systems and all but one referred to both religion and a traditional spiritual belief system in a meaning-making sense as explanatory tools for the prevailing conditions. Therefore, it is surprising that only one of the care-receivers mentions religion as a source for a meaningful life, hope, and solace, which protects her from rumination. Among the caregivers, also one female respondent put her trust into God, both for help and protection, whereas all the KIs unanimously assured that everything is part of a divine plan. Given that religion has been described as permeating all aspects of life in Africa (Mbiti, 2006), where “the African lives in a religious universe: all actions and thoughts have a religious meaning and aspired or influenced by a religious point of view” (Gyekye, 1995, p. 3), it is astonishing that so few care-receivers and caregivers mention religion even in a small study like this. In the absence of the fulfilment of all the basic needs for meaning in life, the individuals will feel distressed and frustrated and look for new sources of meanings for their lives (Baumeister, 1991). The women had no chances or hope for improving their situation, but they had clear ideas about what would have been a meaningful life for them. They did not look for new sources of meanings for their lives not even in religion. For them, a meaningful life was related to the predictability and coverage of basic needs, which again was related to their children as other relatives, who might have been able to care for their personal needs, might not be allowed due to strict norms. Emphasis on descendants is in line with children being valuable in the most high fertility settings of Africa and especially among the poor as they are perceived as old age security under pervasive insecurity conditions (Cain, 1985; Ntozi, 1995; Najjumba-Mulindwa, 2003). The changed social conditions indicate that governmental measures are needed to secure dignified and healthy aging in the sense of human rights as the informal, traditional networks have outlived their role in modern Uganda. Stable basic incomes with a fair distribution between men and women in need would improve the living conditions and reduce the danger of social exclusion and provide the possibility of living a meaningful life in old age. Improved access to necessary and affordable healthcare also is a crucial factor. The introduction of the Senior Citizen Grant is a laudable start but must be speeded up rapidly and improved significantly so that it reaches all old men and women that are in need equally. The functional ability and resilience of old people can be supported by the provision of the basic needs, which might give them the opportunity to make and find meaning in late life in Uganda.


Limitations

This is a small study in a specific area. More participants in the care-receiver group would strengthen the study. In addition, participants from different areas, both rural and urban, would be valuable. As all care-receivers were HIV-infected and needed special care, a more heterogeneous sample might give a more nuanced picture. Spending some time in the field in advance with the participants might have improved the quality of the interviews, which partly were sparse in words. This study can, however, be regarded as a pilot study.




CONCLUSION

In extreme poverty conditions, where all thoughts are bound to the coverage of the most basic needs, the question arises whether the perception of living a meaningful life that increases the functional ability is possible. While the KIs emphasized respect to be crucial tended to blame old, dependent people for their misery as a result of unsuccessful preparation for old age, the female care-receivers and the caregivers never mentioned this aspect. The female care-receivers felt useless, which also was a public opinion supported by the caregivers. Poverty, death of younger people, and rapid urbanization have affected the traditional, informal family and community-based networks severely, and left many old people in untenable situations without the possibility of living a life that is perceived as meaningful. Respect seemed especially to be related to financial independence/stability. The development and fair distribution of the Senior Citizen Grant guaranteeing the coverage of basic needs in later life are crucial in addition to the measures to restore dignity through a reintegration in both community and congregations to strengthen meaning in later life in Uganda.
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Objective: Purpose in life tends to decline in older adulthood and it is thought that intact cognitive functioning is required for purposeful living. Thus, it is likely that individuals may perceive older adults who are experiencing cognitive declines associated with dementia as having a reduced sense of purpose. Biases such as these may influence how individuals, especially care partners, interact with those with dementia.

Method: This study examined how sense of purpose changed following a dementia diagnostic appointment for both the person receiving a diagnosis and their care partner. This study also explored how each individual perceived the other member of the dyad’s sense of purpose. Older adults (47 care recipients and 75 care partners, 57% female; Mage = 68.5 years, SDage = 12.0 years) provided self- and other-report ratings of sense of purpose before and after their appointment at a specialized memory clinic.

Results: Overall, both care recipients and care partners’ sense of purpose declined following a dementia diagnostic appointment [t(85) = 7.01, p < 0.001]. However, when comparing self-reports and other-reports of purpose, care partners reported that care recipients experienced a lower sense of purpose in life than the care recipients reported about themselves.

Conclusions: Care recipients and partners reported less purpose in life following their dementia diagnostic appointment. Care partners may hold certain biases regarding sense of purpose toward care recipients. These findings can inform future work regarding how care recipients and care partners can plan purposeful lives following a dementia diagnosis.

Keywords: purpose, dementia, Alzheimer, care partner, caregiving, observer-report


INTRODUCTION

Previous research suggests that adults tend to believe that, when considering lifespan trajectories, people will tend to stop increasing on purposefulness in older adulthood, and potentially start to decline (Heckhausen et al., 1989). This perception appears to align with existing studies on sense of purpose during older adulthood. Indeed, meta-analytic work suggests a negative age association with purpose (Pinquart, 2002), which matches cross-sectional studies finding that younger and middle adults tend to report higher sense of purpose than older adults (Ryff, 1989; Ryff and Keyes, 1995). Moreover, longitudinal work finds that older adults tend to decline over repeated assessments on purpose (Hill and Weston, 2019; Lewis and Hill, 2020).

This perception also likely reflects the commonly held perception that older adulthood is a period of widespread declines (Sneed and Whitbourne, 2005). Purposefulness may be particularly contrary to older adult perceptions, given that having a sense of purpose involves greater engagement with life toward one’s broader life direction (Ryff, 1989; Scheier et al., 2006). Although life engagement is seen as a cornerstone of successful aging (Rowe and Kahn, 1997), it may be complicated by age-graded physical limitations and losses. Indeed, self-rated health was one of the few predictors of trajectories of change for sense of purpose in past work (Hill and Weston, 2019).

Given the known age-graded cognitive declines (Salthouse, 2009, 2012), it is also important to note that having a purpose in life is thought to require intact cognitive functioning (McKnight and Kashdan, 2009). Purposeful living likely requires frequent practice of cognitive functions in order to plan toward the future and organize life activities around pursuit of one’s goals. Researchers have noted that having a sense of purpose promotes a wide array of positive aging outcomes (Pfund and Lewis, 2020); for instance, adults who report a greater sense of purpose tend to outperform peers on measures of memory and executive functioning (Windsor et al., 2015; Lewis et al., 2017), and sense of purpose has been shown to longitudinally predict reduced risk for non-normative cognitive decline (Boyle et al., 2010). As such, it may be the case that people will be even more likely to expect reduced purposefulness for older adults who also are experiencing cognitive difficulties. Such biases may be particularly problematic when held by individuals responsible for decisions regarding the older adult’s care and daily life, and efforts to maintain purposeful engagement may be hindered when care partners make decisions based on a biased opinion that the older adult has little direction for life.

Research on this front, though, is relatively limited, as is work more broadly on whether people can reliably report on another person’s sense of purpose. It may be difficult for individuals to know whether another person perceives a direction for life, unless discussions about life goals are held regularly. Perhaps for this reason, the limited work on this topic has focused on married couples reporting on each other’s sense of purpose (Schmutte and Ryff, 1997). That research demonstrates relatively strong positive correlations between the individual’s report for sense of purpose and their partner’s perception. However, these associations were far from unity and thus suggest that discordance may occur even among close individuals. To understand this discordance requires getting both members of a dyad to provide self- and other-reports of purpose, allowing insights into whether discordance is higher or lower based on dyadic member status (here, care partner or care recipient).

This point is particularly important to consider in the context of older adults showing symptoms of cognitive decline and incipient dementia. This group is vulnerable both to losing primary decision-making for their lives, and to a growing concern that their care partners may not understand their needs and goals. Accordingly, it is valuable to consider whether care partners hold biased or inaccurate views of their recipients’ sense of purpose, particularly at the start of potential treatment or decision-making about the recipients’ cognitive issues. Based on past work with married couples (Schmutte and Ryff, 1997), one would expect reasonable accuracy in the care partners’ reports, insofar that they should be moderate-to-strongly correlated with self-reports from the older adult experiencing declines. However, given the beliefs that older adults decline in purposefulness with age (Heckhausen et al., 1989) and the assumption that purposeful living involves intact cognitive functioning (McKnight and Kashdan, 2009), mean-level biases are likely insofar that the care partner may report lower sense of purpose relative to the self-report.


Current Study

The current study investigated that these claims with a sample of individuals attending an initial cognitive decline clinic visit as a result of personal or observer-reported cognitive concerns. Hereafter, we refer to these dyads as the care recipient and care partner. It should be noted that the required attendee may not be the ultimate primary care partner, and the visit may suggest little need for intervention or care. However, this attendee was the primary informant for the process of diagnosing cognitive issues, and if such a diagnosis were rendered, would be the individual with whom the future care process was discussed. As such, we employ the partner and recipient terminology both for parsimony, and because this framing reflects the most likely future roles based on the information available prior to the clinic visit.

Both members of the dyad provided self- and observer-reports for sense of purpose at an initial assessment before the appointment and again as close as possible following the appointment. Tests of the primary hypotheses – whether accuracy and biases in reporting were evidenced – concern primarily the initial assessment. However, we also discuss the reports over both assessments to explore the stability for sense of purpose following a potential major life event, namely the initial visit to the clinic and potential diagnosis of dementia.




MATERIALS AND METHODS


Participants

Participants presented for an initial diagnostic assessment at a specialized dementia assessment clinic. About a month before the appointment date, a research assistant called the care partner to obtain consent and to give verbal consent for the care recipient to be contacted. The care recipient then received a call in which they gave their consent to participate. After obtaining consent from participants, a comprehensive copy of the consent form was emailed or mailed to the care partner and recipient. Due to concerns regarding potential participants’ cognitive capacities, care partners were the primary source of contact. If the care partner indicated the person would be unable to consent, proxy consent was obtained from the care partner along with assent from the recipient before continuing with study procedures.

Seventy-five care partners and 47 care recipients agreed to participate in the pre-appointment interview. Fifty-three (70.7% of the original sample) care partners and 33 (71.7% of the original sample) care recipients completed the post-appointment interview (Table 1). Participants who could not answer questions due to cognitive limitations (n = 7) were excluded from analysis. According to care recipient and care partner reports, 12 care recipients were suspected of having dementia or Alzheimer disease (36.4%), nine care recipients were suspected of having problems with memory and thinking (27.3%), and 12 care recipients reported being told they did not have any issues with dementia, Alzheimer disease, or any general memory problems (36.4%).



TABLE 1. Sample characteristics.
[image: Table1]



Measures


Purpose in Life

Purpose in life was measured by seven items from the Ryff Scales of Psychological Well-Being (1989). Participants rated their agreement with statements such as, “I live life one day at a time and do not really think about the future” or “They live life one day at a time and do not really think about the future” when responding to statements about the other member of the dyad. Responses were recorded using a seven-point Likert scale (1, Strongly Disagree to 7, Strongly Agree). Higher scores indicate a sense of purpose and more aims and objectives for living. Previous work with this scale has demonstrated its positive correlations with conceptually related well-being constructs (Ryff, 1989; Ryff and Keyes, 1995), as well as its associations with healthy aging outcomes (Windsor et al., 2015; Lewis et al., 2017). Reliability in the current sample was strong (α = 0.75; αcare-recipeints = 0.76; αcare-partners = 0.74).


Purpose Change Scores

Changes in ratings of purpose in life across the two timepoints were calculated by subtracting post-appointment scores from pre-appointment scores. A positive “change in purpose” score indicates that the person has declined in sense of purpose across the duration of the study.



Purpose Discordance Scores

Within dyads, other-ratings of purpose were subtracted from self-ratings of purpose in order to produce a “discordance score.” Discordance scores close to zero indicate relative similarity between the self- and other-rating; positive discordance scores indicate that the person reported a higher self-rating of purpose than the other-rating produced by their partner and negative discordance scores indicate that the person reported a lower self-rating of purpose than the other-rating produced by their partner. When appropriate, self- and other-ratings will take the form of “person being rated – person who is rating” (e.g., “care partner-other” refers to a rating of the care partner given by the other member of the dyad).




Diagnostic Experience

In the post-appointment interview, care recipients and care partners answered whether they thought the care recipient had memory issues and whether the issues would grow worse. Participants then answered either yes, no, or I do not know to indicate whether the doctor told them they had memory and thinking problems, dementia, Alzheimer disease, or another disorder. Based on their response to these questions, dyads were classified into three groups: those who were told they had Alzheimer disease or dementia, those who were told they had memory and thinking problems but were not told they had Alzheimer disease or dementia, and those who were told they had no objective issues with their memory or thinking.




Procedure

Before their evaluation, care recipients and care partners were separately contacted to participate in the pre-appointment interview. The 15-min pre-appointment interview was conducted over the telephone before the scheduled appointment. Interviews took place between two and a half weeks before the appointment to earlier in the day on the day of the appointment. Dyads then attended the clinic for their memory evaluation, which included a review of medical history as well as a physical and neurological examination. At the conclusion of the evaluation, dyads were brought together for a feedback session during which the provider disclosed their diagnosis and prognosis. Following the evaluation, care recipients and care partners were called by telephone and separately completed the post-appointment interview. The 40-min post-appointment interview was conducted between 2 days and 2 weeks after the care recipient’s appointment. Individuals who completed the initial pre-appointment interview received a $5 gift card. Individuals who completed the second post-appointment interview received a $30 gift card, due to the longer length.



Data Analysis

Analyses were conducted with R and RStudio. Descriptive statistics were calculated for demographic characteristics and dyad relationships. Paired-samples t tests were conducted to compare pre- and post-appointment responses and investigate change in purpose across the duration of the study while independent-samples t tests were used to compare self- and other-ratings between dyads. A one-way ANOVA was conducted to investigate potential differences in reported purpose change scores between diagnostic groups.




RESULTS

Overall, self-reported purpose significantly decreased [t(85) = 7.01, p < 0.001] between pre- and post-appointment measurements (Figure 1). Participants, in general, declined approximately one-half of a point (Mchange = 0.46 points) over the course of the study. This general trend held when analyses focused on only care recipients [Mchange = 0.30 points, t(32) = 2.81, p = 0.008] and care partners [Mchange = 0.56 points, t(52) = 6.93, p < 0.001]. Further analysis based on self-reported diagnosis received during the appointment revealed no significant differences in purpose change score [F(2, 72) = 0.029, p = 0.972]. Care recipients and partners appeared to report similar declines in purpose regardless of whether they reported being told they had Alzheimer disease or dementia (Mchange = 0.46 points); memory and thinking problems (Mchange = 0.44 points); or that they did not have any issues with dementia, Alzheimer disease, or any general memory problems (Mchange = 0.48 points).

[image: Figure 1]

FIGURE 1. Change in self-reported purpose for care recipients and care partners. *p < 0.01; **p < 0.001.


When comparing self- and other-ratings for each dyad, there were moderate positive correlations between self- and other-ratings of purpose using both pre-appointment (r = 0.49, p < 0.001) and post-appointment (r = 0.42, p < 0.001) measures. Overall, other-reported purpose did not show a significant change across the two timepoints [Mchange = 0.09 points, t(84) = 1.03, p = 0.304]. Similarly, this lack of difference held when analyses focused on specific members of the dyad as both care partner purpose, rated by care recipient [Mchange = −0.18 points, t(31) = −1.97, p = 0.057] and care recipient purpose, rated by care partners [Mchange = 0.25 points, t(52) = 2.05, p = 0.045], showed small differences between pre-appointment and post-appointment ratings.

Finally, we explored whether care partners or care recipients displayed biased or inaccurate views of their partner’s sense of purpose. Discordance scores were calculated and support the idea that care partners underestimate the sense of purpose of their care recipients at both pre-appointment [Mdiscordance = 0.76, SDdiscordance = 1.24, t(110.02) = −4.72, p < 0.001] and post-appointment [Mdiscordance = 0.54, SDdiscordance = 1.27, t(86.98) = −3.96, p < 0.001] timepoints (Figure 2). On average, care recipients’ self-ratings of purpose were one-half to three-quarters of a point higher than the care partners’ other-ratings. Counter to expectations, analyses focusing on care partners’ purpose found similar differences prior to the appointment, insofar that recipients also seemed to underestimate levels [Mdiscordance = 0.52, SDdiscordance = 0.90, t(91.77) = 3.02, p = 0.003]; however, self- and observer-ratings were relatively concordant [Mdiscordance = −0.07, SDdiscordance = 0.83, t(51.90) = 0.14, p = 0.89] following the appointment (Figure 2).

[image: Figure 2]

FIGURE 2. Comparisons of self- and other-reports of purpose for care partners and care recipients.




DISCUSSION

The current study sought to explore changes in sense of purpose in both care recipients and care partners following a dementia diagnostic evaluation. Overall, we found that older adults who engaged in a diagnostic evaluation at a specialized memory clinic declined in their sense of purpose in life following their diagnostic appointment. A previous study (Hill et al., 2021) found that onset of illness did not change sense of purpose over 4 years, and previous work with care partners found that engagement in the care partner role may increase sense of purpose over time (Lang and Fowers, 2019). However, our findings may highlight negative self-reflection immediately following the appointment as both members of the dyad wonder how they are going to cope with their potentially different life ahead. Care recipients may wonder how their disease will progress and experience feeling like a burden to the care partner. Likewise, care partners may feel increased stress as they face the transition, often from spouse to caregiver, and wonder how their previously established life plans (e.g., retirement and travel) will be affected. Perhaps unexpectedly, a decline in self-rated purpose was observed for both care recipients and care partners, and it differed little depending on the diagnosis of dementia. This potentially points to the uncertainty that follows dementia diagnostic appointments, regardless of outcome. For those who receive a diagnosis, there is uncertainty regarding how the disease will progress and how their care partner will arrange care for the recipient. For those who do not receive a diagnosis, uncertainty remains over the cause of the symptoms that spurred their trip to the clinic and whether or not they will continue to seek assessment or treatment.

While care recipients and care partners self-report a decline in sense of purpose, they do not report a similar expected decline when rating the other member of the dyad. Care recipients’ other-reports were moderately correlated with self-report for the other member of the dyad, indicating that partners were moderately good judges of each other’s sense of purpose. However, our results indicate that care partners tend to underestimate the sense of purpose felt by the other member of their dyad. Care recipients, though they report similar declines in purpose to care partners, remain purposeful on average despite their role as the patient. This finding may be unexpected and somewhat surprising, considering the cognitive limitations faced by care recipients. However, our findings suggest that people with dementia still report better well-being than negative stereotypes may suggest, and better well-being than their care partners would estimate. Thus, our findings do not support the claim that individuals may feel purposeless in the face of subjective or objective cognitive decline, and the associated bias from others that may accompany a dementia diagnosis.


Limitations and Future Directions

When interpreting the results, some limitations should be considered. Foremost, details of the care recipient’s diagnosis were not available from the memory clinic. Thus, we relied on the care recipient and care partner to communicate the diagnosis. Previous studies show that both care partners and recipients are relatively good reporters, especially for cases where diagnosis of no dementia or mild dementia are given (Zaleta et al., 2012). Although it is possible that participants misremembered the diagnosis the care recipient received, it seems more likely that what the care recipient or care partner perceived to be the true diagnosis – regardless of accuracy – would have the most significant influence on reported purpose. Additionally, due to a small sample size and a lack of power, we collapsed across diagnoses labels in a way that grouped Alzheimer disease and dementia diagnoses together. While Alzheimer disease is captured by the term dementia, there is nuance between these two diagnoses and future work should aim to distinguish between the labels.

Another limitation to consider is that the national prevalence of dementia varies by race and ethnicity (Plassman et al., 2007; Mehta and Yeo, 2017), which we were unable to account for given our sample was disproportionately White. Therefore, our results may not be generalizable to the diverse population of Americans with dementia. Furthermore, the participants in the present study were recruited from a tertiary memory clinic. Tertiary care providers tend to serve broader geographic areas due to the specialized nature of their care, and long travel times are often required of the care recipient and care partner (Newington and Metcalfe, 2014). Consequently, those who seek tertiary health care services may have more time or financial resources than the general population of individuals with dementia.

Finally, we collected reports of purpose just prior and just following the diagnostic appointment. Caregiving for a person with dementia is itself an other-focused act but some researchers cite a sense of meaning and purpose for the caregiver as a potential motivating factor in providing care to a person with dementia (Hill et al., 2020). It is possible that the initial downward trajectory in purpose demonstrated in this study may change as care partners find purpose in the caregiving process over time. Obtaining reports further out from the appointment would be a valuable addition to any future studies.

In conclusion, care recipients and partners were generally purposeful, but both reported less purpose in life following their dementia diagnostic appointment. When asked to report on the other member of the dyad, care partners tended to be biased toward care recipients and assumed their purpose would be significantly lower than care recipients reported, illustrating that older adults with cognitive concerns are more purposeful than expected. Additional studies with larger, more diverse samples in term of both demographics and diagnosis are warranted to more fully examine the effect of a dementia diagnostic appointment on a person’s sense of purpose in life.
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Meaning in life has also been seen as crucial to well-being, and especially, in later life. This study focused on the social complexity of meaning making processes and the role of religion and spirituality in them, by finding out the following: (1) How are meaning-making practices connected with religion and spirituality for Finnish retirement migrants of the boomer generation? (2) What does the role of religion and spirituality in meaning-making practices teach us about the relationship between individual and social aspects of meaning making? This was done by examining a particular group of older persons: Finnish retirement migrants aged 60 or over in Costa del Sol, Spain. The material for this study consists of 58 texts (written correspondence, dataset 1, year 2009), 10 semi-structured interviews (dataset 2, year 2011), and 30 completed online surveys with open-ended questions (dataset 3, year 2019). Key findings include that religion and spirituality are present in the lives of our informants in a variety of ways, playing a significant role in their meaning making, and that they appear as intertwined and not so easy to separate. A variety of religious and non-religious forms of spirituality exist in this population, and all of these forms can be relevant factors in meaning making. Also, the engagement in meaning making, contrary to what has been suggested in some of the literature about meaning in later life, not only occurs in response to confrontations with health issues, death, or other major life events. Instead, we found that meaning making occurs as a process that is often inherent to daily activities which may seem “trivial,” but in fact turn out to be important sources of purpose, values, and connectedness. Contrary to the dominant modern ideal of the authentic, self-sufficient human agent, which is based on a problematically atomistic and individualistic anthropology, for our respondents, their authentic subject position is embedded in the social practices of their daily lives, which nourish their individual spirituality and are vital to making meaning.

Keywords: meaning in life, aging, retirement migration, religion and spirituality, authenticity, spiritual seeking, baby boom aging


INTRODUCTION

Meaning in life has also been seen as crucial to well-being, and especially in later life, manifested for example, in the need for life review and adjustment to changing roles in the family and society (Reker et al., 1987; Krause, 2012; Crescioni and Baumeister, 2013; Krok, 2014). In this article, we focus on the role of religion and spirituality in the process of meaning making in later life. Although viewed as central, the contributions of religion and spirituality to meaning making have not been examined in research adequately or in their full spectrum.

The role of religion and spirituality for meaning making in later life is particularly salient for the postwar baby boom generation, a generation differing from its predecessors in a significant way (Roof, 1993, 1999; Pruchno, 2012). Although the boomer generation has been shown to either stay quite stable in their religious orientation and its intensity, or to become more religious by age and in various existential challenges (Silverstein and Bengtson, 2018), it is also the first generation whose bonds with traditional religious institutions started to loosen (Roof, 1993, 1999). At the same time, this generation developed a profound interest in spiritual practices advancing personal growth and development, often leading to complex trajectories of spiritual seeking (Atchley, 2009). As a result, many older people nowadays no longer feel (completely) at home with traditional religious institutions and their teachings and practice, and are searching for their own spirituality. Often, they are creatively using sources from different religious traditions to fulfill their need for meaning, a profile that can be characterized as “hybrid religiosity” (Berghuijs, 2017).

Influenced by the broader societal transition toward a culture of authenticity and personal fulfillment (Taylor, 1991), the relationship between spiritual authority and religious institutions has become self-chosen rather than inherited or non-chosen for the boomer generation and subsequent cohorts. As a result, taking an active role in identity building and meaning making in the global framework of religion and spirituality, facing various types of religious and non-religious convictions, has increasingly become a necessity (Flory and Miller, 2008). Members of the boomer generation characteristically rely more on their own judgement, feelings, and intuition regarding their beliefs, what to accept and what to reject, than on, e.g., traditions or religious authority (Coleman and Mills, 2019, p. 104, 105). At the same time, the social and communal settings of religion and spirituality remain profoundly important in meaning making (Silberman, 2003).

We may conclude that the boomer generation is exemplary for a generation immersed in the religious and spiritual transitions characteristic of a secular age (Taylor, 2007). Its diversity in religious and spiritual orientations makes this generation particularly interesting for studying the role of religion and (religious or non-religious) forms of spirituality in meaning-making practices. In this article, we will look specifically at how their meaning making practices unfold in an interplay of personal and social orientations toward religion and spirituality and how these meaning-making practices are connected with religion and spirituality.

We study these themes in a specific social context, namely, a Finnish retirement migrant community in the Costa del Sol, Spain. The specific characteristics of this population provides us with an opportunity to study the interaction between individual and social aspects of meaning making in the light of religion and spirituality, because, as we will discuss below, both communal bonds and personal searching motives are strongly present in this community, as well as the stimulus for meaning making in the transmigrant context.

Our study thus aims to increase the understanding of meaning in life as an influential well-being factor of the current and future generations of older persons, and to shed light on the social complexity of meaning-making processes in relation to the role of religion and spirituality for these people. To that end, we will answer the following research questions:

1) How are meaning-making practices connected with religion and spirituality for Finnish retirement migrants of the boomer generation?

2) What does the role of religion and spirituality in meaning-making practices teach us about the relation between individual and social aspects of meaning making?



BACKGROUND


Meaning and Later Life

Research on meaning and meaning-making is an exciting and growing field that has been approached from different disciplinary angles, including theological, philosophical, and psychological studies (Hupkens et al., 2018; Schnell, 2021). Partially because of this disciplinary variety, however, consensus on how to define meaning is still lacking, though an integrated approach is generally agreed to be desirable (George and Park, 2017). Whether meaning is defined in terms of a set of psychological or psycho-social needs, a global system of beliefs and values or rather a set of situated practices, of course impacts methodological choices in the study of the phenomenon of meaning as well.

In the literature, there exists many distinct ways of defining meaning. These include Wong's model, which defines global meaning in life to consist of the following four components: purpose, understanding, responsibility, and emotion/enjoyment (Wong, 2014); Steger's approach which distinguishes among purpose, significance, and coherence (Baumeister, 1991; Martela and Steger, 2016) defines the following needs for meaning: purpose, efficacy, moral worth, and self-worth, to which Derkx et al. (2019) added needs for coherence, comprehensibility, and excitement; Park (2010), who distinguishes between global and situational meaning; or Edmondson (2015) who takes an ethnographic approach and presents meaning not as answering a predefined set of needs, but rather as an emergent phenomenon created in the daily life practices of people.

Meaning-making practices are often linked to frameworks of meaning, also called meaning systems (Taylor, 1989; Eidelson and Eidelson, 2003; Silberman, 2003, 2005). They are to be distinguished from the scientific conceptualization of meaning listed above; rather, these are frameworks held by individuals who serve as background of their understandings of themselves and the world. Meaning systems are theories and beliefs about both self and the surrounding realities, used in decision-making, planning, defining the internal and external relationships, and attitudes of an individual, in general, making sense and giving meaning to the experiences of an individual. Meaning systems are contextual, both in relation to the social and historical settings where experiences happen, and in relation to the personal history and life course of an individual (Taylor, 1989; Silberman, 2003, 2005; Fischer, 2009; Uwland-Sikkema et al., 2018). This conceptualization of meaning system comes closer to several other concepts, including “horizons of interpretation” (Heidegger, 1927/1962; Hirsh, 2013), in the way it refers to guiding the meaning-making processes of individuals.

On the one hand, meaning systems are personally and individually appropriated, but on the other hand, they are always at least partially shared with others—persons, communities, and larger social entities like societies. Shared meaning systems contribute to the shaping and preserving shared realities in a group, and to create a shared sense of communality and belonging (Bar-Tal, 2000). By using shared meaning systems, the communities and their members are able to direct their behavior and interpretation of events, including historical ones (Kelman, 1997; Hirsh, 2013). The shared realities shaped by meaning systems not only affect the everyday life of individuals and communities, but also more abstract issues and experiences, including views on what is meaningful in life and where meaningful experiences can be searched for (Silberman, 2005).

Religions are examples of social phenomena which can be approached as global meaning systems. As they most often explicitly deal with questions related to the sacred and the transcendent, they can constitute an influential framework not only on meaning and meaning making, relating to beliefs, but also on contingencies, expectations, and goals (Lewis Hall and Hill, 2019). However, it is vital to note that religions are by no means the only possible frameworks for a meaning system. Also explicitly non-religious, as well as spiritual but not religious, meaning systems are found in diverse social groups, including the baby boomer generation (Pargament, 1997, p. 32; Silberman, 2003; Pargament et al., 2005).

George and Park (2017) suggests that global meaning systems always encompass dimensions of cognition (beliefs people hold on how the world is), motivation (goals that people feel motivated to pursue in their lives), and emotion (the subjective sense of meaning being present or lacking in life). With regard to situational meaning, Park's model distinguishes between appraisals of a certain situation in terms of its meaning, comparison of this appraisal with the global meaning system (and possible distress if the given situation is not concurrent with it), meaning making, which describes the efforts people make to create or restore coherence between the global meaning system and a given situation, and meanings made (the resulting adaptations in the global meaning system).

Aging and old age can pose specific challenges when it comes to meaning making. First of all, as Krause (2012) suggests, the emphasis in meaning making may shift during the life course, so that setting goals may be more important in constituting meaningfulness for younger people, whereas the ability to reconcile the past and look back on the life of an individual with peacefulness and contentment gains in importance during later life. Second, modern Western societies are often hostile toward aging people, because old age is associated with decline and fear, and this cultural hostility impedes the chances of older people having to experience their life phase and social roles as valuable and meaningful (Edmondson, 2015; Laceulle, 2018). On the other hand, the second half of life has also been traditionally seen as a phase in which the human potentials for wisdom and spiritual growth can be fully realized (Tornstam, 2005; Atchley, 2009; Edmondson, 2015).

In the current literature, the function of religion and spirituality for meaning in later life is particularly explored with regard to the confrontation with death, and with regard to coping with health problems. Manning (2019) states that religion can serve two important functions in coming to terms with the existential reality of finitude, one's own death or the death of others. First, religion can provide people with a framework in which events of life can be experienced as ordered and coherent, rather than random or chaotic. This makes it easier to feel a sense of purpose and accept that death is part of the human condition. Second, religions can offer people action steps to deal with death (for example in the form of rituals), that give them a sense of control and reduce possible feelings of helplessness and despair in the face of death.

The role of religion and spirituality in meaning making is also linked to coping with health issues in older age (Krok, 2014; Manuti et al., 2016; Xu, 2016). Although meaning can be searched for and found in both religious and non-religious contexts, there are differences between how different meaning systems propose to deal with health issues, for example, with regard to how they define the ideal emotional state and its path leading (Park and Hale, 2014; Tsai et al., 2016). Studies show that being non-religious need not lead to worse health results compared to being religious, and that atheism or non-religious forms of spirituality and hybrid religiosity are equally functional in providing sources of meaning in diverse life situations, including confrontations with diminishing health and death (Wilkinson and Coleman, 2010; Coleman and Mills, 2019). What remains mainly unstudied is what the role of religion and religious or non-religious spirituality can be in meaning making aside from situations where one is confronted with death or diminishing health.



Religion and Spirituality

The concepts “religion” and “spirituality” are both fuzzy and overlapping. Where religion often refers to beliefs, behaviors, rituals, and ceremonies related to an established tradition, spirituality evolves more around the theme of transcendence, within or without organized religion (Koenig et al., 2012). In this article, the concepts are useful especially as tools for working with and illustrating the cultural and linguistic richness and differences related to these phenomena (Murphy, 2018). These differences and variations have been observed in various cultural contexts including in Japan (Takahashi, 2020). From longitudinal and narrative data pertaining to the relation of religion, belief, and spirituality in old age, Bengtson and Johnson (2016) drew some interesting conclusions about how the role of religion and spirituality has transformed across different generations during the twentieth and early twenty-first centuries. First, they observed how conceptualizations of God have changed, showing that older cohorts are more likely to see God as a transcendent, omniscient, and distant being, whereas the younger cohorts often see God as an imminent and internalized power to whom they have access in themselves. Second, a comparison between the older and younger generations shows an increasing separation of religious practice from religious institutions. Whereas, for older generations it was self-evident that religion is practiced in church, synagogue, or mosque, the younger generations increasingly came to the conviction that leading a religious life did not necessitate regular church attendance, but could also be realized in other practices outside traditional houses of worship. Third, religion and spirituality have increasingly become two different domains for younger generations, as compared to older cohorts. While religion is increasingly identified with organized, institutionalized traditions, spirituality became the term for an internal, personal relationship with the Divine, to be obtained through processes of spiritual development, growth, and transformation.

The contemporary religious and spiritual landscape is best understood as a complex and multilayered structure. It is typical for the “quest culture” of modern spirituality that traditional boundaries characteristic of religious traditions and institutions no longer suffice to understand the meaning making processes that people engage in (Roof, 1999). Instead, in the process of spiritual seeking, people are shaping their own “lived” practices of religion, freely drawing on sources both inside and outside traditional religious frameworks. As Roof puts it, “Agency, or the role of the individual actively engaging and creating an ongoing personal religious narrative in relation to the symbolic resources available, is (.) crucial to our understanding of contemporary spiritual quests” (Roof, 1999, p. 12). Thus in this article, we put emphasis on meaning making as an active process, in which people may or may not draw on religion and spirituality to create meaning (Manning, 2019).



Meaning Making and Spiritual Seeking

In this article, we specifically aim to look at meaning making, which we broadly define as the active component of the engagement of people with meaning in life. Meaning making not only pertains to global life meaning, but also occurs as people ascribe meaning to specific aspects of their existence. Making meaning can be distinguished from finding meaning, which implies a more passive role for the individual. Also, the verb “making” emphasizes the active construction of meaning by individuals in their lifeworld, whereas “finding” assumes that meaning has an existence independent of individual consciousness in the outside world. Meaning making is related but not equivalent to searching for meaning. According to Park (2017), meaning making occurs when a discrepancy is experienced between the global meaning system (beliefs and values) that people adhere to, and to a specific situation. For example, experiencing a traumatic life event, such as the loss of a loved one, may alter the philosophical or religious outlook of an individual on life, and affect the view of the world of an individual and the perception of an individual on himself. The process of meaning making then facilitates the repair of a coherent match between the global and situational meaning (Park and Gutierrez, 2013). However, as ethnographic approaches to meaning in life suggest (Edmondson, 2015; Derkx et al., 2019) meaning making is not necessarily restricted to our response to situations of distress, but can also be approached as a continuing practice throughout our daily life activities. We would like to take this broader perspective to not only focus on the distress that discrepancies with global meaning systems pose, but also on more “ordinary” instances of meaning making as an active process of creation.

Manning (2019) suggests that meaning making processes in which we assign meaning to the past are different from meaning making processes in which we try to find meaning in what happens to us in the present. This is relevant in the context of aging, because evaluating the life of an individual with the purpose of finding what Erikson (1997) has called “ego-integrity” is generally seen as an important meaning-goal in later life. Whereas, Manning conceives the past-oriented type of meaning making as a mainly intellectual exercise where events from our past lives are put in an interpretive narrative framework (which may or may not be religiously inspired), the present-oriented type of meaning making is less about reflection and explanation to create a retrospective coherence, and more about action, emotion, and motivation to create a sense of purpose and control amidst the events one lives through at that moment.

The reflective and retrospective orientation characteristic of meaning making about the past is consistent with the philosophy that people are narrating beings, whose meaning making relies heavily on narrative (Ricoeur, 1992; Roof, 1999; Manning, 2019). People tell narratives to shape their identity and express their relationships with other people and with the values and practices of their societies (McAdams, 1993; Smith and Halligan, 2020). For older persons, narrative seems to gain an increased importance as an instrument of creating meaning. As many authors in the tradition of narrative gerontology underscore, in looking back at the life of an individual and construing a coherent narrative about it, people come to terms with themselves and, ideally, can perceive their life in retrospect as purposeful and significant (Kenyon et al., 2011; De Medeiros, 2013).

In this article, we relate our focus on meaning making to processes of spiritual seeking. According to Wuthnow (1998), we can observe a transition from religious dwelling, where people feel at home in a particular tradition and community, usually provided by religious institutions, toward spiritual seeking, where people undertake a highly personal journey of transformation and, hopefully, growth in which they aim to discover and create their own meaning-generating spiritual orientation. The process of spiritual seeking can take place in a fruitful dialogue with more traditional religious institutions, such as church communities, but can also involve distancing oneself from them and creating new forms of communion with like-minded spiritual seekers. Though the study of Wuthnow focuses on the North American context, the transition from religious dwelling to spiritual seeking can be found throughout the entire Western modern world.

The shift from religious dwelling to spiritual seeking comes with a strong focus on inwardness, subjectivity, and authentic personal experience as the focal point of religious and spiritual energy (Roof, 1999). This is exemplary of the modern turn toward an ethics of authenticity described by several authors (Taylor, 1991; Ferrara, 1998; Guignon, 2002; Laceulle, 2017). Taylor (1989) has provided an eloquent historical-philosophical analysis of this shift toward an ethics of authenticity. The study of Taylor sketches the genealogy of the meaning systems relied upon by people in Western modernity, as they relate to their self-understanding and identity. The search for meaning has evolved into an inner journey that is perceived as highly individual and authentic. A problematic side of this discourse is that it seems to present a rather atomistic image of the human agent, with hardly any sensitivity for how agency is embedded in social practices. Rather, social influence is presented as a threat to living authentically (Laceulle, 2017). However, as Taylor pointed out, it would be a mistake to see the pursuit of authenticity as a purely personal process; instead, it is deeply intertwined with the moral horizon of the culture/society in which it takes place and therefore always socially mediated. According to Taylor, it is impossible to develop an individual vision of “the good” (indispensable for experiencing meaningfulness) without knowing where you stand in a field of socially constituted “goods” that form the moral horizon of the culture of an individual. We can learn from the analysis of Taylor that the spiritual seekers of our research population may have an ambiguous relationship with traditional contexts of religious dwelling, but that their search or quest for meaning is nevertheless a deeply social process.

It would therefore be a simplification to state that spiritual seeking, as opposed to religious dwelling, is predominantly an individual process, and that people no longer feel themselves to be part of traditional religious and social communities, with potentially detrimental consequences for their sense of belonging and for social cohesion in society. Instead, the population of spiritual seekers experience “multiple religious belonging,” though no longer identifying as exclusive members of a certain religious institution, people can still “feel at home” and experience a sense of authentic relation with multiple religious sources and traditions (Berghuijs, 2017). Traditional boundaries between religious and spiritual traditions have become irrelevant to some extent, but the sources of meaning they provide gain significance in new creative combinations.




MATERIALS AND METHODS

This article examines these questions within a particular group of older persons: Finnish retirement migrants in Costa del Sol, Spain. This group is characterized by constant change and fluctuation: the typical lifestyle includes spending summers in Finland and winters in Spain, members of the community come and go, and a large proportion of social activities and networks are bound to time and place: either Finland or Spain (Karisto, 2005, 2008a; Oliver, 2008; Spännäri, 2013). Also, the individuals engaging in this lifestyle experience transitions: from work to retirement, from a country to another, from a social or family role to another. Many of these older migrants are best described as transmigrants (Glick Schiller et al., 1995; Gingrich and Preibisch, 2010), sharing their time and interests in varied proportions between Finland and Spain. This is one of the reasons why this particular population is an intriguing context for studying meaning making. Retirement migration and transmigration, involve not only various transitions and challenges which require self-realization, personal coping, and social relating, but also adaptation to new things and coping with loss—all of which are circumstances where meaning making is especially needed (O'Reilly, 2000; Gingrich and Preibisch, 2010; Warnes, 2010; Spännäri, 2013).

Another reason for focusing on this particular, Finnish group of older persons, are the country-specific characteristics of the baby boomer generation in Finland. Both the size of the baby boomer generation and its timing and span are exceptional, when compared to other countries. The exceptionally large After-War birth cohorts were proportionally larger and their birth years fewer than in most other countries after the Second World War. For example, the annual birth rate curve almost doubled in Finland during the second half of the 1940s, whereas in Great Britain, the annual growth was only about 25% (Nieminen, 2007; Karisto, 2008b). Thus, in Finland the concept of baby boomers, as a sociological phenomenon, may have a greater explanatory power than in several other countries and the shift from previous behavior patterns to those adopted by the boomer generations might be more dramatic (Karisto, 2008b). Related to meaning making behavior, a significant shift has been observed in several European and North American countries (Roof, 1993, 1999,). In Finland, where the prevailing narrative has been of cultural and ethnic homogeneity (Keskinen et al., 2019), the choice contexts for meaning making have been relatively limited. Thus, for many older Finns, especially those belonging to generations preceding the baby boomer generation, the search for meaning in life has taken place in a religious framework (e.g., Niemelä, 2011).

Here, arises a third reason for focusing on this community of older persons: according to earlier studies, the retirement migrant community is much more active in religious and spiritual activities than the corresponding demographic groups would be in Finland. In Finland, religious attendance is at the North European low level. In the year 2019, about 68.7% of Finns were members of the Lutheran church, but only 6% participated in a service at least once a month (Salomäki et al., 2020). According to an earlier questionnaire survey, it was found that a Finnish religious service was the second most popular Finnish event at Costa del Sol: about 46% of the informants had attended a service and 29% had attended some other Finnish religious activity during the last winter season (Karisto, 2008a). In a study regarding the Finnish seasonal migrants and regular tourists in Spain and the Canary Islands, it was found that during their stay in Spain, 57% of Finnish migrants attend more to religious services than they do in Finland, whereas only 12% attend more in Finland than in the Canary Islands (Mäkeläinen, 2011). Also, many of the persons attending the services in Spain do not take part in church activities in Finland. In an earlier study, 28% of questionnaire survey informants, who stated that religion is not important to them, still had attended a service during their winter stay in Spain (Karisto, 2008a, p. 248–249). A significantly understudied phenomenon is the emergence of meditation and alternative spiritual practice groups. This can be observed in the social media pages of the community, advertisements in newspapers, and in other traditional media from around 2015 onwards, but has not yet been studied.

The obvious and explicit explanation for the higher attendance in Spain than in Finland is meeting other Finns. Social connections and activities in various associations have been proved crucial to the well-being of retirement migrants and in the creation of social capital (Casado-Diaz, 2009; Simó Noguera et al., 2013). Like many migrant churches and congregations globally, the Finnish religious communities in Spain are important platforms for forming social networks (Ebaugh and Saltzman Chafetz, 2000; Jeppsson Grassman and Taghizadeh Larsson, 2013). However, there are various other instances, contexts, and events outside the religious ones where the Finnish migrants in the Costa del Sol could and do meet each other. While social factors explain some of the attendance, it leaves a particular demand for religious events in hiding.

In a Danish case reported by Warburg (2012), the church was the only or one of the very few available organizers of national and cultural activities and the participation was the highest at the non-religious events organized by the parish. On the contrary, the Finnish community at the Costa del Sol has a variety of clubs, associations, and institutes to organize cultural, educational, and entertaining activities. Also, the weekly services are clearly the most popular activities organized by the Lutheran parish. Religious activities have been strongly associated with the well-being, especially the mental well-being of the migrants, where non-religious activities did not have the same effect (Connor, 2012). The reason might lie in the ability of religion to function as a tool of connectivity both in diasporic and transnational ways (Ebaugh and Saltzman Chafetz, 2000). For these reasons, the retirement migrant community with its abundance of religious and spiritual activities is a very interesting context to study, given our aim to shed light on the social complexity of meaning-making processes in relation to the role of religion and spirituality.

The material for this study was collected in the Finnish community of Costa del Sol during the years 2009–2019. The material consists of 58 texts (dataset 1, year 2009), 10 semi-structured interviews (dataset 2, year 2011), and 30 responses to an online survey with open-ended questions (dataset 3, year 2019). The material is also presented in Table 1: datasets of this study. Together, this combination of narrative material gives a rich, multidimensional view to the life of the retirement migrants and their community across time, and allows for the examination of their meaning making, from various points of view.


Table 1. Datasets of this study.

[image: Table 1]

The texts for the dataset 1 were collected by letters and emails, with the cue “Write about religion in the Finnish community at Costa del Sol.” The invitation to write was published in the Finnish language magazines and newspapers in the area, and also advertised through the biggest Finnish religious communities: the Evangelical–Lutheran parish and the Tourist Church. This collection resulted in 64 texts, approximately half a page long, the shortest 10 sentences, and the longest two and a half pages. The informants represented various religious affiliations (which included: Lutherans, Pentecostals, and witnesses of Jehovah), and age groups (from 40 to 84). In this study, we excluded six texts where the informant was known to be under 60 years old, as we focus here on the meaning making, especially in the later life. Thus, 58 texts (40 women and 18 men respondents) constitute the dataset 1 and were used in our analysis. From the texts, we picked the themes and approaches for the interviews constituting the dataset 2 (See interview questions in Appendix A). Eight of the interviewees in the dataset 2 had also provided a text to the dataset 1. The remaining two interviewees were recruited in the Finnish events in the area, and were persons especially willing to contribute to research on religion and spirituality in the area. The interviewees of dataset 2 were aged from 60 to 82, where half of them were men and half women, and they represented Lutheran, Pentecostal, and non-religious orientations. The interviews were carried out by the first author of this article, mostly in the homes of the respondents, and they lasted from 1.5 to 3 h.

Dataset 3 was created by a survey, distributed online in March 2019 to a Facebook group of Finns in Costa del Sol (with 250,000 members), and sent by email to persons affiliated with a meditation/non-religious spirituality group. The survey material provides an interesting incremental point of view to the community, reaching out to specifically spiritual but not religious persons, and the emergence of new spiritual but not religious activities in the community. The survey was anonymous so there is no means of telling whether the respondents have also contributed to the first two datasets. This study examines the replies to open-ended questions included in the survey (Included in Appendix B), which focused on discussing and reflecting on meaning in life, as well as religious/spiritual orientation and practices. We received altogether 65 replies to the survey, of which 30 (8 men and 22 women) were from informants aged from 60 or over, and thus are included in this study focusing especially on meaning making in later life.

The material was analyzed with qualitative content analysis and adapted a grounded theory methodology, using the Atlas.ti analysis software (Charmaz, 2006; Friese, 2011). The first author analyzed the first two datasets, and the third dataset was analyzed by the two authors together, first taking turns and then each author checking on the analysis of the other. All categories and codes used were extracted from the material, then grouped and regrouped to form themes as responses to our research questions (Dey, 2007).

One significant decision made in the analysis and writing process for this article was the question of translating the terms related to religion and spirituality. Both the phenomena and the vocabulary around religion and spirituality evade clear-cut definitions and are context-specific to a large extent (Moberg, 2009; Murphy, 2018). In the Finnish context, in everyday language, the field of religiosity and spirituality is often described using three words: uskonnollisuus, hengellisyys, and henkisyys. The word, uskonnollisuus would refer to religiosity, through dimensions, such as attendance, practice, and dogmatic beliefs related to institutionalized religion, such as a church—thus, we decided to translate that as religiosity. The word, hengellisyys would refer to a type of spirituality relating to institutionalized religion, but in contrast with religiosity or uskonnollisuus, hengellisyys focuses more on the personal practice and experiences, such as praying, singing hymns, and having a religious worldview. In this article, this is translated as a religious spirituality. The word, henkisyys, then, would refer to spirituality, characterized by experiences and personal practice not connected to institutionalized religions. Interestingly, this term could also include phenomena in the fringes between the spiritual and the secular factors, such as philosophical interest or personal growth.



RESULTS


Meaning Making in the Retirement Migrant Community

In our material, meaning making was displayed in a wide variety of ways. For some informants, meaning making was quite comprehensive, touching not only the person in question, but persons in general, and also even larger entities like the cosmos or God:

I believe (i.e., trust and hope) in the ability of a person to perceive his or her modest part of the earth and therefore to work for himself and his immediate surroundings, both mentally and physically. This can be God in us (D3, 33).

For some informants, accounts of meaning making are centered around “the little things in life,” such as volunteering:

But volunteering, it has been the spice of life.—It is very pleasant to be around people, in everyday life. And at the same time feel united with all the parish members. To feel that you can be of help and to be helped yourself at the same time (D1, 23).

For this informant, an important part of volunteering in the parish was to be united with others, and this sense of unity was created through the tasks in everyday life. In addition to the pleasantness of doing together, this activity was given the meaning of unity with all the parish members—which might, judging from the word, ykseys the interviewee uses, be a particular, spiritual kind of unity.

Volunteer activities had a strong spiritual importance for some of the informants. An interviewee from the dataset 2, a female in her 60s, ponders:

—That this is really only temporary. That a time will come, when I don't have to worry or take care of anything.

(Interviewer: To know, that everything will end [well in any case)

Yes, exactly.] And then you can rejoice and rest and just enjoy. And that gives me strength to strive for that goal here in the parish and in my own life and toward other people. And for that reason, too, participate however I can, whatever small contribution I can make, to… make that possible for others who don't know God. That's really our task here. We want to take others with us there, too, some with a bigger and some with a smaller contribution.

(Interviewer: And everybody, in their own way, can take part).

Mm, yes. Like washing the dishes or sweeping the floor there, that somebody, a seeker, can come here. That we're here for them (D2, 4).

This informant makes meaning of her volunteering in cooking and cleaning duties in the context of religion. For her, volunteering was not only keeping up the hope for a better life after death, but also in this life, giving strength in everyday struggles. In addition, she makes meaning for her duties in the religious community as helping others to find God.

Our material also reminds that meaning making happens in a place and time.

I go to worship and ponder the sermon on my way home and at home. I help others whenever I can. It gives strength and good spirits (D3, 42).

The moments of meaning making are not something separate from the everyday life, but take place during the usual activities like walking home or embedded in the everyday deeds of helping others. The informant tells about pondering a sermon, and then continues to write about practice: helping others, which also has benefits for the helper herself. The practice and the sermon come together. A practical meaning is given to the religious message, and a religious meaning is given to the spiritual practice.

In addition to everyday life religious practices, festivities, and customs linked to them are also one of the frequently mentioned contexts of meaning making.

For us, it is very important to celebrate the religious holidays in the Finnish way. For example Christmas is a very emotional and an important holiday. All the childhood Christmases come to mind, with Christmas matins, sleigh rides etc. We also reminisce about persons who have passed away, parents, siblings, and all relatives, and the message of Christmas (D1, 15).

The informant describes how Christmas is given the meaning of looking back but also reaching out to others in the spirit of Christmas. The message of Christmas seems to be one of connectivity, both to the past but also to the present. As for the past, the personal life stories appear in the material as important contexts of meaning making for these older persons.

I was born into a home where religion and the morals, behavior, and good manners that come with it are not unfamiliar. These give good guidance on the journey of life, to take into account others, and to respect their view of life and conviction, no matter which religious branch they belong to (D1, 19).

Interestingly, for this informant, the tolerant and accepting way of life was given meaning through their strong religious upbringing. Morals and good manners were seen in the religious context, and shaping the whole journey of life of the informant.

One of the key findings of our analysis is that meaning making is integrated in the everyday lives of the people, not only in the times of festivities, but also in the quite usual chores and activities, like volunteering or walking home.



Religion and Spirituality in the Meaning Making

Our analysis showed that both religion and spirituality played a role in the meaning making, both in the religious and non-religious context. In the religious context, one of the social phenomena framing the meaning-making processes is a religious participation, which is described to be more religious and active for Finns in Spain than in Finland. A clear majority of informants in the dataset 1 stated, even if that was not explicitly asked in the call for texts, that religious participation was much more common and the participation style was much more active for the Finns in Costa del Sol, than in Finland. The place and change of place seemed to play an important role for meaning making for many respondents, as sunshine and the palm trees were often mentioned as pleasant elements but at the same time constant reminders of being in a foreign environment.

“I think that in Spain (Finnish) people are more open and receptive to religion. They are older and the departure from this world is approaching for everybody. But here also those people go to the church, who won't do it in Finland because of bashfulness or other reasons. The songs and hymns are sung at full blast, although everybody isn't always hitting the right key. It also seems that everyone goes to receive communion.” (D1, 61).

In addition to the higher age and approaching the end of life, the informants mention openness and receptiveness as central factors for increased engagement and attendance. But in addition to the increased frequency, this and several other informants write about the difference in participation style: more open, more personal, a result of an individual choice and stressing more an active role in participation.

The specific social context and the transitions linked to the life in it seem to play a key role in the increased and intensified religious engagement.

“The church here is like a mother duck who calls her ducklings under her wings for shelter and protection and nourishes both physically and spiritually, the church and religion is much more important to us here than in our homeland—aren't we here like scattered in the winds of the world.” (D1, 13).

Here, the religious context was seen as framing the meaning making in a new, uncertain, and insecure situation. The perceived safety and protection provided by the religious context was very often mentioned in the texts. It was mainly left unclear, which were the threats to safety that religious context was perceived to be protecting from. Building a social network and social capital (weak and strong ties) in a new community might be a factor here. In addition, the sense of safety seemed to be also spiritual, as in the quote above, and for this informant:

“And often it's because problems caused by a certain homesickness, loneliness or troubles in integration develop to be a curious internal longing and emptiness, where spiritual circles are starting to give meaning to one's life.” (D1, 52).

The informant describes how external factors, like moving to a new country and social environment create experiences of longing and loneliness, which in turn create internal needs, longing to be fulfilled—which in turn leads to meaning making in a new context and with a new sense of urgency.

Interplay between personal, individual aspirations, and the social framework was not always easy. Many informants, such as the persons quoted above, also mentioned possible obstacles, on why they themselves or their peers have not engaged in religious activities in the home country. The peer pressure for not participating while in Finland, and the absence of it in Spain, was explicitly mentioned in several texts.

“Belief is a personal encounter with Lord Jesus. The Coast gives the same possibilities for it as Finland does. Sometimes even better, when relatives, friends and neighbors are not there, “controlling” (D1, 52).

The “lower threshold” to engaging in religious and spiritual activities in Spain than in Finland, mentioned explicitly in 10 of the 58 texts in the dataset 1, gives a reason to think that the need for this engagement exists also in the Finnish context and is not only related to transitions, such as moving to another country to retire. Also, it underlines the need for active negotiation between the personal needs for meaning and the social context. The meaning making practices adopted in the later life depend on many factors, neither on the social norms nor the pursuit for authenticity.

However, the search for meaning was not linked exclusively to the specific social context of being a retirement migrant in Spain, but also and very firmly to the life stage of older adulthood and retirement.

It is as if you could start your life anew now that you're retired, and do what you really want to and feel it's the right thing to do, that's spirituality today (D1, 46).

Interestingly, the writer not only placed spiritual practices as the engagement they were longing for, but also vice versa: to “do what you really want to do,” to explore one's own agency, was indeed a form of spirituality.

Religion and spirituality also play a role in making meaning of severe illnesses in later life—and the threat they pose. One of interviewees in dataset 2, a woman in her seventies, tells about a person living with several illnesses; how she is a very positive and joyous person, and how she often discusses the possibility of an illness-ridden elderhood:

We just always remind each other, that if He, our Lord, puts us through that schooling, I won't be there alone. He's there with us.—So I'm not afraid, no (D2, 3).

Interestingly, the religious and spiritual framework is here related to togetherness and connectedness; explicitly not only with God, but also with the person and persons sharing similar views.

Also informants who did not consider themselves as religious, saw spirituality as significant contexts for meaning making.

I do not believe in God as seen by Christianity. I believe there is something bigger. I believe things tend to arrange themselves and that something is behind that. I also like to think that my dead father is somewhere, but where, I haven't figured it out yet (D3, 9).

For this informant, non-religious spirituality helped to make meaning and sense of life and its events. For others, engaging in meaning making processes in a spiritual context was primarily motivated by self-realization or self-development.

I treat religion and religious spirituality in the same way as exotic flowers. I look and marvel. I understand non-religious spirituality more broadly; I think it is a work and an exercise that a person does to change themselves (D3, 27).

This informant saw the self-development motive to be especially linked with the non-religious spirituality—in contrast with religion and religious spirituality. The informant thus described what they found to be a key difference of religious and non-religious spirituality: the other is to be looked at, and the other to be exercised.

Another informant describes how religion and religious spirituality affects her everyday life, especially having found God:

It's had a great effect. Like when I think how I've ever been able to make decisions before, for example. And I thought I was good at decision-making. Now I don't need to do anything more than just ask: “Heavenly Father, how is it now with this thing here. Do I sell this flat or not.” And I get answered. In all my matters I get answered. In a way or another (D2, 3).

Although the context where this informant practices her religion is strongly religious, as she is an active member of one of the religious organizations in the area, the effect in her life described here arises from a personal spiritual practice, praying. Thus, another key finding is that religion and spirituality are not easily segregated from each other in the data, and they are manifested intertwined. Also, for this respondent, asking God for advice seems to be a personal process, not involving any religious professionals or key figures. In this narrative, getting answered involves agency, in asking and defining an answer. Thus, it is vital to inspect meaning making as an activity, in the lived context, following the course of research on aging in context, ethnographical approaches, and in aging and everyday life (Edmondson, 2005; Degnen, 2012).

In this study, further examining is to be included on the role of the older persons as active subjects of the meaning making process.



Meaning Making as an Active Process

One of our key findings is that meaning making is an active process for these older persons, and it involves a negotiation between authenticity and self-expression on the one hand and the social framework on the other. For some informants this is very explicit:

This is my own thought interpretation about belief and Deity: we must grow and develop by ourselves. No pastor or preacher is able to do that (D1, 29).

After presenting the development of his spiritual thinking, the informant comes to the conclusion that everyone is responsible for his own spiritual development.

Another informant, who is not very active in any religious community, uses the religious context to make meaning of his aspirations to help others—even if he would have to disagree with others:

Well, I don't know if my Christian conviction is that strong… But it comes to me from early childhood “from my mother's milk,” the defending of the weak. And, I've seen christianity so, that it should focus on exactly defending the weak.—This is how I see the teachings of Jesus, too. Some disagree and say that it is not only about helping the weak. But I think it is. That's the core of everything (D2, 9).

Later in the interview, the informant tells that for him, personally, helping others is the primary way of practicing spirituality. It is not only a moral obligation, but also a spiritual act, part of a larger whole. That ethos has especially affected his life after retirement, as he feels he now has more freedom and time to do good to others.

For some informants, the focus of the meaning-making processes was in the self, like for this informant, describing the meaning of religious service to her:

Hearing the gospel helps revitalize and strengthens me. I don't have to accomplish anything, but I can just rest and be taken care of by God. This is something I've been missing through many years of work, to safely be a child of God. Now that I have time, I can read the Bible and other spiritual literature. Now I have time to pray, either specially to settle for prayer or then pray by myself while doing the daily chores. My wish here in the sun is to get closer to God (D1, 59).

Religious context had for this informant an uplifting and caring effect. Retirement also offered the much needed time to explore the spiritual dimensions of life, perhaps earlier subdued by work and the related lack of time to focus on oneself. For this informant, however, the individual meaning-making process is launched in a shared context, having heard the gospel with others.

Also, in non-religiously spiritual contexts, both a social aspect and the emphasis on the individual agency as well as authenticity were present. For some, meaning making was the first and foremost linked with social connectivity:

(meaning of life is to) live in such a way that my deeds, my presence and my words would enable my loved ones to fulfill the purpose of life they've chosen with joy and confidence in their own abilities (D3, 33).

For others, the motivation was linked more clearly to self-development:

I want to find myself through the wisdom of spirituality. Who am I? (D3, 3).

These individual experiences and fulfillments do not appear in vacuum. Many informants relate the individual sense of meaning in a relational context.

I find it unlikely that living on a large scale has any purpose. Instead, I think it is good for individuals to experience that their lives matter to someone or something. This kind of individual sense of meaning can be found in different things for different people (D3, 50).

In fact, quite often individualist and relational motivations were intertwined:

(meaning of life is to)Become the best person possible, that is, kind, helpful, and spiritual toward all living things (D3, 61).

This informant connects personal development with contribution to the lives of others, and even nature. The best possible person is also the best person for others, not only for oneself. Meaning in life is actively made and measured by kindness, helpfulness—in everyday life.




DISCUSSION

The lives of the Finnish retirement migrants we have studied in this article are vibrant with meaning making. Both the written and told narratives from our informants paint a lively picture of a community whose members actively engage with each other and with themselves to infuse their daily lives with meaning.

An important finding is that the engagement in meaning making, contrary to what has been suggested in some of the literature about meaning in later life, does not only occur in response to confrontations with health issues, death, or other major life events. Instead, we found that meaning making occurs as a process that is often inherent to daily activities which may seem “trivial,” but in fact turn out to be important sources of purpose, values, and connectedness. This has been noted also in previous and recent studies (Hupkens et al., 2021). This speaks in favor of studying meaning from an ethnographic, phenomenological perspective (cf. Edmondson, 2015), and not limiting research on this topic to more dominant quantitative approaches using measurement instruments, such as the Meaning in Life questionnaire (Steger et al., 2006). It also resonates with the emerging literature about lived religion, in the sense that through studying this engagement, it is possible to examine how meaning making is practiced—quite alike how the study of lived religion focuses on the practice of religion (Knibbe and Kupari, 2020).

In response to our first research question, we found that religion and spirituality are present in the lives of our informants in a variety of ways, and play a significant role in their meaning making. Some of the informants find their spiritual and social home within traditional religious institutions, such as the Lutheran Church, and find comfort and a sense of belonging through practices, such as worship and reading the gospel. Others have chosen the paths of spiritual seeking that lead them away from these traditional religious practices and toward new expressions of spiritual meaning making, such as meditation or yoga. In this sense, the Finnish retirement migrants in this study confirm the findings from the literature in our theoretical framework about the varied religious and spiritual orientations of the boomer generation.

A significant finding is that for some informants, traditional religious settings, such as church services serve a meaning making function that is more social than it is substantially religious—for them, meeting other Finns and belonging to the community seems to surpass the importance of religious teachings. Yet, it is important to note that despite these seemingly rather functional reasons to stay connected with religious institutions, the sense of social belonging and connectedness they gain from their engagement with it has acquired a spiritual status for many informants. Feeling related to other people and being there for one another in a religious and spiritual context are highly important values in this community, with a great potential for meaning making. Individual spiritual journeys are often interwoven with more traditional religious practices, though for some respondents, their spiritual path has led them to turn away from institutionalized religion permanently.

A finding related to the above is that religion and spirituality turn out to be not so easy to separate in our results. There exists a variety of religious and non-religious forms of spirituality in this population and all of these forms can be relevant factors in meaning making. It is noteworthy to mention that the distinction between religious dwellers and spiritual seekers as laid out in the literature (Wuthnow, 1998; Roof, 1999; Wink, 2003) cannot be clearly drawn in our sample; in a sense, many of our informants appeared to be seeking in some way, and this seeking could occur both within and outside of more traditional religious practices. This is consistent with the idea that the baby boom generation is characterized by multiple religious belongings (Berghuijs, 2017). These results underline the importance of looking beyond dichotomies, such as religious—non-religious or even religious—spiritual when the aim is to understand the role of religious and spiritual phenomena in the lives and meaning making of individuals and communities. The results also emphasize the need to come to a more nuanced understanding of the diversity of experiences related to religious and spiritual meaning-making of older persons—be they in religious or non-religious contexts.

Another important finding to mention is that people exhibited a variety of different motives for including religion and/or spirituality in their meaning-making practices. As indicated before, socially oriented motives, such as seeking connectedness or belonging, caring, and taking responsibility for others, or doing good deeds that benefit individual recipients or the community as a whole, play an important role in meaning making, and are explicitly framed as spiritually inspired motives. On the other hand, there is a group of more individually oriented motives that we propose to unite under the heading of authenticity, which covers the striving for personal growth and spiritual development. While many respondents continue to feel a connection to religious institutions, even if only for its social functions, it is characteristic for most of them that they want to actively create their own spiritual journey. As Atchley puts it, people are “(.) actively creating mosaics of spiritual practice, lifestyles, and communities specifically designed to nurture their vision of the spiritual journey. The spiritual journey is a much different prospect and experience in the evolving dwelling-seeking-practice framework than that experienced in a more static framework that emphasizes authority structures and one-size-fits-all approaches to the spiritual path” (Atchley, 2016, p. 26). This leads us to an interesting direction to answering our second research question in this paper, with regard to how the role of religion and spirituality can enhance our understanding about the relationship between individual and social elements of meaning making. It seems to be the case that whereas individual and social factors are both indispensable in the religious and spiritual meaning making of these retirement migrants, it is vital to them that an authentic and active subject position is maintained always. But contrary to the dominant modern ideal of the authentic, self-sufficient human agent with its problematically atomistic anthropology (Taylor, 1991), for our respondents their authentic subject position is embedded in the social practices of their daily lives, which nourish their individual spirituality and are vital to meaning making.

This study has its limitations. The respondents in all the three datasets are individuals who are at least somewhat intrigued with meaning making and questions related to religion or spirituality. In the future, it would be interesting to examine meaning making with representative material, or in a population not inclined to ponder their lives in any spiritual framework. However, exactly by focusing on persons willing to describe their meaning making, this study offered insights into meaning making in later life as an active process taking place in the social and lived context. These insights should be employed not only in further studies examining meaning in life, but also in the well-being and good life in older age, as this study was one among many highlighting the fundamental importance of meaning making for older persons.
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APPENDIX A. INTERVIEW QUESTIONS (DATASET 2)

1. How did you end up living in the Costa de Sol?

2. How do you spend time here?

3. How 'Finnish' would you say your life is here?

4. What is your relationship to religion and/or spirituality?

5. There is a lot of volunteering here, what's your relationship to that?

6. Quite a few Finns attend religious services here. How is it with you?

7. What do you expect from the future?



APPENDIX B. SURVEY QUESTIONS (DATASET 3)

1. Please write about your religion or spirituality.

2. In what kind of religious or spiritual practices do you engage?

3. Do you believe in God? If not: In what do you believe?

4. What do you think is the meaning of life?

5. Would you say that your religious/spiritual beliefs and your faith in 'God' have changed over the years? How?

6. During the past 6 months, have you participated in an activity, group, or a lecture about good life, personal, or spiritual growth, or religious/spiritual matters?

7. With whom do you discuss questions related to meaning in life or religious/spiritual questions?

8. What does discussing these questions mean to you?

9. What kinds of activities related to these themes would you be interested in?
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The need for meaning in life is a key aspect of being human, and a central issue in the psychology of religion. Understanding experience of meaning for persons with severe dementia is challenging due to the impairments associated with the illness. Despite these challenges, this article argues that meaning in life is as important for a person with severe dementia as it is for everyone else. This study was conducted in a Norwegian hospital and nursing home context and was part of a research project on meaning in life for persons with severe dementia. The study builds on two other studies which focused on how meaning-making and experience of meaningfulness appeared in patients with severe dementia. By presenting the findings from these two studies for a group of healthcare professionals and introducing them to research on meaning in life, the aim of this study was to explore how healthcare professionals interpret the patients' experience of meaning in life in practise for patients with severe dementia in a hospital and nursing home context, and to highlight its clinical implications. The study was conducted using a qualitative method with exploratory design. The data were collected at a round table conference, a method inspired by a mode of action research called “co-operative inquiry.” Altogether 27 professional healthcarers, from a variety of professions, with high competence in dementia care participated together with six researchers authoring this article. This study revealed that healthcare professionals were constantly dealing with different forms of meaning in their everyday care for people with dementia. The findings also showed clear connexions between understanding of meaning and fundamental aspects of good dementia care. Meaning corresponded well with the principles of person-centred care, and this compatibility allowed the healthcare professionals to associate meaning in life as a perspective into their work without having much prior knowledge or being familiar with the use of this perspective. The study points out that awareness of meaning in life as an integrated perspective in clinical practise will contribute to a broader and enhanced repertoire, and hence to improved dementia care. Facilitating experience of meaning calls for increased resources in personnel and competence in future dementia care.

Keywords: severe dementia, person-centred care, residential care, meaning in life, meaning-making, meaningfulness, personhood


INTRODUCTION

Today there are about 50 million people worldwide living with dementia and the number is projected to increase to about 152 million by the year 2050 (Patterson, 2018). In Norway, which is the context of the present study, almost every seventh person (14.6%) aged more than 70 years lives with dementia, and for the age group 90 years and older the prevalence increases to one out of two persons (48.1%) (Demensplan 2025 [National plan for dementia care 2025], 2020). In nursing homes five out of six residents (84.3%) are living with dementia (Demensplan 2025 [National plan for dementia care 2025], 2020). Seeing dementia as an increasing threat to the public health the Norwegian government aims to “create a society that to a greater extent promotes mental and physical health by facilitating coping, belonging and experience of meaning” [Authors' translation1] (Demensplan 2020 [National plan for dementia care 2020], 2015, p. 9). Seeing experience of meaning as a contributor to health, it is important to investigate how this experience can be facilitated into the care of persons with severe dementia.

The need for meaning in life is a key aspect in being human, and a central issue in the psychology of religion (Park, 2005). Victor Frankl described will to meaning as the “man's primary concern” (Frankl, 1969, p. 20). Understanding experience of meaning for persons with severe dementia is challenging due to the impairments associated with the illness. The severity of symptoms of dementia is classified in stages from mild, moderate to severe dementia (WHO, 1993 in Hughes et al., 1982; Engedal and Haugen, 2018). For persons with severe dementia the capacity for cognitive functioning and abstract thinking is severely impaired, and the ability to verbally communicate or express oneself is reduced (Kitwood and Bredin, 1992; Engedal and Haugen, 2018). Despite these challenges, seeing meaning in life as a key aspect in being human, this article argues that meaning in life is as important for a person with severe dementia as it is for everyone else. Healthcare professionals' awareness and knowledge about meaning in life brings an important perspective into person-centred care for this patient group. This study is not patient-oriented but seeks to bring out knowledge based on healthcare professionals' experiences and understanding of the topic.



BACKGROUND

The traditional thinking about dementia has been dominated by a focus on individual neuropathology and resulted in overlooking the important role of external factors on disease progression and loss of self (Kitwood, 1997; Kontos, 2005). Over the last decades these attitudes have changed towards seeing persons with dementia from a social perspective, affirming the personhood and identity even while cognitive functions are lost (MacKinlay and Trevitt, 2012). Dementia has social implications as it can affect how society treats people with dementia, and thus making it a relational disability (Swinton, 2011). Seeing dementia as a relational and social illness, Kitwood (1997) has influenced the changes towards a perspective of “person-centred care,” based on meeting the main psychological needs of love, comfort, identity, occupation, inclusion, and attachment. Person-centred care is an approach that sets the persons at the centre where the individuals are supported, facilitated, and enabled to contribute to their own care (Mitchell and Agnelli, 2015). Dementia care should, according to Kontos, be this kind of “person work” (Kontos, 2005), with an ultimate goal of “offsetting the fragmentation of selfhood” (Kitwood and Bredin, 1992). In Norway, the principles of person-centred care form the basis of policy on dementia care. While meaning of life is a philosophical question and not possible to prove by any methods, empirical research deals with meaning in life (Schnell, 2021). Since Frankl (1969), different aspects of meaning in life have been investigated by a number of researchers (Crumbaugh, 1968; Battista and Almond, 1973; Antonovsky, 1993; Schnell, 2009, 2021). Meaning in life in relation to different health aspects is associated with a variety of physical and psychological outcomes (Steger, 2012; Czekierda et al., 2017). Scandinavian research on meaning in life has been linked with existential issues in different clinical populations (DeMarinis, 2008; Haug et al., 2016; Lloyd, 2018). Recent studies that included cognitively intact nursing home residents have shown that perceived meaning in life is significantly associated with nurse-patient interaction (Haugan, 2014b; Haugan et al., 2020).

Research on meaning and dementia tends to focus on meaning for the caregivers or the caregiving process (Butcher and Buckwalter, 2002; McLennon et al., 2011; Butcher, 2016; Cherry et al., 2019). However, some research on meaning for the person with dementia has come up the last few years, showing that meaning in life provides life satisfaction and reduces depressive symptoms for persons with Alzheimer's (Dewitte et al., 2019). Research has also pointed out that relationship and connectedness are of great significance for the experience of meaning for persons with dementia (MacKinlay, 2016). A study on how the view of life frames the sense of identity of persons with Alzheimer's in telling their life-story, showed an experience of meaningfulness and continuity when looking back on their lives (Westius et al., 2010). Several studies on meaning also refers to spirituality or spiritual needs, as these are closely related (Kevern, 2015). In the present study spirituality is not highlighted but is seen as a subordinate concept as a mean or source of meaning (Schnell, 2009).

Over the last 15 years Schnell and her collaborators have done comprehensive research on meaning in life (Schnell and Becker, 2007; Schnell, 2009, 2021). The concept of meaning in life is understood as a multidimensional construct consisting of the following dimensions: “Meaningfulness,” “Crisis of Meaning,” and “Sources of Meaning” (Schnell, 2021, p. 6–8). Early empirical studies on meaning in life assumed that meaningfulness and crisis of meaning were opposite sides of the same continuum (Schnell, 2009, 2021). Schnell's research has found the two dimensions to be relatively independent as low meaningfulness and low crisis of meaning may occur together (Schnell, 2009, 2021). Meaningfulness is based on an “evaluation of one's life as coherent, significant, oriented and belonging” (Schnell, 2009, p. 487; Schnell, 2021). These four criteria can be understood as central elements to the experience of meaningfulness without referring to its sources (Schnell, 2021). A crisis of meaning is defined as “a judgement of one's life as frustratingly empty, pointless and lacking meaning” (Schnell, 2009, p. 487; Schnell, 2021, p. 8). Schnell has identified 28 sources of meaning which are understood as orientations that correlates positively with meaningfulness and give form to peoples' actions, convictions, and experiences (Schnell and Becker, 2007; Schnell, 2021). The sources of meaning that are strongest associated with meaningfulness are generativity, care, religiosity, and harmony (Schnell, 2021).

Meaning-making is also a central concept in research on meaning (la Cour and Hvidt, 2010; DeMarinis, 2013). In this study meaning-making refers to meaning both as the experience of meaning in life and the process of creating it. Meaning in life is always experienced within a context and depends on the accessibility to sources of meaning. Being a resident in a nursing home or a patient in hospital may affect the access to sources of meaning as the residents are distanced to their normal living environment and are thus in an alienating situation. Living with dementia may also be experienced as a kind of alienation and affect the person's existence at a deeper level (Svanström et al., 2013). This is in particular the case for persons living with severe dementia, due to the severity of the cognitive impairments that characterise this phase. In relation to dementia, Schnell's understanding of meaning in life is useful because it emphasises the experience of meaning without necessarily having a cognitive awareness of why or what it is that creates meaning.

With exception of the few examples mentioned above, research on meaning in life and dementia is scarce in general, and particularly in relation to severe dementia. Some research has focused on how nurses understand residents with dementia's needs for meaning (Ødbehr et al., 2014). Ødbehr found that although the residents' needs for meaning were similar to the general population, retrieving and creating sources of meaning may be limited by dementia (Ødbehr et al., 2014). Empirical knowledge on how these needs for meaning in life are managed in dementia care practise is lacking. Exploring this knowledge gap, this study was part of a research project on meaning in life for persons with severe dementia. It is not possible to have direct knowledge about the patients' own experiences of meaning in life. However, exploring qualified healthcare professionals' perspectives provides the best knowledge accessible, and we find it important to bring this knowledge into the field of dementia care. The aim of this study was to explore how healthcare professionals interpret the patients' experiences of meaning in life in practise for patients with severe dementia in a hospital and nursing home context, and to highlight its clinical implications.



MATERIALS AND METHODS

The present study builds on two other studies within the same research project, all with a focus on how meaning-making and experience of meaningfulness appeared in patients with severe dementia. The two previous studies involved participant observation of patients and interviews with healthcare professionals at a hospital ward, with particular focus on how meaning-making and experiences of meaningfulness appeared in patients. Unlike the two other studies that collected data from observations of patients with severe dementia, the empirical data in this present study were based on healthcare professionals' understandings and interpretations of meaning in life for this patient group.


Study Design

This study used a qualitative method with an exploratory design as it was found appropriate when investigating healthcare professionals' understandings and interpretations in a field where research is relatively scarce. A round table conference was held as this is a method which has proved to be relevant and fruitful for knowledge development in healthcare practise (Hummelvoll, 2006). The round table conference was carried out in one day and organised in three sections:

• Teaching with presentation of the project and introduction to the topic of the research (90 min).

• Discussion in three simultaneous focus groups (90 min).

• Plenary discussion (45 min).

Round table conference is a method inspired by a mode of action research called co-operative inquiry (Hummelvoll, 2006). Bringing in research relevant in a clinical setting, clinicians are invited to contribute with their professional experiences and together with researchers discuss and reflect upon how theoretical perspectives are relevant in practise. Focus groups are useful as research method when exploring issues concerning common experiences and perspectives in an environment where different people or professions cooperate (Malterud, 2012a). The purpose of the round table conference was to explore how meaning-making and meaningfulness in persons with severe dementia are relevant in dementia care, based on findings from the two earlier studies in this project.



Collection

The data for this study were collected at a round table conference with healthcare professionals from a specialised dementia ward at an old age psychiatric department in Innlandet Hospital Trust, and healthcare professionals from the SAM-AKS network2. Altogether 27 healthcare professionals participated together with the six researchers authoring this article. The participants were nurses, occupational therapists, social educators, and psychiatrists working with persons with dementia. All age groups from early thirties to late sixties were represented, with some of the participants having more than 30 years of experience in dementia care. Using the SAM-AKS network, this sample included participants with high formal and clinical competence in dementia care from a variety of professions covering both the primary healthcare and specialist healthcare service.

Although different professions were represented among the participants of the focus groups, the moderators did not experience any power imbalance (which could be typical between doctors and nurses). The healthcare contexts from which the participants were recruited practised a relatively flat structure, as is normal in a broad part of the Norwegian healthcare system. The focus group interviews were conducted on neutral ground and the participants wore their private clothes. As all participants were given the chance to talk in rounds, the moderators felt that no particular profession notably dominated the conversation.

Findings from two other studies in this project on meaning in persons with severe dementia were presented at the round table conference. There were given examples of meaning-making and experiences of meaningfulness found in everyday situations with persons with dementia. Two introductions on Worldview and health and on Meaning in life were also presented. The participants were primed with Schnell's theory on Sources of meaning and understanding of meaningfulness (Schnell, 2009, 2011). The participants were also presented with the thinking around worldview and how it relates to and affects people's health (Stifoss-Hanssen and Kallenberg, 1998). The purpose of the teaching with presentation and introductions was to give a context and build an understanding of the content of the research question.

Following the teaching, the participants were interviewed in three different focus groups. Each group had 9 participants with a mix of professions and were moderated by two researchers from this study. The focus groups first shared their own experiences and stories of meaning-making in persons with dementia. They were then asked about what it is in these stories that makes us understand them as meaningful. Finally, the focus groups were asked how worldview and existential themes can be managed in persons with severe dementia, based on the findings they were presented for ahead of the focus group interviews.

Three main points from each focus group were presented in a plenary session, followed by an open discussion that acknowledged and elaborated the discussions from the focus groups.



Analysis

Audio recordings from the focus group interviews and the plenary discussion were transcribed into 80 pages of text. The transcribed texts were analysed using Systematic text condensation (STC), which is a pragmatic method of thematic cross-sectional analysis of qualitative data described by Malterud (2012b, 2017). The analysis was done in four steps: (1) Forming a total impression, (2) identifying and sorting meaning units, (3) abstracting the content from the individual meaning units, and (4) summarising the meaning. All the authors read through the material independently to form a general impression of the whole and identify preliminary themes. The authors then met to negotiate the meaning units and code groups. With an inductive and open-ended approach (Malterud, 2016), we looked for patterns and categories related to the concepts of meaning-making and meaningfulness, and the clinical implications of how the professionals understood and operated according to these concepts. The first author analysed the material by further sorting and abstracting the content from the individual meaning units, and together with the co-authors the meaning from the abstracts were summarised. The analysis was supported by the theories of meaning in life as developed by Schnell (2009, 2021).

The participants in this study were healthcare professionals working at hospital or nursing homes where the persons with dementia were referred to as patients. At the nursing homes resident was more common, but even here patient was frequently used. In this article we prefer to use person with dementia to validate humanity and the patient as an equal person. However, referring to situations and examples from the data material, we some places use the word patient to keep close to the material from an institutional context with asymmetrical relationships between healthcare professionals and the ones cared for.



Ethical Considerations

Consistent with Norwegian legislation, the project was registered (#47488) and approved by the Norwegian Social Science Data Services (NSD) in April 2016. The project was also in 2020 registered by the Data Protection Office at Innlandet Hospital Trust. Participation was voluntary, and written informed consent was obtained from all participants before the data collection. The data were anonymised when transcribing the audio recordings into text.




RESULTS

The understanding of meaning and clinical implications of this understanding were identified through the analysis of the empirical material and organised in three main categories: “being on a treasure hunt,” “catching the moment” and “taking leadership.” The categories describe the approaches healthcare professionals used to search for what could be interpreted as meaning for patients with severe dementia. Again, it is important to emphasise that the findings are based on the participants' interpretations of the patients' experiences, as we do not have direct access the patients' own expressions. The presentation of results will be based on these categories. Although the categories will be presented separately, they may also overlap in practise.


Being on a Treasure Hunt

The participants of the study shared an understanding that professional attentiveness for the patients' experiences and expressions of meaning was an important aspect of everyday dementia care practises. This attentiveness was described as an ongoing, but also uncertain process of searching for meaning, which involved a number of components.

The search for meaning meant that healthcare professionals interpreted and translated non-verbal—and often non-coherent verbal expressions—into something that could be understood as expressions of meaning for the patients. One of the participants described this ongoing work of searching for meaning as “being on a treasure hunt.” In this context using the analogy of being on a treasure hunt was understood as interpreting behaviour and expressions and catching seemingly trivial incidents as something potentially meaningful:

“But you see, the job you are doing there, the small seed you manage to either spread further or get hold on, it makes a big difference.”

One other participant described the search for meaning as “finding the key” that could change the situation for the patient. Other participants had a similar understanding of searching for meaning as taking the time and effort to go beyond what was up in the open:

“… we also take it a little further. (…) We are trained to be able to describe behaviour and see symptoms. But then, you must also have time to try to understand the meaning behind what happens. If you have the time for that, and the ability for it, you will catch something completely different.”

The work of searching for patients' experience of meaning required both time and knowledge as well as patience. The participants used their formal training and understanding of dementia and the principles of person-centred care in the search for understanding patients' experiences of meaningfulness. They underlined how this meant that they continually worked to sort out expressions of meaning from the pathological and seemingly meaningless and chaotic, and to focus on catching on to the individual behind the illness.

The participants of the focus groups gave many examples of how they actively searched for and initiated something that could give the patients experiences of meaning through everyday activities such as working in the garden, going for walks, celebrating birthdays, using humour and laugh of situations, singing or listening to music. Some activities, such as knitting and needlework, were experienced as best fitted for women. For men, they often chose more physically demanding activities like carrying laundry or garbage or sweeping the floor.

The participants also expressed how they searched to facilitate meaningful experiences for the patients by mobilising an important patient resource: personal background information about each of the patients, including their interests and previous occupation, as well as family background. This information provided the participants with clues as to where to look for meaning, and a context for interpreting potential meaning-making episodes.

The participants shared many stories describing how they succeeded in finding meaning. However, the participants pointed out that their caring-time was also spent being present in chaotic situations without finding meaning, as described in this quote:

“There are also many times that one does not reach the goal, in searching for meaning, that the expression simply becomes too chaotic to put it into perspective.”

They emphasised that the meaningful treasure-moments were fugacious and represented only tiny parts of the caring process, and that they had to endure the patients' chaos and meaninglessness between these moments. The participants also pointed out that a part of enduring the chaos of dementia care was about understanding and containing the patients' painful expressions, in order to ease or relieve the pain. Expressions of pain was understood as a way to communicate when other means of verbal communication were impaired. Participants faced the pain of their patients through a two-sided attention, where one aspect related to trying to reveal a possible underlying bodily cause, and the other aspect had to do with having an awareness that it may be an expression of inner or emotional pain.



Catching the Moment

The second main category was that the process of meaning-making was understood in relation to what we have named “catching the moment.” The importance of the “here and now” or “there and then” and of being able to catch these moments of meaning was a recurring theme as illustrated by one participant:

“… what is special about people with advanced dementia is that the meaning is there and then. The experience is there and then (…) So I think you have to look at the moment there and then.”

We found that the participants related to catching the moments in three ways: Enlarging the moments, seeing the moments as whole stories, and creating the moments. The understanding of catching the moment involved more than the participants being aware of—and making use of—here and now moments. For example, the participants worked to enlarge the meaningful moments for the patients by making the most out of trivial occasions. One participant expressed the importance of everyday situations this way:

“My experience is that it doesn't have to be that much hocus pocus, but everyday perfectly adequate things. Whether it's birthday celebrations or whether it's working in the garden, telling a joke, having something to laugh at. [Then] such everyday things that you take for granted in everyday life, is what creates meaning for everyone.”

Unlike the patients with dementia where it was the here and now that counted, the participants had the possibility of a broader perspective; seeing the moments as whole stories. The participants considered the moments as tiny bits of a bigger picture of meaning, where it was possible to see patterns and resources to build on. The importance of knowing the background and life-story of the patients was a common feature. This was described as deep diving or signing into the patient's life-story. By signing or inviting oneself into the life-story of the person with dementia, the participants observed that there was meaning in the patients' activity. This made it possible to understand their behaviour, and thus to participate in creating and confirming a coherence for the patients. One of the participants illustrated this point by telling a story about one of the patients who spent much time crawling on the ward floor at the hospital. The healthcare workers felt sorry for the man and were worried about what his family would say if they found him crawling on the floor. But when they tried to help the man onto his feet, he became very distressed. However, the crawling on the floor all gave more sense when his family told them that the man had been a professional floor layer in his working years. While crawling on the floor he was actually at work. In this case, catching the moment was not sufficient to understand the meaning there and then. However, the patient's background provided a context for meaning that was not evident out of the situation but had to be searched for. Knowing the patient's background made it possible to interpret the crawling on the floor as a meaningful moment. The story showed that it is important to not only consider the moments isolated but seeing them as a part of a bigger picture. Seeing the moments as pieces of a whole story was also seen to give a sense of orientation as described by one of the participants:

“But I think that maybe we easily think that setting direction and goals, we can't do that. But we are doing it all the time because it's in small pieces.”

In addition to enlarging potentially meaningful moments for the patients in everyday situations, the participants also worked on creating these moments. The participants used different milieu-therapy tools, such as reminiscence activities or music, to achieve meaningful moments. Creating moments is related to the former category of being on a treasure hunt where everyday activities were used in search of meaning. As the everyday activities were initiated by the participants, one could also say that they were created moments.



Taking Leadership

The third main category relates to the assignment of roles and responsibilities between participants and patients. The participants described the relationship between themselves and the patients as asymmetrical and they emphasised the need for taking leadership. However, the participants made nuanced descriptions of the components of this leadership.

Some of the participants described their role as being a “guide.” This role was seen as encompassing a number of responsibilities; including getting a grasp of the here and now situation of the person, simplifying or adapting choices in order to make them manageable for the person with dementia, offering opportunities for relief of pain and unease, as well as incorporating differentness and odd behaviours. In this way, the participants saw themselves as someone the patients could “lean on,” providing safety and meaning.

Taking leadership involved a demanding balancing act related to the participants' preservation of the personal integrity of the patient as described below:

“It becomes such a delicate balance of taking leadership, but at the same time exercising or showing respect. They are persons who need management very much and guidance from the caregiver.”

The participants identified certain characteristics of taking leadership. This was related to the participant's presence; of being attentive and physically present in order to be able to interpret non-verbal signals and behaviour. Some participants expressed the importance of “silent presence,” emphasising that being physically close to someone had a value in itself, without having to talk or do anything. By being present in silence the participants were taking responsibility for the relation to the patients through their presence.

The participants also described that taking leadership was about tuning in. “Tuning in” was characterised as the responsibility to “tune in on” the reality and situation of the person with dementia. However, the term was also used in reference to the task of preserving the demanding balance between leadership and personal integrity and dignity of the person with dementia. One of the participants used the word resonance as an expression of two-way communication based on observation of how the communication is received in the patient.

A common feature among the participants was to describe the relations between the participants and the patients as asymmetrical. This was partly done in reference to their role and responsibility as healthcare professionals. However, at the same time the participants expressed that the relationship between healthcare professionals and patients had changed compared to the past in terms of talking about the patients as equal collaborators. This seemingly contradictory understanding of balancing responsibility with collaboration was expressed in the following quote:

“We have to regard them as equal partners, and we are the ones who are going to make them equal.”

Here, in this context the notion of equal collaborators was used primarily as a stance towards recognising the identity and humanity of the patients, and in this way to the principles of human rights, emphasising the equal worth of all humans.




DISCUSSION

This study revealed that healthcare professionals were constantly dealing with different forms of meaning in their everyday care for patients with dementia. This finding corresponds to other research in the field (Haugan, 2014a,b; Ødbehr et al., 2014, 2015). We found that the understandings of meaning had clear connections with fundamental aspects of good dementia care, and that meaning was strongly associated with the principles of person-centred care. The participants were not familiar with seeing dementia care from the perspective of meaning-making and experiences of meaning. However, as the participants were primed on the subject in advance, their discussions showed that even if their work with person-centred care had not been identified as meaning, we found they dealt with central facets of meaningfulness, such as coherence, significance, orientation, and belonging (Schnell, 2009, 2021).

The aim of this study was to explore how healthcare professionals interpret the patients' experiences of meaning in life in practise for patients with severe dementia in a hospital and nursing home context, and to highlight its clinical implications. The findings of the study are important because they show how meaning in life can be facilitated into dementia care, and hence accommodate the Norwegian government's aim of facilitating experience of meaning as one of the measures to promote mental and physical health in society (Demensplan 2020 [National plan for dementia care 2020], 2015). The global prevalence of persons with dementia is projected to triple over the three next decades (Patterson, 2018). Based on the findings of this study it is our assumption that professional attentiveness for the patients' expressions and experiences of meaning contributes to improved dementia care. In the following we will discuss how meaning is facilitated in practise into the care of persons with severe dementia, as well as some implications for future dementia care.


Attitudes of Openness and Respect

The way a healthcare professional sees a patient with dementia, will influence how the healthcare worker relates to this person and thus how the care is provided (MacKinlay and Trevitt, 2012). This is especially important when meeting people with severe dementia where the ability for verbal communication is limited and must largely be based on the interpretation of non-verbal behaviour. The participants in this study demonstrated attitudes of openness and respect towards the patients. Being open towards a reality that could be perceived as different from what they expected and attempting to understand what could exist behind odd behaviours, they got in touch with something that seemed to give meaning for the patients. The findings showed that it was about seeing beyond the symptoms and diagnoses and was, for example, expressed as “finding the key” to something that could give change—and maybe meaning. This openness seemed to be based on respect. The etymological meaning of respect (re- “back” + specere “look at”) means to see again, to see once more. The participants' respect for the patients seemed to be about not underestimating them but look once more to confirm their significance as persons, and also about showing respect for the patients' autonomy through balancing between support and preservation of the personal integrity. In line with Schnell's (2009, 2021) characterisations, the results of openness and respect seemed to encompass aspects of meaningfulness. Openness towards looking beyond chaotic expressions and odd behaviours seemed to create contact with the identity and reality of the patients and thus produce a sense of significance and coherence.



Participating Partnership

The study showed that the practise where the processes of meaning-making and experiences of meaning happened was a cooperative teamwork between the participants and the patients. Being on a treasure hunt, catching the moment, and taking leadership—the categories of findings are descriptions of how the participants were interpreting and managing meaning in their role and relations to the patients. Seeing themselves as guides for the patients to lean on, the participants highlighted qualities like openness, presence, equality, interaction, and generosity in relation to the patients' needs. Based on the attitudes of openness and respect the healthcare professionals were facilitating meaning through active participating in a partnership with the patients. This participating partnership built on the principles of person-centred care, seeing dementia as a social and relational illness (Kitwood, 1997). The findings of this study showed that the healthcare professionals were supporting the patients by taking leadership, being close, present, being able to endure chaotic situations, creating and enlarging moments, and keeping a broader picture of situations. In a person-centred perspective where this support may be interpreted as meeting psychological needs, we found that the healthcare professionals' contributions in this partnership were giving the patients experiences of meaning. This finding has been thoroughly tested and verified in recent studies by Haugan et al., which included cognitively intact residents in nursing homes and showed that perceived meaning in life is significantly associated with perceived nurse-patient interaction (Haugan, 2014b; Haugan et al., 2020).

This cooperate teamwork between the participants and the patients connects to the social dimention of meaning in life (Schnell, 2021). Meaning in life is not only explored, experienced, or expressed individually, but can be understood as a social interactive event. The ones caring for the persons with dementia, the context and physical environment, as well as artefacts, are all carriers of meaningfulness. This social dimention of meaning is perhaps particularly important for persons with cognitive impairments. According to Schnell, being recognised and held in an interpersonal relationship is important for a person's experience of meaning, likely by strengthening the sense of belonging and significance (Schnell, 2021).

Schnell (2021) refers to belonging as an existential experience more than the social aspect of it. In this study, the participating partnership seemed to hold both the social and the existential aspects of belonging as it provided the patient with the physical experience of being present together with someone, as well as the experience of having a place in the world and thus also being of significance. As the reality becomes more fragmented as a consequence of the progression of dementia, it challenges the senses of coherence and orientation. However, the interactions in the partnership with the healthcare workers seemed to hold the fragments together giving a sense of coherence by making use of the patients' background information and orientation by giving the moments purpose.

This study relied on the healthcare workers' understandings and interpretations. However, the focus in this participating partnership was, in line with the first part of the aim in this study, on the patients' experience of meaning in life and not the healthcare workers'. Although the participants found it rewarding to work with the patients on the issues of meaning, their role in the partnership was to facilitate these experiences for the patients.



Significance of Meaning in Dementia

Meaning is created and experienced within a paradigm or context, which in this study was within a population living with severe dementia. Understanding meaningfulness in line with Schnell (2009, 2021) as experiences of coherence, significance, orientation and belonging, one could easily think that people with severe dementia are bereaved of these experiences. The findings of this study demonstrated that healthcare professionals considered that—even if meaning for persons with dementia in several ways is affected by the illness—it is nevertheless of significance and has the same functions as meaning has for other people. The participants of this study focused on sorting out expressions of meaning from the pathological. This often meant facing and containing chaotic and painful expressions. Expressions of pain in the patients were approached with a two-sided attention. On the one hand the healthcare professionals observed possible unmet needs or underlying bodily causes. On the other hand, it meant going beyond this perspective seeing it as expressions of inner and emotional tensions. This two-sided attention opened up for the possibility that the patients were experiencing a crisis of meaning.

Using the analogy of treasure hunt as one of the categories of findings, the uncertainty of the process of searching for meaning and finding potential sources of meaning was highlighted. The participants had no means of knowing what was valuable, but had to interpret, continually, the patient's behaviours and expressions. Using the background and life-story of the patients along with different milieu-therapy tools such as reminiscence activities seemed to give access to various sources of meaning that was no longer conscious to the patients.

Seeing meaning in life to be as important to persons with dementia as it is for other people highlights significant challenges in dementia care, this study revealed that giving patients with severe dementia experiences of meaning in life was not happening by itself but had to be initiated and guided by others. Being attentive and facilitating the perspective of meaning in life takes a lot of resources, time, and effort. Coming from both the specialist health service and the SAM-AKS network in the primary health service, the participants in this study possessed high levels of professional competence. The normal situation in the municipal primary healthcare may be quite different as this is a sector with a large proportion of unskilled labour, often working part time, and with a high turn-over of personnel. Accommodating the government's goal of facilitating experience of meaning into dementia care could prove to be difficult due to lack of resources by today's standards.



Strengths and Limitations

Findings from this study cannot be generalised which is not the intention of qualitative investigations based on interpretations from healthcare professional with the purpose of gaining an understanding of the clinical implications of meaning in dementia care. This study was not patient-directed but aimed at getting new qualitative knowledge about the professionals' experiences, interpretations, and interventions. Nevertheless, the participants in this study represent a wide range of professions with high competence in dementia care which provided the best knowledge accessible from interdisciplinary perspectives. The study used a cross-sectional method of analysis and did not emphasise potential differences between professions. Although it could be interesting looking into interdisciplinary differences, we think that the strength of having perspectives from this variety of professions are the outcome of accumulated knowledge from this group. The choice of round table conference as a multi-step method with the possibility to discuss each other's contributions from the focus groups, in addition to the group of authors cooperating in all steps including data collection, analysis and writing process of the article, provided a high degree of reflexivity to the study. As the participants of the study provided interdisciplinary perspectives together with the research group cooperating in all levels from data collection to authoring this article, this study offered new insights that contributed to our understandings of meaning in life in dementia care. Priming the participants on theories of meaning in life and focusing the discussions within this concept provided knowledge with high specificity. A limitation caused by this specificity is that potential related knowledge was not captured. The study provided internal validity through a high degree of information power according to the criteria as proposed by Malterud: aim of the study, sample specificity, use of established theory, quality of dialogue, and analysis strategy (Malterud et al., 2016). The external validity of the study was met by strategical selection of sample in order to give qualified answers to the research questions.




CONCLUSION

The study showed that healthcare professionals' interpretation of meaning in life in persons with severe dementia corresponds well with the principles of person-centred care. This compatibility with person-centred care allowed the healthcare professionals who participated in the study to associate meaning in life as a perspective into their work without having much prior knowledge or being familiar with the use of this perspective.

Persons with dementia have full human dignity, and it is therefore important to keep them in personhood in order to meet them as whole human beings. The study showed that a perspective of meaning in life offers a broadened understanding of personhood and identity in persons with dementia. Contributing to a broader and enhanced repertoire in person-centred care, an awareness of meaning in life as a perspective in care of persons with severe dementia can improve clinical practise in the future.

The study revealed that facilitating experience of meaning for patients in dementia care requires high levels of competence and resources. Together with a rapidly growing population of people with dementia in years to come, this calls for a high priority of increased resources in personnel and competence in future dementia care.
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FOOTNOTES

1Original text: “Regjeringen legger vekt på å skape et samfunn som i større grad fremmer psykisk og fysisk helse gjennom å legge til rette for mestring, tilhørighet og opplevelse av mening.”

2SAM-AKS is a cooperating network in Norway with 33 participating municipalities and Innlandet Hospital Trust. The networks' primary aim is better medical examination and treatment of residents in nursing homes. Secondly the network is developing and evaluating a model for interaction between the specialist health service and the primary health service with a focus on following up residents in nursing homes.
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Presence of meaning in life is an important component of eudemonic wellbeing while aging. While subjective health and interpersonal relationships are among important sources of meaning for older adults, less research has explored the gender differences in the potential contribution of these sources to the presence of meaning in late life. The current study aims to examine the associations of frailty dimensions (daily activities, health problems, and psychosocial functioning) and social support with the presence of meaning in late life, and whether these associations differ for older men and women. The study employs the data from the 65+ and Safe Study – a cross-sectional survey of residents of senior apartments. The data were collected in 2019 in a mid-sized Swedish municipality (N=618; age range from 64 to 106years, 60.5% female). Results showed significant associations of health problems, psychosocial functioning, and social support with the presence of meaning in life. Further, the results demonstrated no statistically significant gender differences in the associations between frailty dimensions, social support, and presence of meaning. However, since the interaction between health problems and gender approached statistical significance, this association was further explored indicating a more detrimental role of health problems in relation to the presence of meaning in life among older men than among older women. Overall, the study highlights the importance of physical and psychosocial health and social support for the presence of meaning in life among older adults and warrants further research on possible gender differences in the relation between health problems and meaning in late life.

Keywords: presence of meaning, meaning in life, older adults, frailty, social support, gender differences


INTRODUCTION

Maintaining meaning in life is an important part of eudemonic wellbeing for older adults (Steptoe et al., 2015; Steverink, 2019). Meaning and purpose in life are recognized among psychological outcomes in the current understanding of successful ageing (Fernandez-Ballesteros, 2019). Recently, the presence of meaning in late life has been gaining research attention because it has been positively associated with life satisfaction, happiness, and positive affect (Steger et al., 2009) and negatively associated with depressive feelings (Van der Heyden et al., 2015; Volkert et al., 2019). Considering frequent losses and challenges that often accompany the aging process (Kuin and Westerhof, 2017), it is especially important to understand the role of factors hindering or maintaining meaning in life into old age. Such understanding is important for identifying those at most risk for meaninglessness while aging and improving the targeting of meaning enhancing interventions (e.g., Westerhof et al., 2004).

The presence of meaning in life can be defined as “the extent to which people comprehend, make sense of, or see significance in their lives, accompanied by the degree to which they perceive themselves to have a purpose, mission, or overarching aim in life” (Steger et al., 2009, p. 43). Thus, the presence of meaning does not refer to the global or ultimate meaning of a human life, but rather reflects a personal perception of the degree to which one’s life is meaningful. In light of the developmental tasks of aging related to developing an integrative and transcending view over one’s whole life, such meaningfulness is especially important in late life (Krause, 2012).

However, older age is a life period marked with high heterogeneity (Diehl and Wahl, 2020), especially in health aspects and overall functioning. Considering that health aspects were previously associated with meaning in life (Roepke et al., 2013; Czekierda et al., 2017), the variation in health is among important factors explaining the differences in meaningfulness in late life. For instance, the number of physical illnesses has been shown to be negatively associated with meaning in life in older adults (Volkert et al., 2019). A more complex health indicator specific for late life is frailty which is referred to as a multidimensional construct that reflects declines related to multiple functioning domains, such as being able to carry out daily tasks, having specific health problems, or psycho-social complaints (Schuurmans et al., 2004; Bielderman et al., 2013). Although a general negative association between frailty and subjective wellbeing has been reported (Steverink, 2019), less is known about associations of specific frailty dimensions with the presence of meaning. Theoretically, given the multidimensionality of frailty, the complex interplay among different frailty dimensions needs consideration in relation to older adults (Markle-Reid and Browne, 2003). Thus, it is important to understand whether losses in certain dimensions are stronger and independently associated with the presence of meaning. Such knowledge would enable both researchers and health care practitioners to improve recognizing those older adults who might perceive their life as less meaningful, and, consequently, experience lower eudemonic wellbeing. Also, since studies indicate gender differences in different frailty dimensions (for review, Collard et al., 2012), it is also important to extend our understanding on whether these potential associations differ for men and women, a knowledge gap this study aims to address.

Further, relations with others have been previously outlined as the central source of meaning across the life span (Glaw et al., 2017). In late life, the presence of meaning was positively associated with a number of significant social contacts in older adults (Volkert et al., 2019), with the quality of interpersonal relationships (Dewitte et al., 2019) and with aspects of social support (Krause, 2007). The term social support generally refers to different kinds of supportive social relations or interactions that increase or promote an individual’s wellbeing (Cohen et al., 2000). According to the main effect model on social support, social support is beneficial for an individual’s wellbeing since stable supportive network gives the individual a sense of belonging and security. In late life, the social environment and social relations have been argued to be an important source of meaning (O'Donnell et al., 2014; Duppen et al., 2019). In the current study, we further explore the role of social support in the presence of meaning of older men and women.

Moreover, considering previously reported gender differences in aging trajectories (Li et al., 2020), gender emerges as a potentially important factor in relation to factors associated with the presence of meaning while aging. Women display higher prevalence of frailty (Freitag and Schmidt, 2016; Gordon et al., 2017) and lower psychological health (Pinquart, 2002), and are more likely to become widows (Calasanti, 2010). Because these factors are closely associated with previously outlined sources of meaning (i.e., health and social relationships), deficits in these sources might lead to women experiencing lower presence of meaning compared to men in late life. Research showed that women above 70years old experience less meaning in life compared to men (Pinquart, 2002). However, other studies showed no gender differences in the presence of meaning in late life (Krause, 2007), or, in contrast, lower presence of meaning experienced by older men (Volkert et al., 2019). Thus, more research is needed to understand the role of gender in the presence of meaning in life and in associations between frailty dimensions, social support, and the presence of meaning.


The Current Study

The current study aimed to investigate whether frailty dimensions (i.e., daily activities, health problems, and psychosocial functioning) and social support were associated with the presence of meaning in advanced age. Since less is known about potential gender differences in these associations, we addressed this research gap by exploring whether these associations differed for older men and women. Because autonomy (Hupkens et al., 2021), subjective health (Czekierda et al., 2017), and social connectedness (Glaw et al., 2017) were previously reported as important sources of meaning, we hypothesized that higher frailty scores in the respective dimensions of daily activities, health problems, and psychosocial functioning would be independently negatively associated with the presence of meaning in older adults. Further, in line with previous findings (Pinquart, 2002; Krause, 2007; Volkert et al., 2019), we expected social support to be positively associated with presence of meaning. Additionally, we explored the possible gender differences in these associations.




MATERIALS AND METHODS


Sample and Procedure

The current study employs the data of the 65+ and Safe Study – a cross-sectional survey study of residents of senior apartments carried out in 2019 in a Swedish municipality. Such apartments are a form of senior housing in Sweden, available for people 65years and older. These apartments differ from nursing home or assistant living settings. Most of the apartment buildings are adapted for older adults and are equipped with automatic door openers, elevators, etc. Senior apartments are located in both urban and rural areas of the municipality, differ in size, and are situated in neighborhoods with diverse socioeconomic status. Potential participants were contacted by written mail with an invitation to complete the survey questionnaire in paper form or via a Web site. These initial survey letters were followed by reminder letters and reminder phone calls administered within the following weeks of the data collection. Inclusion criteria were: (1) becoming 65years old in the year of 2019, or older; (2) residing in a senior apartment, and (3) the absence of severe cognitive impairment. The project was approved by the Swedish Ethical Review Agency (Dnr: 2019-02248). All participants of the 65+ and Safe Study provided a written informed consent.

The study sample comprised of 622 participants indicating the response rate of 49.5%. The power calculation was performed prior to the data collection indicating that considering the power of 80% and p<0.05 in a two-tailed distribution, the sample of at least 194 participants was required for expected correlation coefficients of r=0.2. Based on the previous research which indicated that associations of the presence of meaning with self-rated health and social support tend to be stronger than r=0.2, the obtained sample was considered sufficient for performing the study. There were no significant gender differences between responders and non-responders [χ2 (2, N=1,237)=1.17, p=0.56]. However, responders were on average younger (M=77.6, SD=7.2) compared to those who did not respond [M=79.1, SD=8.1; t (1220)=−3.41, p=0.001]. Out of the 622 respondents, four people were missing data on all study variables (both predictors and outcome variables) except for gender and age; hence, these were excluded from further analysis. This resulted in a sample size of 618 participants. The average age of the study participants was 77.6years (SD=7.2; age range 64–106); 60.5% were women. In this sample, 68.4% reported having education similar to a high school degree or lower, 36.7% were married, 7.8% lived together with a partner, 2.4% lived separately with a partner, 15.9% were divorced, 9.7% were single, and 26.1% were widowed. Additionally, 23.3% received assistance with daily tasks (e.g., with preparing meals and grocery shopping).



Measurements


Presence of Meaning in Life

The presence of meaning was assessed with the “Presence of Meaning” subscale of the Meaning in Life Questionnaire (Steger et al., 2006). The subscale consists of five items rated by the participants on a 7-point Likert scale from 1 (Absolutely untrue) to 7 (Absolutely true). Examples of items are “I understand my life’s meaning” and “My life has a clear sense of purpose.” The Presence of Meaning variable used in this study was calculated using the sum score of the five items. The subscale demonstrated good reliability in our sample (Cronbach’s alpha 0.80).



Frailty

Frailty was assessed with the Groningen Frailty Indicator (GFI; Steverink et al., 2001). This is a multidimensional screening instrument which contains 15 items that assess physical, cognitive, social, and psychosocial dimensions of frailty. Eight items include “Yes” or “No,” and six items include “Yes,” “Sometimes,” and “No” as response categories, while one item is scored on a 10-point Likert scale. Responses on all items were coded according to the scale scoring [for exact coding of each item, please see Schuurmans et al. (2004)]. Higher scale score indicates higher level of frailty with the score of four and greater being indicative of frailty (Schuurmans et al., 2004). The scale showed good reliability in our sample [Kuder-Richardson (KR) 20=0.70].

In the current study, we examined three dimensions of frailty separately according to the previously demonstrated three-dimensional structure of the GFI (Bielderman et al., 2013). The Daily Activities subscale assessed the ability to carry out daily tasks (dressing, going to the toilet, shopping, and walking outdoors; items 1–4). The Health Problems subscale assessed the presence of specific health problems (e.g., vision, hearing, weight loss, and memory; items 5–10). The Psychosocial Functioning subscale assessed the presence of psycho-social complaints (e.g., experience of emptiness, feeling downhearted or sad, and feeling nervous or anxious; items 11–15). Values of the KR 20 for the Daily Activities, Health Problems, and Psychosocial functioning were 0.68, 0.40, and 0.78, respectively. Deleting any of the items did not improve reliability of the subscales. Poor reliability of the Health Problems subscale was previously observed in a sample of older adults and can be explained by the substantial heterogeneity of health problems covered by the subscale (Bielderman et al., 2013). Despite this limitation, we considered it possible using the subscale as indicative of the presence of health problems in our sample.



Social Support

Social support was assessed with the Multidimensional Scale of Perceived Social Support (Zimet et al., 1988). The scale consists of 12 items which assess perceived social support from the significant other, family, and friends. Each item was scored on a 7-point Likert scale from 1 (Very strongly disagree) to 7 (Very strongly agree). Examples of items are “There is a special person who is around when I am in need,” “I can talk about my problems with my family,” and “I have friends with whom I can share my joys and sorrows.” To create the variable used in the study, the sum of the twelve items was calculated. The scale showed excellent reliability in our sample (Cronbach’s alpha 0.94).




Data Preparation and Analytic Procedure

All data analysis was conducted using the IBM SPSS 27. Before commencing with data analysis, missing data analysis was performed to estimate the level of missing data as well as the nature of the missingness with regard to it randomness. The diagnostics of the pattern of missingness in data was conducted with results indicating that 6% of all data values were missing with 72% of the participants with complete data on all variables. Further, the Little’s MCAR test indicated that the data were not missing completely at random [MNAR; χ2 (87)=131, p<0.01]. Assuming missing data to be missing at random, listwise deletion may lead to biased estimate; hence, multiple imputation with five iterations was used to deal with missingness in the data (Jakobsen et al., 2017). This method is suggested to result in unbiased estimate with the proportion of data missing less than 40% (Jakobsen et al., 2017). Further, to rule out the potential impact data not missing completely at random, sensitivity analysis was performed as a control by running the analysis on the initial data with missing values, with no noteworthy differences in the direction of associations among the variables observed.

Descriptive analysis consisted of calculating the means, standard deviations, percentage scores when appropriate, and correlation coefficients between the study variables. The main analysis included multiple regression models with the presence of meaning as outcome. In the first model, frailty dimensions (daily activities, health problems, and psychosocial functioning) and social support were entered while controlling for age and gender. The second model included interaction terms of each of the frailty dimensions and social support with gender, in addition to the independent variables included in the first model. In order to reduce multicollinearity, interaction terms were created with mean-centered independent variables (Hayes, 2018). No substantial deviation from normal distribution in the outcome variable (presence of meaning) was detected (Skewness=−0.277, SE=0.098; Kurtosis=0.004, SE=0.196). Multicollinearity diagnostics revealed no multicollinearity problems in the first model and acceptable multicollinearity in the second model (all tolerance values above 0.2 and all VIF values below 5). PROCESS v3.5 was used to visualize possible gender differences.




RESULTS


Descriptive Statistics

Table 1 presents the descriptive statistics of study variables. There were no gender differences in the presence of meaning and the frailty dimension daily activities. However, gender differences were found in the frailty dimension health problems and psychosocial problems and in social support. Table 2 presents the correlation coefficients between the study variables. The presence of meaning was significantly associated to age as well as with frailty dimensions (Daily activities, Health problems, and Psychosocial functioning) and social support. All associations were significant except for those between age and psychosocial functioning subscale, age and social support, gender and presence of meaning, gender and daily activities, and daily activities subscale and social support (Table 2).



TABLE 1. Descriptive statistics and t-test results for gender differences for the study variables.
[image: Table1]



TABLE 2. Correlations among the study variables.
[image: Table2]



Multivariate Associations Between Frailty Dimensions, Social Support, and Presence of Meaning

To test whether the frailty dimensions (Daily activities, Health problems, and Psychosocial functioning) and social support contribute to significant variance in presence of meaning in addition to age and gender, a multiple regression analysis was performed (Table 3; Model 1). The model was statistically significant [F (6, 611)=45.05, p<0.01] explaining 30% of variance in the presence of meaning (as indicated by the adjusted R2). Specifically, age, health problems, psychosocial functioning, and social support explained unique variance in the presence of meaning. Higher age and higher frailty in the health and psychosocial dimensions were independently negatively associated with the presence of meaning, while social support was independently positively related to the presence of meaning.



TABLE 3. Multiple regression analyses with the presence of meaning as dependent variable.
[image: Table3]



Gender Differences in the Associations Between Frailty Dimensions, Social Support, and Presence of Meaning

To explore possible gender differences in associations between the frailty dimensions (Daily activities, Health problems, and Psychosocial functioning), social support and the presence of meaning, a multiple regression model with interactions between the independent variables and gender, in addition to the independent variables included in the first model, was performed (Table 3; Model 2). The model was statistically significant [F (10, 607)=27.67, p<0.01] and explained 30% of variance in the presence of meaning (as indicated by the adjusted R2). The results showed that none of the interaction term variables reached statistical significance at p<0.05. However, because the interaction of Health problems×Gender approached statistical significance (p=0.07), gender differences in the association of health problems and the presence of meaning were further explored. As shown in Figure 1, this analysis indicated that, with increase in health problems, men showed stronger decline in the presence of meaning compared to women. Conditional effects were statistically significant (p<0.01) for both genders.

[image: Figure 1]

FIGURE 1. Gender differences in the association between health problems and the presence of meaning.





DISCUSSION

The current study investigated the presence of meaning and its associations with frailty dimensions and social support, as well as possible gender differences in these associations in a sample of senior apartment residents. In line with our hypothesis, health and psychosocial problems were independently negatively associated with the presence of meaning in the total sample. This result highlights the importance of both health-related and psychosocial frailty as factors independently related to less presence of meaning in life. Considering that 90% of frail individuals report difficulties in their psychosocial functioning (Bielderman et al., 2013), it is especially important to monitor the association of this frailty dimension with meaning in life. In contrast with our hypothesis, the daily activities dimension was not significantly associated with presence of meaning. Possibly, considering that a substantial amount of the residents of senior apartments receive assistance with daily tasks at home, such help might enable these older adults to maintain autonomy and to continue engaging with important sources of meaning. This is in line with a recent finding that older adults receiving care at home perceive sufficient autonomy for maintaining meaning and report a broad variety of meaning in life sources (Hupkens et al., 2021). Additionally, older study participants reported significantly less presence of meaning which calls special attention to those in the highest age as experiencing less meaning in life. As observed by Pinquart (2002), this could be explained by the losses in the domains that constitute important sources of meaning for older adults (e.g., health, social relationships, and the ability to participate in activities) which become more frequent with higher age.

Further, perceiving social support from a significant other, friends, and family was associated with more presence of meaning in life. This finding underscores the central role of social context in acquiring meaning (Kuin and Westerhof, 2017) and articulates the crucial role of social support in maintaining the presence of meaning in late life. Prioritizing emotionally significant contact with others over less fulfilling connections as a way to maintain higher levels of wellbeing has been suggested by the socioemotional selectivity theory (Carstensen et al., 2003). Striving for redefinition and more selectivity in relationships with others is articulated as a sign of the gerotranscendence process which is a hallmark of late life (Tornstam, 2005) and which is associated with meaning in life in older adults (Braam et al., 2006). The study findings endorse these theoretical propositions by showing that those older adults who have available sources of social support in their social networks experience their lives as more meaningful. The findings might also suggest that older adults lacking social support might benefit from interventions directed at creating opportunities for developing close contact with others to enhance the presence of meaning in their lives. Further research might explore the relationships with family members (partner, children, and grandchildren), friends, or other people in relation to meaningfulness.

Regarding gender differences, we observed no significant differences in levels of presence of meaning between men and women in our sample. Further, the study demonstrated no gender differences in the associations of daily activities, psychosocial functioning, and social support with presence of meaning in late life. However, the near significant interaction (p=0.07) between health problems and gender indicated that the association between declining health and meaning in life might be moderated by gender. Tentatively, health problems may be more detrimental for men than for women in influencing presence of meaning. One explanation for this finding could be that significance of different sources of meaning might differ for men and women in later life. Although some research concluded that gender is not a key factor in preferred sources of meaning (Bar-Tur et al., 2001; Reker and Woo, 2011), another study found that leisure time was more likely to be a source of meaning for older men compared to older women (Grouden and Jose, 2014). Experiencing health problems could create a substantial barrier for participating in leisure time activities, which could be more important for men. Therefore, although health problems are significantly related to presence of meaning for both men and women, this association might be stronger for older men because of its interference with an important source of meaning.

Taken together, these findings indicate that problems with psychosocial functioning and lack of social support are of equal importance for men and women as predictors of meaning in life while aging. Experiencing health problems, however, might be differentially related to meaning in life for men and women while aging. Specifically, men might be at higher risk for experiencing their life as less meaningful when experiencing substantial health problems. However, these findings are exploratory and warrant replication in other samples of older adults.


Strengths and Limitations

The main strength of the present study includes the wide age range (64–106years old), allowing to investigate the presence of meaning across the aging span. The sufficient sample size allowed to study the several factors associated with presence of meaning, including the potential differences between older men and women. Moreover, the study examined the distinct dimensions of frailty which is a multidimensional age-relevant health indicator, social support, and explored whether gender differences existed in the associations between these factors and presence of meaning.

Several limitations of the study should be mentioned. First, some measurement questions should be considered. Because health problems subscale of GFI showed low reliability, which can most likely be attributed to a broad diversity of health complaints that its questions tap into, it might be beneficial to replicate our findings in other samples to ensure robustness of the results. Further research might explore the associations of specific health problems (e.g., vision, hearing problems, and overall fitness) with the presence of meaning. Additionally, further research might consider more frailty dimensions (e.g., environmental frailty and cognitive frailty; De Donder et al., 2019) and their associations with presence of meaning in late life. Further, because the current study included the measure of emotional social support only, further research might explore the role of informational, instrumental, or other forms of social support (Uchino et al., 2016) in relation to presence of meaning. Secondly, the study sample included only older adults living in senior apartments. This suggests caution in generalizing the results of the study to the general population of older adults because the residents of senior apartments might differ from, for instance, homeowners or nursing home residents in their health, socioeconomic status, or life-style aspects. Additionally, because the age of application for senior apartments may vary between 55 and 65years in Sweden, some residences might host considerably younger adults. Moreover, responders of the survey were slightly younger compared to non-responders. Considering that the presence of meaning was lower for older individuals, more research specifically focused on those in the highest age is needed. Yet, considering that average level of presence of meaning in our study was within the range of those reported in previous studies on community dwelling older adults (e.g., Steger et al., 2009; Hofer et al., 2014; Van der Heyden et al., 2015), we suppose that these sample specifics do not have a detrimental impact on the main study outcome variable. Thirdly, because the study questionnaire was made available only in Swedish and in English, the sample excluded those prospective respondents who were not able to respond in either of these two languages.




CONCLUSION

The current study examined the role of frailty dimensions and social support in the presence of meaning of older adults – residents of senior apartments. The results showed that experiencing less problems in health and psychosocial functioning dimensions of frailty significantly and independently contributed to the presence of meaning in late life. Thus, the findings contributed to the body of previous research which established associations between subjective health and meaning in late life. Moreover, the study showed that social support is an important resource for experiencing the presence of meaning in late life, thus endorsing the theoretical propositions of the importance of emotionally close relations for maintaining eudemonic wellbeing in late life. We observed no gender differences in the associations between daily activities and psychosocial functioning, as well as social support with the presence of meaning. However, the gender differences in the association between health problems and presence of meaning deserve further research attention as declining health might be more detrimental for loss of meaning for men compared to women. This is important to consider in the future research on meaning in life as well as for psychological interventions aimed at enhancing meaningfulness in older adults.
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The aim of this article is to illustrate and outline an understanding of spiritual care as a process involving a number of organically linked phases: (1) the identification of spiritual needs and resources, (2) understanding the patient’s specific needs, (3) developing the individual spiritual care treatment plan, hereunder involving the relevant healthcare/spiritual care professionals, (4) the provision of spiritual care, and (5) evaluating the spiritual care provided. The focus on spiritual care in healthcare research has increased throughout the past decades, showing that existential, spiritual, and/or religious considerations and needs increase with life-threatening illness, that these needs intensify with the severity of disease and with the prospect of death. Furthermore, research has shown that spiritual care increases quality of life, but also that failing to provide spiritual care leads to increased chance of depression and lowered health conditions. The World Health Organization accordingly emphasizes that providing spiritual care is vital for enhancing quality-of-life. Looking at spiritual care as a process suggests that working within a defined conceptual framework for providing spiritual care, is a recommendable default position for any institution where spiritual care is part of the daily work and routines. This so, especially because looking at spiritual care as a process highlights that moving from identifying spiritual needs in a patient to the actual provision of spiritual care, involves deliberate and considered actions and interventions that take into account the specific cultural and ontological grounding of the patient as well as the appropriate persons to provide the spiritual care. By presenting spiritual care as a process, we hope to inspire and to contribute to the international development of spiritual care, by enabling sharing experiences and best-practices internationally and cross-culturally. This so to better approach the practical and daily dimensions of spiritual care, to better address and consider the individual patient’s specific spiritual needs, be they secular, spiritual and/or religious. In the final instance, spiritual care has only one ambition; to help the individual human being through crisis.

Keywords: spiritual care, meaning-making, ontological grounding, secular, spiritual, religious


INTRODUCTION

Spiritual care is an important aspect of patient centered care and in healthcare research the focus on spiritual care has been growing through the past decades (Cadge and Bandini, 2015; Gijsberts et al., 2019; Harrad et al., 2019). In Geriatrics, for instance, research has found that spirituality and religion is supportive of health and well-being in old age (Rykkje et al., 2013) and that older people going through illness or approaching death are in high risk of experiencing a spiritual crisis (Wiltjer, 2019). Research has also shown, however, that spiritual needs are often overlooked in healthcare in general and that spiritual care is difficult to integrate as part of daily care and disease management (Assing Hvidt et al., 2017a; Straßner et al., 2019). The World Health Organization thus emphasizes that providing spiritual care is vital for enhancing quality-of-life and should be included in treatment (Group, 1994). The Joint Commission on Accreditation of Healthcare Organizations (JCAHO) in the United States has stipulated that spiritual care should be included in medical and nursing education (Hodge, 2006), just as countries in Europe have included spiritual care in the curriculum in medical training (Taverna et al., 2019; Viftrup et al., 2021).

Providing spiritual care in a global, culturally entwined, and pluralistic world (Taylor, 2007; Berger, 2014) is complicated, as providers have to be sensitive to the potential variance in the secular, spiritual, and religious meaning orientations of their patients (Ghorbani et al., 2021). A wide range of interventions have been developed in the area of spiritual care, but research shows that these interventions are often developed as stand-alone instruments, such as for instance questionnaires or interview guides assessing spiritual needs (Damberg Nissen et al., 2020), and do not approach spiritual care as an ongoing and integrated part of patientcare. One of the reasons for this is that spiritual needs are always individual, and how spiritual care is provided depends on these specific needs, but also on the relationship between patient and provider(s) (Moudatsou et al., 2020). Therefore, it often falls on the individual healthcare professional (HCP) to incorporate spiritual care in day-to-day care, and combined with ethical and cultural considerations, professional and personal boundaries, lack of time and resources, and so on, it is understandable that HCPs often find it challenging to include spiritual care in daily care (Assing Hvidt et al., 2017a; Damberg Nissen et al., 2018; Teófilo et al., 2019; Moudatsou et al., 2020). This leads to a situation where the provision of spiritual care is in risk of becoming an auto-didact and ad hoc solution, arbitrarily implemented, or marginalized altogether (Hvidt et al., 2016; Austin et al., 2018). As an approach to address and overcome these difficulties, we argue that spiritual care should be regarded as a process.

The aim of this article is to illustrate and outline an understanding of spiritual care as a process involving a number of organically linked phases: (1) the identification of spiritual needs and resources, (2) understanding the patient’s specific needs, (3) developing an individual spiritual care treatment plan (hereunder involving the relevant healthcare/spiritual care professionals), (4) the provision of spiritual care, and (5) evaluating the spiritual care provided.

Every local context, patient, and provision of spiritual care is unique, and we need to appreciate this. However, we also need to appreciate the need for international research and exchange of knowledge and experience, to further the development of spiritual care. Therefore, the aim is not to present a spiritual care intervention per se, but an understanding of spiritual care as a structured process, that will enable both the local development and provision of spiritual care and the international exchange of practice and experience.

Positing spiritual care as a process brings to attention that spiritual care instruments and interventions are often focused on specific aspects of spiritual care, but also that combining existing instruments in a spiritual care treatment plan is possible and can be a beneficial approach to providing spiritual care (Damberg Nissen et al., 2020; Nissen and Hvidt, 2021). It also brings to attention that work is needed in the area of developing and training for providing spiritual care. This work is already commencing, as reflected in the work of the WHO and JCAHO mentioned above, but also in spiritual care training programs, such as the “Interprofessional Spiritual Care Education Curriculum,” developed at the George Washington School of Medicine & Health Sciences (Bandini et al., 2018; Puchalski et al., 2020).

In this article, the primary healthcare area is Geriatrics, old age/late life. However, spiritual care is part of many healthcare areas and as such, looking at spiritual care as a process is relevant for any healthcare area where spiritual care is part of daily practice, such as palliative care (Gijsberts et al., 2019), oncology (Conway, 2010), orthopedic (Clark, 1997), or around childbirth (Crowther and Hall, 2015). It should also be mentioned that understanding patientcare as a process in general is well-established and includes processes similar to what we suggest here, such as assessment, development of care plan, and provision of and follow-up on such care (Bergman et al., 2011; T. L. C., 2019). Nevertheless, research has shown that when it comes to spiritual care, the provision of spiritual care is often arbitrary, auto-didact, and linked to personal values (Hvidt et al., 2016; Austin et al., 2018).

Spiritual care is further complicated by the concept “spiritual,” which has (so far) defied unified international definitions, just as the relation between spirituality and health needs to be better understood (Delgado, 2005; Hvidt et al., 2021). A recent study from Germany concludes that the concept “spirituality” is immature in the German language (Grabenweger and Paal, 2021). This illustrates how international understandings and discussions of spirituality and spiritual care can be difficult to incorporate in local vernacular understandings of how to approach the patient in relation to the individual patient’s spiritual needs and resources (Daaleman, 2012; Caldeira et al., 2013).

As a way to address this and the complexity of a culturally entwined and pluralistic world, we introduce the concept “ontological grounding,” inspired partly by Giddens (2018) concept “ontological security” and partly by Holbraad and Madsen’s “ontological turn” (Holbraad, 2017). Through this, we hope to contribute with an understanding of spiritual care that will enable clinical practice, palliative care, oncology, geriatrics, and other healthcare areas, to approach spiritual care in a systematic way, sensitive to the secular and pluralistic character of a culturally entwined world, and thereby also to contribute to the continuing international development of spiritual care.

In our conceptualization of spiritual care, we focus on secular, spiritual and religious existential orientations, needs, and resources in connection with illness and crisis. This understanding is aimed at capturing the potential width of the individual patient in relation to the ontological grounding (la Cour and Hvidt, 2010; Nolan, 2011; Hvidt et al., 2020, 2021).

In the following, we outline the process of spiritual care as a local undertaking in a culturally entwined and pluralistic world. We introduce “the ontological grounding” and “the Meaning-Making Matrix,” as a way to approach the individual patient, sensitive to the individual patient’s specific secular/spiritual/religious, and cultural existential orientation (la Cour and Hvidt, 2010; Nissen, 2019). Hereafter, we outline and discuss the process of spiritual care, exemplified by instruments working in the different phases of the process. The examples in the discussion are drawn from the Catalogue of Spiritual Care Instruments (Damberg Nissen et al., 2020).



THE ONTOLOGICAL GROUNDING AND THE MEANING-MAKING MATRIX

A central aspect in the following understanding and discussion of spiritual care as a process is that we entertain an understanding of the world as culturally entwined and pluralistic (Taylor, 2007; Mignolo, 2011; Berger, 2014), in the sense that secular, spiritual, and religious people live entwined in a surrounding cultural context; they are neighbors, they are colleagues, they commute, and sit next to each other on the bus and the train, and… they use the same healthcare systems. However, they do not necessarily know anything about each other. They don’t know whether the person sitting next to them on the bus is happily married, just got promoted, or is in deep existential crisis, because of a tumor just being diagnosed as terminal. The physician, the nurse, the chaplain, the relative, the friend, or whoever this person may be on the way to for counsel and help, do not have access to the innermost thoughts and feelings of this person, not for all the empathy in the world. However, and despite this level of separateness from each other, we are also connected through our shared humanity, offering us the social contexts that influence who we are, giving us ontological security (Giddens, 2018), enabling the empathy we need to understand and support each other, indeed for providing spiritual care. This is what we argue as the ontological grounding of the individual, the parts of the individual that others do not have access to and cannot know, and the empathetic ability of us to understand each other despite these limitations.

In a culturally entwined and pluralistic world, an existential orientation, be it secular, spiritual, or religious, is a conscious choice for some and not so for others (Taylor, 2007). For some it is irrelevant, for others it is the Archimedean point around which everything else revolves (Damberg Nissen et al., 2018). However, when faced with life-threatening illness these existential questions have a strong tendency to surface (Hvidt et al., 2017, 2019). A religious person may draw from his/her religiosity the mental, physical, or social strength to cope with a life-threatening diagnose, but the same religiosity can also lead to a complete collapse in meaning, followed by doubt, guilt, anger, depression, even suicide. Similarly, a secular person faced with a life-threatening diagnosis may draw from this secular orientation the strength to either cope with the situation or experience a collapse in meaning and find him or herself on the brink of depression or worse (Moestrup and Hvidt, 2016; Hvidt et al., 2017). If spiritual care is to be patient centered and patient empowering, it is necessary to ascertain an understanding of the patient’s ontological grounding, in order to understand from which aspects (secular, spiritual, religious) and to what degree the meaning-making process is stable or has collapsed. This also calls for an appreciation of whether the needs are of a cognitive or practical kind, to differentiate and plan the spiritual care accordingly.

In order to empower local understandings and to enable cross-cultural exchange of knowledge and experience, it is pivotal to engage the three central concepts; secular, spiritual, religious, as Western constructs with varied meaning, connotations, and importance in different contexts, international, local vernacular, and individual levels (Mignolo, 2011; Bowman, 2014). This shows us the limits of the concepts we use and the difficulties of using them cross-culturally, where especially the concept “spiritual” lacks international consensus, definition, and even usability, which again makes it even harder to define what spiritual care is. It is depending on the local context. Following this, it might seem artificial and even counterproductive to separate human meaning-making processes into the existential domains secular, spiritual, religious, even more so as patients may think about existence in secular, spiritual, religious terms simultaneously, or move between them and place different importance in them at different times (Berger, 2014; Johannesen-Henry CaI, 2019). Thus, the domains may be entwined (la Cour and Hvidt, 2010). These are the concepts we have; these are our limitations. However, precisely by engaging these concepts actively we highlight that the human worlds we try to capture through these concepts and models do not easily render themselves to such constructs (Descola, 2014; Holbraad, 2017), which is an important aspect, when attempting to approach a patient’s ontological grounding.

By attempting to reach an understanding of a patient’s ontological grounding, we highlight that even though some things lie outside of our reach, this does not mean that we should not attempt to reach an understanding and therethrough an appreciation of them. To some extent, this will enable us to transgress the concepts secular, spiritual, religious, and therethrough better identify the character of the identified spiritual needs and to develop the appropriate approach to providing spiritual care.

Figure 1 illustrates the ontological grounding of the individual differentiated in three spheres of relevance (Berger, 2016): secular, spiritual, and religious. The “Surrounding (cultural) context” signifies the context in which the individual lives, such as for instance Canada, Denmark, Germany, etc. The underlying “Relevance Spheres” and “Secular context,” “Spiritual context,” “Religious context,” mention some of the significant influencers on the ontological grounding of the individual. These may differ from the surrounding (cultural) context in the sense that the surrounding (cultural) context is biased, promoting certain things while discouraging others; there are no value free settings (Kørup et al., 2020). In a healthcare context this could for example be promoting exercise while discouraging smoking. The relevance spheres may or may not agree with this, and the individual “makes up his/her own mind,” so to speak. As illustrated by the identical content of the three boxes individuals are naturally influenced by similar influencers that comes from learning a specific language, living in a specific family with a specific history and economy and so on, while also highlighting that even though these influencers are similar, the individuals are still unique. The arrows between the boxes illustrate that an individual is likely to move between the spheres depending on context. As Peter Berger argued, people most often have no problem with moving between relevance spheres and can quite easily differentiate between when it is time to be (act) secular and when it is time to be (act) religious (Berger, 2014, 2015). However, in the context of secular healthcare this might not be so easy, as the patient consulting the physician (in a secular setting) is informed by the surrounding cultural context that this is not the time, nor the place, to talk about spiritual pains and needs, and thereby the patient may marginalize his/her spiritual needs, and resources for that matter. As research has shown, the HCP may also find it difficult and sometimes even irrelevant to bring up spiritual needs, and thereby also, maybe unintentionally, marginalize the patient’s spiritual needs (Nissen et al., 2019a). With the words of Charles Taylor, it can be argued that the existential orientations in contemporary Western culture, be they secular, spiritual or religious, are cross-pressured in a figurative force-field, they are continuously contested by the presence of each other and work upon each other as interior “pressures” or “forces,” thereby fragilizing each other (Taylor, 2007). For healthcare, this may explain why it is difficult to approach existential orientations due to the presence of barrier pressures (the bias of the surrounding (cultural) context) of, for instance, ethics, professional boundaries, and scientific discourse, that are countered by facilitating pressures of, for instance, compassion and sense of a patients’ spiritual needs (Damberg Nissen et al., 2018). These types of barriers and facilitators work against each other in the clinic and constitute the force field of opposing cross-pressures (barriers and facilitators) that HCPs need to engage in the encounter with each new patient.
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FIGURE 1. The ontological grounding.


Figure 1 thus illustrates the surrounding (cultural) context and relevance spheres as significant influencers on the ontological grounding of the individual, yet every individual is physically and mentally separated from everyone else. We are semantically situated in relation to each other through the surrounding (cultural) context and relevance spheres and therefore we have similar understandings of the world, but we are not the same. We do not have access to the “inner life” of each other. In the final instance, the ontological grounding of the individual is unique.

We argue that an attempt at understanding of the ontological grounding of the individual patient is necessary, even imperative, for providing spiritual care in a culturally entwined and pluralistic world. How to approach the patient and provide spiritual care from this understanding is not easily put into formulae or practice. However, being explicit and proactive about it and approaching an understanding of the patient from this perspective, will enable more explicit and inclusive reflections in relation to the individual, and help the HCP gage from which perspectives and to what degree the existential meaning-making of the individual patient has collapsed. From here the HCP will be in a better position to develop a spiritual care treatment plan that is sensitive to the ontological grounding, appropriate, inclusive, empowering, and, not the least, recognizable to the patient.

Where Figure 1 illustrates the ontological grounding of the patient, Figure 2, the Meaning-Making Matrix (MMM), inspired by la Cour and Hvidt (2010), sets this in relation to three central aspects of meaning-making: Knowing, Doing, and Being. The secular, spiritual, and religious components are here differentiated in relation to these aspects. The MMM enables the HCP to explicitly reflect upon the patient’s ontological grounding and what existential orientations the patient draws upon – and on that basis to locate what kind of interventions are needed to support coping through these orientations and to offer adequate and sensitive spiritual care. In this way the MMM facilitates the HCP in understanding the patient, thereby making it easier to address the area ethically, sensitively, and appropriately. The content of the boxes is similar to each other, only the frames “secular,” “spiritual,” “religious” change, in order to illustrate that the needs are, or may be, similar but that they are understood by the individual from different perspectives. Approaching the ontological grounding of the patient through the MMM will also enable an understanding of what aspects are important to the patient (relational, individual, embodied, verbal) (Viftrup et al., 2021), and finally, it will give an idea of who should be involved in providing spiritual care; nurse, physician, social worker, chaplain, relative, etc.
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FIGURE 2. The Meaning-Making Matrix. Example: Through a “spiritual needs assessment” a patient is identified as a practicing catholic and is expressing a need to go to Mass, marked above by (1). The patient is also expressing a need to reconcile with an old friend and a need for talking with family about their financial situation, marked above by 2 and 3. This would lead to considering the following interventions: Organizing participation in a Mass, a visit by the old friend, and a visit by the family. However, all 3 interventions need to be reflected through the understanding of the patients ontological grounding and physical/mental condition: Is the patient physically capable of going to Mass and if not, what alternatives are there? Who is the friend and what is their history, is the patient in a mental condition to reach reconciliation or will such a meeting lead to further distress? Is the patient mentally capable of addressing financial issues and what are these issues, and will it lead to further distress? This leads to ethical considerations about how to approach the situation and who to involve; just as further interventions could be considered and leading to the development of the spiritual care treatment plan.


As will be exemplified below, this attempt at understanding the patient in relation to the MMM can be done in many ways, using questionnaires, through daily interactions and conversation, through the involvement of relatives or friends, etc. Essential is that the specificity of the needs is determined, i.e., whether they are of mainly secular, spiritual, or religious nature, whether they are of a cognitive, practical, or emotional kind, if they are interwoven, and how important various aspects are to the patient at various times. Can the needs be addressed through daily interaction and conversation with the nurse? Does the patient want to interact with peers, to have physical contact, listen to music? Or is the patient in such distress that a psychiatrist, psychologist, or chaplain is needed? Maybe it is a question of making peace with a higher being or participating in spiritual or religious rituals or other kinds of activities, in which case a chaplain or religious community may be needed. Maybe it is a combination of the above? Understanding the patient in relation to the MMM will assist in clarifying these questions and assist in identifying specific approaches relevant/suitable for the individual patient. In everyday practice this is likely to take place as the HCP is getting to know a patient as part of relationship-building. In this way the MMM is an explicit area of focus in the process of spiritual care, initiated when meeting the patient and an integrated part of the spiritual care treatment plan (phase 3 in the process of spiritual care).

We realize, that using the constructs “secular,” “spiritual,” and “religious” is already assuming “something” on behalf of the patient, namely that the ontological grounding and the MMM can be understood and accessed through these constructs. This is a bias and a limitation. However, by making these reflections explicit, we may reveal our potential bias and challenge our own understandings, and thereby reach a better understanding of the patient (Holbraad, 2017; Nissen et al., 2019b). Is this pushing the endeavor to far, is it complicating things more than need be? As we have argued, we find it necessary, in an individualized, culturally entwined, and pluralistic world, in order to gain an understanding of the patient that is recognizable to both patient and HCP, and from there to identify the appropriate actions, and develop the spiritual care treatment plan.



THE PROCESS OF SPIRITUAL CARE

In the following we will outline the process of spiritual care and then commence to a discussion of the process, exemplified by instruments/interventions focused on the different phases. The examples in the discussion have been drawn from the Catalogue of Spiritual Care Instruments (Damberg Nissen et al., 2020).

Figure 3 illustrates the process of spiritual care as spanning 5 phases. The four boxes below the phases illustrate what kinds of instruments/interventions can be applied. The “etc.” has been included to illustrate that other possibilities exist.
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FIGURE 3. The Process of Spiritual Care.


The process of spiritual care is illustrated as starting by identifying spiritual needs. Phase 1 is then combined with phase 2 – the MMM, which leads to phase 3 – developing the spiritual care treatment plan and locating the relevant HCP’s to be involved. Phase 4 is then the actual provision of spiritual care. Phase 5 is the evaluation that should take place to ensure that the spiritual care provided is living up to expectations. The arrow going from “phase 5: Evaluation” and back to the previous phases illustrates that spiritual care should be continuously evaluated and the spiritual care treatment plan adjusted according to the findings of the evaluation.



EXAMPLES AND DISCUSSION


Phase 1: Identifying Spiritual Needs and Resources

In the following we have focused on the identification of spiritual needs. However, a similar approach can be taken in relation to spiritual resources. How are spiritual needs identified? They can be identified as part of the daily interaction between patient and HCP, through conversation or observation, this will be addressed below. First, we address the explicit assessment as an approach. The Catalogue of Spiritual Care Instruments locates 132 questionnaires within the field of spiritual care. Not all of these are spiritual needs assessment questionnaires but a recent overview, which was based on the Catalogue of Spiritual Care Instruments, included 22 questionnaires aimed at assessing spiritual needs or spiritual distress (Nissen and Hvidt, 2021). These spiritual needs assessment questionnaires were developed in different national and cultural contexts, reflecting the international attention on spiritual needs and spiritual care, but also reflecting local contextual differences in the way the questions are formulated. They span from containing strictly secular questions, such as “the Psychosocial and Spiritual Needs Evaluation scale” from Spain (Mateo-Ortega et al., 2019), “the Existential Distress Scale” from Canada (Lo et al., 2017), and “the Spirit 8” from South Africa and Uganda (Selman et al., 2012), to questionnaires that include explicit questions in relation to spirituality or religiosity, such as the “Geriatric Spiritual Well-being Scale” from the United States (Dunn, 2008), “the Holistic Health Status Questionnaire” from Hong Kong (Chan et al., 2016) and “the Spiritual Distress Scale” from Taiwan (Ku et al., 2010), while others have been developed in a religious setting such as the “Elder Spiritual Health Scale” from Iran (Ajamzibad et al., 2018), “the Spiritual Care Needs Scale” from Turkey (Otuzoglu, 2019) and “the Mature Religiosity Scale” from Netherlands (Vries-Schot and Uden, 2012). The “Thai Spiritual Well-being Assessment Tool for Elders with Chronic Illnesses” from Thailand (Unsanit et al., 2012), is an example of an assessment instrument developed in a pluralist religious setting (Buddhist, Islam, Christian) and containing no explicit references to religion (only one reference to Dharma). In the area of assessing spiritual needs and resources in the elderly, the Catalogue of Spiritual Care Instruments also mentions the “JAREL Spiritual Well-Being Scale” from the United States (Hungelmann et al., 1996) and the “Spiritual Distress Assessment Tool” from Switzerland (Monod et al., 2015).

“The Spiritual Needs Questionnaire” from Germany (Büssing et al., 2010) is likely to be the most widely distributed spiritual needs assessment instrument and has been translated, validated, and implemented in at least 18 countries (Damberg Nissen et al., 2020).

Spiritual needs may also surface in the day-to-day interaction between patient and HCP. As such, identifying spiritual needs becomes part of the relationship between patient, HCP, and other involved parties such as relatives and friends. From this perspective spiritual needs are not necessarily identified when the patient is diagnosed or hospitalized, but becomes part of relationship-building between patient and HCP (Steenfeldt, 2019), and thereby partly dependent on both the empathy of the HCP and the willingness of the HCP to engage in this work. To approach spiritual needs through daily interaction with the patient, underlines the need for spiritual care to be included in the curriculum, and the necessity of this has increasingly come into focus during the past decades. In an international context this also needs to be furthered by the concept “spirituality” to be continuously addressed and discussed in research, as the concept has so many different connotations and meanings, as an aspect of being human and as a concept in healthcare (Hvidt et al., 2020). “The Spiritual Assessment in Aging” from the United Kingdom (Nelson-Becker et al., 2007) was developed to both prepare and guide clinicians to undertake spiritual assessment through conversation, identifying 11 domains in spirituality through which a framework is assembled for spiritual assessment with older adults.

While identifying spiritual needs and resources through daily interactions is a sensitive and patient empowering approach, it demands great attention, preparation, and education/training on behalf of the HCP. In highly secular contexts this might be difficult, as there may be a tendency to marginalize spiritual needs, as both patient and HCP may find the topic difficult to engage, which is partly influenced by the surrounding (cultural) contexts tendency to marginalize the area as irrelevant, unimportant, or inappropriate. This hinders the identification of spiritual needs and resources, as has been documented in psychiatric research (Nissen et al., 2019a). Nissen (2019) outlines “the privacy of religion argument” as hindering spiritual needs from being identified in secular healthcare, because asking about spirituality or religiosity is considered so private that it becomes unethical to ask such questions directly. The patient must bring it up if spirituality/religiosity is to be brought into conversation. This is supported by the study on spiritual care in Danish hospices by Viftrup et al. (2021), and also by Andersen et al. (2020) study on existential communication between physicians and patients with chronic pain and multiple sclerosis. Being thus far a purely theoretical concept, it is unknown to what extent the MMM will assist in overcoming difficulties in relation to existential communication. However, the MMM will initiate a conscious reflection on behalf of the HCP in relation to the ontological grounding of the patient, which has the potential of therethrough making it easier to address the area ethically, sensitively, and appropriately, as it explicitly identifies spiritual needs and resources as relevant in the given (secular) healthcare context.

The United States Joint Commission on Accreditation of Healthcare Organization’s (JCAHO) has developed a set of guidelines to assist the HCP in assessing and identifying spiritual needs through day-to-day interaction. The guidelines are formulated as a series of questions for the HCP to be aware of when in contact with the patient. The patient is not necessarily asked these questions explicit but they enable the HCP to be aware of areas where spiritual needs might surface (Hodge, 2006). As such, the JCAHO guidelines is an example of a way to address phase 1 and 2 in the process of spiritual care, without presenting a stringent and predesigned approach to spiritual care. Wiltjer and Kendall argue that a spiritual needs assessment should be part of a holistic assessment of older people, where the spiritual domain is seen as one of five key domains (Wiltjer, 2019).

The nurse or social worker is likely to be in a good position to both identify spiritual needs and resources and provide spiritual care, considering that relationship is a central part of providing spiritual care. This is underlined by spiritual distress having been a diagnose in nursing in the United States since 1978 (Hodge, 2006), and as Burkhart et al. (2011) argues, spiritual care has always been an integral part of nursing care.

The general practitioner, who is often the HCP who often knows the patient prior to severe illness, is also in a position to identify spiritual needs and resources, but is often not in a position to offer spiritual care, simply because of time limitation in general practice (Assing Hvidt et al., 2017a). This does not mean that spiritual care cannot be part of general practice. The “existential communication in general practice” tool (EMAP) from Denmark, is an example of an instrument facilitating communication about existential needs and resources between general practitioners and patients with cancer (Assing Hvidt et al., 2017b), also functioning as a way for the general practitioner to open the topic, without transgressing ethical or personal borders, thereby overcoming the above-mentioned “privacy of religion argument” and facilitating working with the MMM.

The chaplain is trained and experienced in having existential conversations and in providing spiritual care. With the ambition of sharing this expertise with HCPs’, Fitchett and Risk (2009) from the United States developed the “Religious Struggle Screening Protocol” (RSSP). The RSSP was developed in a Christian context within chaplaincy, with the intention of assisting non-chaplain HCP’s to identify patients in need of spiritual care. It is a map of action consisting of a series of yes/no questions for the HCP to be attentive of when talking with the patient leading to different action outcomes. In the secular countries of Scandinavia and Northern Europe, the chaplain is experienced in interfaith dialog and is able to provide spiritual care in different frameworks and address secular, spiritual, and religious existential question alike (Nissen et al., 2019b).



Phase 2: The Meaning-Making Matrix

Once spiritual needs have been identified, it is necessary to locate the nature of the spiritual needs. Involving the MMM will help to clarify whether the identified needs are of a secular, spiritual, or religious kind, whether there are cultural variances that need be taken into consideration, and whether the needs are of a cognitive or practical nature, or a combination of this, as outlined above in section “The Ontological Grounding and the Meaning-Making Matrix”.

The “Cultural Formulation Interview” (CFI) from the United States (Aggarwal et al., 2014) is an example of an approach that can assist in understanding the patient through the MMM. The CFI is not aimed at spiritual care per se, but it contains (culturally) open questions that will enable the patient to reflect on the personal background and context, and therethrough the HCP will be able to get an understanding of the patient in relation to the MMM. The “ETHNIC(S) mnemonic” from the United States (Kobylarz et al., 2002) is another example in relation to the MMM. The “ETHNIC(S) mnemonic” was developed in Geriatric care as a framework that practitioners can use in providing culturally appropriate care for the elderly.

As illustrated in Figure 3 we see the MMM as interwoven in phases 1–3, meaning to illustrate that understanding the individual patients ontological grounding is essential for addressing the questions of how to care for the patient in relation to the identified spiritual needs, what are the specifics of these needs, what are the relevant interventions, and who are the relevant HCP’s to be involved? These are explicit reflections to be made in relation to the individual patient and will influence the HCPs to be involved in both identifying spiritual needs (phase 1), developing the spiritual care treatment plan (phase 3), and who should be involved in providing spiritual care (phase 4).



Phase 3: The Spiritual Care Treatment Plan

Having identified spiritual needs and reached an understanding of these needs in relation to the patients ontological grounding, should enable a point from which to develop a plan for the provision of the spiritual care. Who is qualified to develop this plan? A chaplain, a general practitioner, a psychologist, a nurse, a relative, or is it a joint effort? We propose that this is a joint effort, as spiritual care is best practiced as a teamwork effort, and as part of holistic and patient centered healthcare it could potentially involve all concerned parties, as an interprofessional endeavor (Puchalski et al., 2006, 2019; Bandini et al., 2018). The particular spiritual care treatment plan will reflect the patient in relation to the ontological grounding and whether the nature of the identified spiritual needs is of a secular, spiritual, or religious character, and whether the needs are of a cognitive, practical, or emotional kind, or a mix. The spiritual care treatment plan should reflect the interventions included and how the actual provision of spiritual care should be implemented; who should be involved to do what, when, and where? The “Spiritual Assessment and Intervention Model” (Spiritual Aim) from the United States (Shields et al., 2015) is an example of such an approach. Shields and colleagues argue that if spiritual care is provided without a plan, then the intervention(s) may stray off course, or simply remain within the realm of a social visit or random interactions with patients. While Spiritual Aim is not a spiritual care treatment plane in itself, it could inspire as a conceptual framework for the development of specific spiritual care treatment plans as it can assist the HCP to diagnose a patient’s unmet spiritual needs (phase 1/2), to devise a spiritual care treatment plan (phase 3), to implement this plan (phase 4), and to evaluate the desired and actual outcome of the intervention (phase 5). As such, Spiritual Aim is an example of an approach encompassing all phases. Spiritual Aim was developed from a Lutheran perspective but is now inclusive of other faiths and implemented in clinical settings. Its applicability in secular context or with secular oriented patients is a question for further research. Another example of a systematic approach that includes all phases of assessing, planning, providing, and evaluating spiritual care is “Guidelines for the Assessment of Spiritual Needs” from the United Kingdom (Govier, 2000).



Phase 4: Providing Spiritual Care

Providing spiritual care is implementing the spiritual care treatment plan. Interestingly, even though many spiritual care instruments exist, approaches for providing spiritual care through the provision of a spiritual care treatment plan seem scarce (Harrad et al., 2019; Damberg Nissen et al., 2020). This might be because, as we have argued, spiritual care is an individual and relational process and therefore difficult to put into stringent formulae; it must be developed at the local level with the individual patient in mind. “Spiritual Reminiscence” from Australia (Mackinlay and Trevitt, 2010) is an example of an approach that both enables identifying spiritual needs (phase 1) while also being applicable as part of the provision of spiritual care, in the sense that spiritual reminiscence is a type of narrative gerontology, enabling the elderly to give meaning to their life-story while also connecting socially to peers.



Phase 5: Evaluation

Phase 5, evaluation, should be included as part of the spiritual care treatment plan and take place continuously in order to secure that the care is being provided according to plan, and that effect be measured ongoingly in order to adjust the spiritual care treatment plan if necessary. Evaluating a process can be done in many ways but should be integratable with the identification/assessment of spiritual needs to enable effect evaluation. If this kind of evaluation is intended, it will be made possible by identifying/assessing the spiritual needs through a questionnaire and then reusing the questionnaire for evaluative purposes, in view of gaging to what extent the needs have been met. There are instruments made to specifically assess the effect of an intervention, such as the Service-user Recovery Evaluation Scale (SeRvE) from England, which is a patient reported outcome measure developed to monitor interventions, which also highlights the importance of spiritual care for patients (Barber et al., 2018).




PERSPECTIVES AND CONCLUSION

To approach spiritual care as a process has implications and perspectives for all healthcare areas where existential questions and crises may arise, be it in geriatrics for an elderly at the end of life, in pediatrics for a youngster diagnosed with cancer, or anyone in between faced with the difficulties of existential crisis. It also has consequences for the person(s) who provide spiritual care, be it the general practitioner, the nurse, the psychologist, the chaplain, the relatives, or anyone else who cares for persons in existential crisis. We have argued that it is difficult to develop a stringent approach that encapsulates the process of spiritual care as a whole, because spiritual care is a relational and individual process that takes place in a local context between individuals, and therefore each case of providing spiritual care is unique. By drawing on examples from the Catalogue of Spiritual Care Instruments we have illustrated that many instruments exist that in one way or another are applicable in the process of spiritual care, but also that they cannot stand alone and that several instruments are necessary. This points to the conclusion that developing a spiritual care treatment plan is essential for providing spiritual care, so that spiritual care does not become ad hoc solutions depending on individual empathy, involvement, (lack of) training, and interest.

We have illustrated the importance of locating patients in relation to their ontological grounding and from there to approach an understanding of the patient in relation to secular, spiritual and/or religious existential needs. We have argued this as essential in a culturally entwined and pluralist world, and we have suggested the ontological grounding by means of the MMM as a way to approach this aspect, as it will help to understand the specificity of the individual patient’s spiritual needs and thereby assist in developing the best possible spiritual care treatment plan. How this spiritual care treatment plan should be developed in various international and vernacular contexts is an area that calls for further attention and research, to delineate and share international experiences and best practice. Our presentation of the ontological grounding and MMM should also assist in this aspect of the international development of spiritual care, as it is not specific to culture, spirituality, or religion, nor does it present an intervention, but a structure in which to implement specific instruments/interventions.

Presenting spiritual care as a process implies working within a conceptually defined spiritual care provision framework. We recommend this to be the default position for any institution where spiritual care is part of the daily work and routines. This so, especially because looking at spiritual care as a process highlights that moving from identifying spiritual needs in a patient, to the actual provision of spiritual care involves deliberate and considered actions that consider the patient’s specific ontological grounding. This also implies the need to identify the appropriate personnel to provide spiritual care and assist the involved parties in developing the best possible spiritual care treatment plan.

By presenting spiritual care as a process, we hope to inspire the focus on spiritual care as a whole, as a relationship between the involved parties, as a way to make visible the necessities, the difficulties but, most importantly, the positive potential that lies in spiritual care. In the final instance, spiritual care has only one ambition; to help the individual human being through crisis.
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In many countries, the COVID-19 pandemic has led to strong restrictions and changed the everyday lives of older people. In Finland, people aged 70 and over were instructed to stay at home under quarantine-like conditions. Existing studies from other countries have reported increases in negative experiences and symptoms as a result of such restrictions, including psychosocial stress. However, little focus has been given to older people’s experiences of meaningfulness during the pandemic. Using survey and interview data, we ask to what extent have community-dwelling oldest old (80+) experienced meaningfulness during the pandemic, what background factors are associated with meaningfulness and what factors have contributed to everyday life meaningfulness during the pandemic. The data was collected as part of the COVID-19 sub-study of the third follow-up of the Cardiovascular Risk Factors, Aging and Dementia (CAIDE85+) study, a Finnish population-based cohort study carried out in the eastern part of the country. In the quantitative analyses, meaningfulness was assessed as part of the Experiences of Social Inclusion Scale. The association of meaningfulness with different background factors (gender, age, living alone, self-chosen quarantine or physical isolation, self-rated health, physical functioning, and cognitive capacity) was explored with the Chi-square test. The quantitative findings indicate that the majority of the participants experienced meaningfulness during the pandemic. Participants who did not practice any physical isolation measures and participants with higher self-rated health experienced more meaningfulness. There was no evidence for difference in the prevalence of meaningfulness and other background factors. The qualitative data was analyzed using thematic analysis. The findings indicated that factors contributing to meaningfulness in everyday life were social contacts, daily chores and activities, familiar places and seasonal changes. The small sample size does not provide possibilities for generalizing the results into the wider population of older adults. However, the results provide new understanding of the oldest old’s experiences of meaningfulness in everyday life during the global pandemic. The findings may help find ways to support older people’s meaningfulness in challenging times.

Keywords: oldest old, meaningfulness, everyday life, COVID-19, mixed methods


INTRODUCTION

The ongoing COVID-19 pandemic and its related restrictions have put older people in a situation in which their possibility to maintain normal daily activities has been compromised. In Finland, the Emergency Powers Act was implemented on March 16, 2020 and was continued until June 16, 2020. The act included decisions such as closure of public services, e.g., libraries and museums; severe limitations of public gatherings; suspension of contact teaching; reduction of non-acute social and health care services; and a ban on visiting care institutions and hospitals. A strong recommendation was given that all older adults aged 70 and over should stay at home and avoid all physical contacts. Many of these restrictions and recommendations have been in force over a year. Although the aim has been to protect older adults and their health during the exceptional times, the consequences and older people’s own experiences related to these restrictions are not fully understood.

In this article we examine community-dwelling oldest old’s (80+) experiences during the COVID-19 pandemic from the perspective of everyday life meaningfulness. While the definition of meaningfulness varies across scholars and disciplines, it is often understood as having a sense of purpose in life and experiencing life as significant (e.g., Baumeister, 1991; King et al., 2006; Steger, 2012). According to Baumeister (1991), meaningfulness in life can be understood in terms of four main needs for meaning: purpose, value, sense of efficacy and self-worth. If these needs–fulfillment of goals, justification for actions, feeling that one can reach one’s goals, and positive self-worth–are not met a person is more likely to experience less meaning in life. Moreover, Baumeister and Vohs (2002) propose that having multiple sources of meaning in life protects the individual against meaninglessness highlighting the multidimensional nature of meaningfulness: one can gain purpose and self-worth from different spheres of life, such as family and work. In older ages these spheres are often narrowed due to losses of social relations and roles and decrease in functional capabilities (e.g., Tiilikainen and Seppänen, 2016).

Drawing on the conceptualization by Steger (2012) we understand meaningfulness as a web of connections, understandings and interpretations that help comprehend individual experiences, direct efforts toward desired futures, and provide a sense that life is worthwhile. In further research, Martela and Steger (2016) have highlighted the importance of understanding the difference between meaning in life and the more philosophical question about meaning of life. Within the aim of looking at the subjective experiences of what makes live meaningful, Martela and Steger (2016) have proposed three facets of meaning: coherence, purpose and significance. These include a sense of comprehensibility and making sense of one’s life, sense of core goals, aims and direction in life and a sense of life’s inherent value and having a life worth living. In other words, in order to live a meaningful life, people need to comprehend the world around them, they need to find direction for their actions, and they need to find worth in their lives.

Perceiving life as meaningful plays an important part in well-being at all ages, but particularly in later life (see Jonsén et al., 2014). For the oldest old meaningfulness in life is known to contribute to not only quality in life and mental wellbeing but also physical health (e.g., King et al., 2006; Krause, 2007). In an interview study carried with the oldest old, Jonsén et al. (2014) found that the sense of meaning in life was linked to having a mission to pursue and finding beauty, joy and happiness in life. The sense of meaning also involved being connected with other people and with nature, and seeing oneself as part of a chain of generations. Moreover, a sense of meaningfulness was deeply rooted in the faith of being taken care of from birth to the afterlife. In this article, our focus is on the everyday life components providing a sense of meaningfulness rather than facets of meaningfulness itself. From the perspective of everyday life, meaningfulness provides a sense that one’s daily life matters and has a purpose in this current moment and surrounding social and environmental setting, which for the oldest old is often the home environment.

Both theoretical and empirical research on meaningfulness show that social relations and having the possibility to impact one’s own life play an important role in experiencing life as meaningful (e.g., Ryan and Deci, 2004; Hicks and King, 2009; Heintzelman and King, 2014). Arguably, these factors have at least been somewhat challenged due to the COVID-19 pandemic as many people have avoided physical contact and adjusted their lives governmental restrictions and recommendations. However, as some studies have already shown, older people have reported less pandemic related negative impacts than younger people (Jiang, 2020; Birditt et al., 2021; O’Connor et al., 2021; see also Kivi et al., 2021) and therefore may have been less affected by the pandemic than younger generations. Moreover, studies have found that older people have reached various coping strategies in adapting to the pandemic-related changes and challenges in everyday life (Van Tilburg et al., 2021).

To our knowledge, previous research has not focused on older people’s own views of the everyday life meaningfulness during the pandemic. Yet, some qualitative COVID-19 studies have referred to perspectives that are relevant to meaningfulness (Brooke and Clark, 2020; Portacolone et al., 2021; Whitehead and Torossian, 2021). Brooke and Clark (2020) conducted a follow-up interview study in United Kingdom focusing on older people’s responses to the pandemic, including protective measures, ways of coping and future plans. Their interviewees expressed the need to embrace and live life, as well as the need to be distracted from the pandemic. The findings show that older adults found watching nature and wildlife important, as well as keeping busy with daily chores. In addition, social media was seen to be important in keeping in touch with friends and family. Despite the restrictive measures, some of the interviewed older adults expressed being blessed and fortunate, and many felt that they did not fear the future.

An interview study by Portacolone et al. (2021) found that older adults living alone with cognitive impairment experienced distress, including fear and confusion, as well as extreme isolation and loneliness during the pandemic. Despite their negative experiences, the interviewees reported using a number of coping strategies, such as exercising and outdoor routines, attending religious events and thinking positively about the future. Similarly, Whitehead and Torossian (2021) focused on stressful and joyful factors in their mixed-methods study on the lives of older adults during the pandemic. Their results indicated that stress was related to confinement and/or restrictions, concern for others, isolation and loneliness. Sources of joy were found in family and friend relationships, digital social contacts, and hobbies. Faith, exercise, other forms of self-care and nature were associated with more positive psychological well-being during the pandemic. Similar factors are known to contribute to meaningfulness in later life (Jonsén et al., 2014).

Despite large amount of research on the effects of COVID-19 pandemic, the oldest old’s lived experiences, as well as the positive aspects of the pandemic have received very little attention. In this article, we aim to fill this research gap by giving voice to the oldest old’s own experiences of everyday life meaningfulness during the COVID-19 pandemic. Our specific research questions are:


•To what extent have the community-dwelling oldest old experienced meaningfulness during the COVID-19 pandemic and what background factors are associated with meaningfulness?

•What factors have contributed to maintaining everyday life meaningfulness during the COVID-19 pandemic?





MATERIALS AND METHODS

The study utilizes a mixed-methods approach combining quantitative and qualitative data and analysis. The purpose of using two different types of materials and methods is to gain better and more complete understanding of the lived experiences of older people during the COVID-19 pandemic. To this end, we use an explanatory mixed methods design (Ivankova and Creswell, 2009). The different data sets–surveys and telephone interviews–were collected and analyzed in sequence, proceeding from quantitative data to qualitative data. Quantitative data is used to give an overview of the study populations experiences of meaningfulness when answering the first research question. Qualitative findings are used to explain and extend the quantitative results by answering the second research question.

The data is derived from the COVID-19 sub-study of the third follow-up of the Cardiovascular Risk factors, Aging and Dementia (CAIDE85+) study. All the participants lived in Eastern Finland and came originally from five population-based cohorts who were assessed in mid-life in 1972–1992 (Barbera et al., 2020). Altogether 316 invitations were sent for the COVID-19 sub-study (survey and telephone interview). Invitations were sent in mid-July 2020 to all individuals who had participated in the main assessment of the CAIDE85+ study and given their consent for further research contact (n = 140), and to individuals who had not yet participated in the CAIDE85+ main assessment (n = 176). A round of reminder letters was sent in late August or early September, or in connection with the CAIDE 85+ main assessment. Altogether 211 individuals did not participate in the COVID-19 sub-study (141 individuals declined to participate (information was received by email or phone), 16 individuals were reported deceased by a relative, and 54 individuals were not reached). Reasons for declining to take part in the study included e.g., poor health, feeling tired/not having energy to participate, and a recent participation in the CAIDE85+ main assessment.

Altogether 103 persons provided answers to the survey from the participants (N = 105) who had given their consent. In all, 64% of them responded by the end of July, 79 % by the end of September and the rest between September 13th and December 10th. Qualitative telephone interviews were carried out with 15 participants between August and December. All the study participants were community-dwelling. A more detailed description of the participants is presented in Table 1 in the beginning of the “Results” section.


TABLE 1. Characteristics of the participants in the CAIDE 85+ Covid-19 sub-study.
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Survey and Methods


Meaningfulness

Meaningfulness was assessed with three items drawn from the Experiences of Social Inclusion Scale (Finnish Institute for Health and Welfare, 2019) which is still under the validation process (Leemann et al., under review)1. The items represent the following statements: (i) “I feel that my life has purpose,” (ii) “I belong to a group or community that is important for me,” and (iii) I feel that what I do everyday is significant.” The given answer options were (i) strongly disagree, (ii) somewhat disagree, (iii) neither agree nor disagree, (iv) somewhat agree, and (v) completely agree. In the analyses, three classes were used: (i) disagree, (ii) neither agree nor disagree, and (iii) agree. The theoretical background for these statements has been drawn from the framework by Martela and Steger (2016) (Leemann et al., under review)1 and even though the questions have not been developed to measure meaningfulness in life per se, we find that these items reflect well our aim of examining meaningfulness in the context of everyday life.



Health-Related Factors


Physical functioning

Physical functioning was derived from the question “Are you capable of walking 500 meters without resting?” The answer options were (i) I can without difficulties, (ii) I can, but I have some difficulties, (iii) I can, but it is very difficult, and (iv) I can’t do it. The answer options (ii) and (iii) were combined.



Cognition

Cognitive status was derived from the face-to-face main study assessment and assessed with Mini-Mental-State Examination (MMSE) (Folstein et al., 1975). A score of <25 points was set to describe lower cognitive capacity. The used cut point is recommended based on Finnish older population (Hänninen et al., 2010).



Health status

Self-rated health was used as an indicator of health status (Jylhä, 2009). The used question was derived from previous data collections of the CAIDE study population: “What do you think about your current health status? Is it very bad, quite bad, average, fairly good or very good?” In the analyses, the classes were (i) poor (very bad or quite bad) and (ii) at least average.



Other factors

Age of the participants was categorized into tertiles: <85.5 years, 85.5–88.8 years, >88.8 years. Regarding living situation, the participants reported whether they lived alone or not. The current status of quarantine/physical isolation was asked and the following answer options were given (i) I am not in quarantine or avoiding social contacts, (ii) I am in self-quarantine, (iii) I am in official quarantine, (iv) I am avoiding social contacts, and (v) I am partly avoiding social contacts. The answer options (ii), (iv), and (v) were combined as self-chosen quarantine or physical isolation. None of the participants were in quarantine enforced by law (iii).



Statistical Analyses

In this article, the statistical analyses were used to provide an overview of the everyday life meaningfulness of the study participants’ during the pandemic. The survey data were analyzed using IBM SPSS Statistics 27 program. Chi-square test was used in the statistical analyses and differences in perceived meaningfulness were investigated based on age, gender, living status, self-chosen quarantine or physical isolation status, cognition, physical functioning and self-rated health. It was also examined if the whole study population and the interviewees felt differently on meaningfulness. Categorical variables presented earlier were used. A p value < 0.05 was considered statistically significant.



Interview Data and Methods

The qualitative data consists of 15 telephone interviews. The interviewees were selected from survey participants who had given their consent to record the telephone conversation (N = 96). As the aim of the study was to gain comprehensive understanding of the COVID-19-related experiences of the oldest old, the interview participants were selected so that they would represent a variety of life situations (e.g., gender and marital status) and experiences (e.g., perceived health and well-being). A research nurse contacted the preselected survey participants by telephone to ask whether they were still willing to discuss their experiences further in a qualitative interview. All 15 contacted persons expressed their interest in and consent to participation in the interviews.

The number of interviewees was chosen based on the resources of the study (one experienced interviewer) and the contents of the interviews. Rather than aiming to recruit as many interviewees as possible, we wanted to gain in-depth understanding of various experiences related to the participants’ everyday life during the pandemic. The interview guide was developed based on the CAIDE85+ COVID-19 survey including similar topics, such as daily life and habits, social interaction, restrictions and quarantine, psychological and health impacts, use of social and health care services and ways of coping with the pandemic. In addition to the general interview guide, some questions were added or modified based on the interviewees’ responses in the survey. Additional and/or complementary questions were asked about issues expressed in the open-ended questions.

The interviews were carried out by telephone in order to ensure that the older people were able to participate in the study during a time of physical distancing. All interviewees were at their private homes during the telephone calls. On some occasions, non-participants were also present, including a spouse, neighbor or a repairman. However, in most cases the interview was carried out in a separate and quiet room, so that the interviewee was able to participate without distractions. In two cases, the interview was divided into two different sessions due to interruptions or problems with the phone line.

As highlighted by Brooke and Clark (2020) in their COVID-19 study, telephone interviews have several benefits including a greater level of anonymity and privacy, removal of visual clues and more balanced distribution of power between the researcher and the participant, which may help the interviewees to feel more comfortable in discussing their personal feelings. At the same time, the lack of visual cues and loss of non-verbal interaction may be regarded as specific challenges when interviewing via telephone. Based on our experiences, both factors–benefits and challenges–were present in the telephone interviews. For the researcher, lack of non-verbal interaction was somewhat challenging during the first interviews, especially when discussing sensitive issues such as loss of a spouse. However, the feedback from the participants was highly positive, and all of them expressed being pleased about the opportunity to discuss their experiences in this way.

The interviews lasted between 45 and 95 min and were audiotaped using a separate dictation machine. Altogether, the audiotaped data included 17 h, transcribed into 321 pages (Verdana font size 12, spacing 1). The excerpts shown in the “Results” section have been translated from Finnish to English by the first author. The final versions were approved by the other authors and a professional translator in order to ensure that the original voices of the participants were not lost (van Nes et al., 2010).

The interview data was analyzed using thematic analysis (Braun and Clarke, 2006). In the first phase of the analysis, the data was read through and a short summary of each interview was made by the first author. These summaries included basic information of the interviewee and notes of the issues discussed in each interview. After this the data was re-read by the first and last Author to obtain a sense of the whole data. During this phase meaningful units, including sentences and paragraphs, were identified and coded with labels, such as “summer cottage” and “walking the dog.” After the initial coding process, codes were collated into themes that were present in all interviews and followed our second research question. The coding process and themes were discussed several times within the research team to ensure the reliability of the analysis. At the final stage, three clear themes were identified: social contacts, daily chores and activities and places and seasonal changes, which were described as meaningful factors in everyday life. Within these main themes, different sub-themes were identified (Table 2).


TABLE 2. Themes and sub-themes regarding factors supporting the everyday life meaningfulness during the COVID-19 pandemic.
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Ethics of the Study

Each participant or their legally acceptable representative signed the informed consent form in the COVID-19 sub-study as well as in the CAIDE85+ main study assessment. Ethics approval for conducting the study was received from The Research Ethics Committee of the Northern Savo Hospital District. In addition, thorough ethical consideration was used when planning and carrying out the interviews. The interviews were conducted with respect and discretion, and the participants were encouraged to contact the researchers if any questions, doubts or inconvenient feelings arose. The data was analyzed so that its reporting does not reveal the identity of the participants.



RESULTS


Characteristics of the Participants

Altogether 103 persons with a mean age of 86 years participated in the CAIDE85+ COVID-19 sub-study and answered the questionnaire. The majority of respondents were female (59%) and two thirds were living alone. More than 70% were following the recommendations of the health authorities to avoid physical contacts. Of the participants, 86% had an MMSE score ≥ 25 and 60% had no walking difficulties (Table 1).

Five of the interviewees were men and 10 were women. At the time of the interviews the oldest participant was 93 years old and the youngest was 80. The average age was 86. The background and life situations of the participants varied: nine of the female interviewees and two of the male interviewees lived alone. One female and three of the male interviewees lived with a partner. One female participant had lost her husband during the COVID-19 pandemic. Most of the participants had kin: children, grandchildren, and great-grandchildren. Two of the female interviewees did not have children of their own but had frequent contact with their siblings’ children and grandchildren. All the interviewees were able to live at home without daily help and assistance and were able to go out of the home independently (see also Table 1). All participants lived in urban or suburban environments located in Eastern Finland. However, two of the male interviewees spent several months at their summer cottage located in a remote area.



Factors Associated With Higher Levels of Meaningfulness

A total of 82% of participants felt that their life has purpose and 79% felt that what they do very day is significant. However, only two thirds of participants felt that they belonged to a group or community that is important for them (Figure 1).
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FIGURE 1. Perceived meaningfulness in the oldest old during the Covid-19 pandemic measured with the Social Inclusion Scale.


When it was examined which factors were associated with the three meaningfulness items, we found that those with better (at least average) self-rated health felt more often that they have purpose in life as compared to those who reported their health to be poor (p = 0.003; Figure 2; Supplementary Table 1). Also those who were not following any physical isolation/quarantine measures felt more often that their everyday life is significant (p = 0.035) and that they belong to a group or community important for them (p = 0.035) as compared to those who were following some self-chosen isolation/quarantine measures (Figure 2; Supplementary Table 1). We found no evidence for difference between the three meaningfulness items and age, gender, living status, physical functioning or cognitive capacity (Supplementary Table 1).
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FIGURE 2. Association of three meaningfulness items with (A) physical isolation/self-chosen quarantine status and (B) self-rated health among community-dwelling oldest old in Finland. Indicated p values analyzed with Chi-square test.


In addition to all the study participants, we examined meaningfulness among the interviewees. The majority of them felt that they had purpose in life (73%), that they belonged to a group or community important for them (73%) and also that what they do everyday is significant (87%) (Figure 3). No significant differences were observed between all participants and the interview participants regarding perceived meaningfulness. In the following, we examine the interview participants’ experiences in greater depth by focusing on factors contributing to everyday life meaningfulness during the COVID-19 pandemic.
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FIGURE 3. Perceived meaningfulness among respondents participating in qualitative interviews.




Factors Contributing to Everyday Life Meaningfulness

Based on the qualitative analysis, everyday life meaningfulness was supported by the following factors: meaningful social contacts, daily chores and activities, and meaningful places and seasonal changes. The exploration of the sub-themes (Table 2) is interwoven in the analysis of the main themes. Illustrative quotations (in italics) are identified with “F” referring to a female and “M” to a male interviewee, and with a specific number for each participant.


Theme 1: Social Contacts

Contacts with family, friends and acquaintances were mentioned several times during the interviews as an important part of daily life during the pandemic. Most of the interviewees kept in touch with other people daily by telephone. Both short and long phone calls were described as something that was anticipated and enjoyed when physical contacts were restricted. “Phone bills are high this year,” one of the female participants (F13) stated, laughing. “We call in turns, whenever something comes to mind. We talk until the batteries run out [laugh],” described another (F13) when talking about long phone calls with old friends. For one of the interviewees the telephone was the only way to keep in contact with her sister who lived in another city. Due to the pandemic, the sisters had not had a chance to see each other face-to-face, but the relationship was continued through the phone lines:


Yesterday when we were talking on the phone, and even though we call so many times, we were thinking that every time we talk a new memory comes to mind and then we start discussing. And if we have watched the same television series, we call after that and discuss about what’s going to happen next. Nice to wait and see if we were right. (F9).



In addition to traditional phone calls, WhatsApp and video calls were also used to keep in touch with family members. Photos sent via WhatsApp, and seeing familiar faces on the screen of a mobile phone or tablet, were seen as meaningful things and ways of keeping the family together. One of the female participants (F2) described using video calls for the first time during the pandemic. Video calls were made with her daughters’ family, who lived further away: “There’s everyone there and the whole family peeking from the screen, their children also peeking from there.” “Then they send loads of WhatsApp photos,” she added. WhatsApp and video calls were also familiar to the other interviewees. One of the male participants (M3) talked about their family group that was actively used for messaging family members in three generations: “Even the grandchildren’s spouses are in the group. It’s a way of keeping in contact, it’s something that in a way keeps the whole family together”.

Video calls were especially important when new family members had been born. “They have a little boy and I always get a video call from them. It’s in a way nice because otherwise I wouldn’t see how the boy has developed and grown” (F8). Video calls were also used to keep up with the activities of older grandchildren. These remote contacts with grandchildren were meaningful in many ways:


“One of my grandchildren is a musician, a music teacher, and he lives in another city, so he has played some corona concerts for us. I have enjoyed them so much, especially the possibility to hear the familiar voice of a loved one.”(F12) However, the “old fashioned” way of talking on the phone was not a stranger for younger generations too. On the contrary, it seemed to be a meaningful form of communication for both parties, as one of the female participants (F13) described:




“For example, the night before yesterday, at 10.30 in the evening, one of the grandsons called and said that ‘granny came to mind so I had to call.’ He knows that I’m a ‘late bird’ and sleepy in the mornings [laughs] so that he can call even though it’s late. Other grannies sleep but we are still awake”.



In addition to remote contacts, some of the participants met face-to-face with family members on a regular basis despite the strong recommendations to avoid physical contacts. Children helped with daily chores and groceries, for example. Most importantly, these contacts made the interviewees feel that they were being taken care of. One of the female participants (F9) reported that her daughter just pops by and says: “I have no business, I just came by to stalk you [laughing]. Is everything all right with you?”. The interviewee continued describing that: “Sometimes the kids bring food, and even ask if I have money [laugh]”, and added that it feels good to know that they care. For another participant (F15), Saturday evenings were particularly important, as her daughter came by to take her to the sauna and wash and oil her back. Together the mother and daughter also cooked a nice meal together.

Meaningful social contacts were also maintained outside the interviewees’ homes. Many of the participants described going for walks with friends and neighbors, or meeting them in the yard. “Even though I live alone here in a terraced house, we have this little own yard and when the weather got warmer, we started meeting there. It made things easier when you could see and talk to someone face-to-face,” one of the participants (F5) depicted. Even more, spontaneous contacts with neighbors were seen as nice ways of keeping in contact with others: “This young couple talks over the fence and last night when the young man started grilling my dog started to bark so I just called out to him that you’ve been spotted. It’s like this in our [neighborhood] (F2).” One male participant (M10) spoke about having neighbors with whom he could reminisce about the good old times or reflect on current feelings, even though they didn’t know each other that well: “One day I was cleaning out the yard and one older couple came across the street and the wife went through the gate but the man stayed there and we talked for a long time”.

For many, neighbors provided not only social contacts but also important support during the strictest time of physical isolation. “We call them “the shopping bags,” the two couples that have helped us with the groceries […] They went shopping for us once a week in turns so that it didn’t become too much of a burden for one of them [laughing].” (F4). The interviewees also described supporting others by offering help for other older persons who had difficulties leaving the home alone. One of the female participants (F2) talked about meeting up with her relative, taking walks together or sitting in the balcony: “She is in a bit poorer condition than me, she has a lot of illnesses. This one time I said that I will come and pick you up and bring you here and if you can walk back, I will come with you but if you don’t have the strength to walk back, I will take you by car. Twice I’ve done this for her. Once I went to fetch her and we walked back, and then I took her home in the car. And sometimes we’ve just sat on her balcony. Once we’ve sat inside but usually we go for a walk.” Another participant (F9) described herself as being the one who has been encouraged to go for walks by a friend: “In the spring time it was nice that one friend always lured me out, saying let’s go for a walk by the lake or do this or that outside.” Going outside, walking and observing nature also offered meaningful contacts with other people:


“When you go outside for a walk and bump into someone you know, it’s always nicer than being on your own. And when we sit there by the bench and watch the ducks, it’s not so nice when you are alone, but if someone else is sitting next to you, it’s a lot nicer, even though you don’t even talk to each other.” (F9).





Theme 2: Daily Chores and Activities

Everyday life meaningfulness was associated with having meaningful things to do in and outside one’s own home. For many, familiar daily chores were described as something that supported well-being during the pandemic. One of the male participants (M7) spoke about different chores which he did both at home and at the summer cottage. Time went quickly when having meaningful things to do, such as washing and folding the laundry, and “sorting out the tools.” He also worked as a landlord for people renting a summer cottage and enjoyed warming up the sauna for new visitors, as well as taking care of local orienteering routes voluntarily. The interviewee described living “a modest life” and spending a lot of time alone, which wasn’t a problem for him when having meaningful things to do. Sometimes daily chores were done with other people, such as his daughter:


“With my daughter we have picked blueberries and lingonberries. On my own I’ve picked all of the currants. Now I have about 250 liters of berries, in a big freezer at home and twenty liters at the summer cottage. Enough until next summer”.



Daily chores, such as housekeeping, were also mentioned by several other participants. The last interviews were performed in late November and early December, and Christmas was on the way. One of the female participants (F13) lived with her husband in a senior house, a block of flats with individual apartments. She described social life as being mainly at the house due to the COVID-19 restrictions, and the darker winter season as being difficult because one couldn’t spend time outside so much. Preparing the home for Christmas was something she anticipated and enjoyed even though it would be spent without the wider family: “Just a week ago we prepared our home in the same way as in the springtime for summer. Now we put some Christmas colors, a few rugs and things like that, so that the place is nice and tidy. There’s a small Christmas tree waiting in the balcony, not decorated yet [laughing] but little by little we’re getting ready for the celebration”.

Many of the interviewees described receiving help from their children with housekeeping and other chores, but mostly they enjoyed doing them on their own, while they were still able. The interviewee (F15), who spent Saturdays with her daughter going to sauna and cooking, mentioned that it was sometimes irritating that the family always wanted to help with everything. Doing things on your own was an important way of maintaining autonomy in everyday life. Even the smallest chores felt meaningful, which may be especially relevant during a time of restrictions and confinements. “They always say that they can do it, and I say that let me do these things myself. It keeps me active. At least I feel that I have always been the kind of person who does things and walks al lot, I don’t sit so much. If I don’t have anything to do, the time feels long”.

Reading, knitting and doing crosswords were mentioned as important activities at home. Due to the lockdown, libraries were closed for several months but the interviewees had found different ways to access new books. One of the participants (F5) told about an arrangement that was made with a her niece’s neighbor: “This woman has a really big library [in her home]. I got many books by Finnish authors from her which I like to read, and we exchanged so that she brought a bag of books to my steps and took the ones I had read away. We called each other to agree on what books I would take and she had a track on what I had read and what not. It was a really great thing because I read a lot, all sorts of things on different topics”.

Some of the other participants also had family members or friends bringing them books or crosswords. “Book service from the son,” as one of the interviewees (F8) described. “They ordered me three different crosswords. Making sure that I have tasks to do [laughing]. It [doing crosswords] keeps the mind fresh and maintains brain activity.” said another participant (F5). Learning new things was seen as an important part of keeping everyday life meaningful, as one of the male participants described when discussing about books and other things that helped avoid boredom:


M11: After all, there’s a wicked pile of books here, so I can just read them when I have the time. And newspapers are also coming.




Interviewer: So, you like to read books a lot?




M11: Well, as long as I can and when there’s no other job to do. You have to read; you would get stupid if you didn’t look for wisdom from the books. A person’s learning does not end until their last breath.



For a few of the female participants, knitting played an important role when staying at home. One of the interviewees (F8) described that her mood was quite low in the beginning of the pandemic and feelings of hopelessness came to mind at times. The summer went better and when autumn came, she started knitting wool socks for Christmas presents and time had gone by nicely. Later on in the interview, she stated that maybe the wool socks saved her:


“But have these wool socks saved me [laughing], I’ve knitted them so much. I have done long ones, colored ones, many kinds, and it’s given me a nice job to do and I haven’t had time to worry about unnecessary things”.



Another interviewee (F2) mentioned going to a craft club before the pandemic and when the meetings ended due to the lockdown, the group continued doing hand crafts at home and sharing their activities with each other. Knitting was an important task for her and she made wool socks for her relatives, especially for the younger generations. “I’ve heard that now there are enough. I have some in storage if someone’s wear out.” However, meaningful activities did not always stay the same, as described by one participant: “In the spring time and part of the summer I knitted a lot but then it came to an end, I got fed up of it [laughing]. Now there’s an unfinished sock waiting there patiently in a bag. But for some reason, I now hate to take the needles in my hand.” (F12).

Going outside for walks was mentioned several times during the interviews, as also reported in the previous section regarding social contacts. Many of the participants described taking long walks and enjoying the outdoors. Walks were a nice way of watching nature and seeing what has been happening in the neighborhood. They were also seen as important in keeping up functional capabilities and monitoring one’s own health, as one of the male participants (M3) described: “I have a program on my phone that measures the walked distance and so forth and I’ve set a daily target for myself, at least 6000 steps a day so that’s what I try to do. It was a kind of encouragement to move at least that much, even though I’m not a super sportsman. Just to reach the target and satisfy the physical need”.

Going for walks was especially important for those interviewees who had dogs. It was something that had to be done, but also something that was really enjoyed in the midst of the pandemic. One of the female interviewees (F2) did not have a dog of her own but had an arrangement with her daughter. Already before the pandemic, the daughter had bought a new dog, which was assigned as “a walker.” Together they go on walks on a daily basis. The participant picked the dog up from her daughter’s house in the morning and took him back in the afternoon.


“Since last Autumn we have been for walks. We go along the forest track, our round was four or five kilometers. Now he is sleeping in the swing. We went for a long walk this morning too”.



Taking the dog out has also provided a chance for other meaningful encounters. Importantly, being outdoors and seeing people there was something that was considered to be a safe thing to do when the virus was still prevalent.


“There are so many dogs here, and they’re familiar to me from the time my daughter had her previous dog. It’s nice to see familiar faces here [when walking the dog]. We talk, I don’t know all their names, only some of them, but it’s good that you can see each other outside. I think it’s safe and we’ve kept a safe distance”.





Theme 3: Places and Seasonal Changes

The third theme present in the interviews was connected to meaningful places and seasonal changes that were described as supportive factors in everyday life. One male participant (M6) talked about a “camp site” where he had met up with a group of men for over 30 years. The group continued meeting there after the summer, when the COVID-19 incidences had started reducing in Finland. The composition of the group varied over time, but the place stayed the same. Together the men went to the sauna and had an evening snack before heading back home. The organizer of the meetings was a local priest who felt that it was important to keep the meetings going during the pandemic: “He was brave to open them again, now we just had to sign up for it in advance.” The same participant visited a local residential house daily when it had opened up after the lockdown. Even though contacts were restricted, and people wore masks, popping by the house and reading newspapers was an important part of his days. The interviewee also had a summer cottage where he headed occasionally: “Fifteen nights this summer.” Sometimes alone and sometimes with his lady friend.

The summer cottage played an especially important role for two of the male interviewees who described spending most of their time there in spring, summer and autumn:


“When we are in the city in the wintertime it’s restrictive, even though there’s more stimulation there. But there’s always a longing to be here [to the summer cottage] and as soon as the lake ice melts, we come here. And a bit before the lake freezes, we try and get back [to the city]”.



In the beginning of the pandemic, the chance to go to summer cottage felt like a big relief:


“There’s no corona here on the island and not many cottages, people visit them rarely and we are now all alone on the island. It’s like being in in palm of the Lord’s hand here. We have nothing to be worried about here as long as we have something to eat. There’s mushrooms and berries to pick and store, and you get fish from the lake. But we don’t hunt, we buy meat from the store”.



Other interviewees described the summer cottage as a place with good nature tracks and fishing places, which offered meaningful things to do especially in the summertime. In addition to smaller chores, the summer cottage provided a place for bigger projects too: “Last time we took down ten big aspens and the next thing is to turn them into firewood.” one of the male participants (M10) described, adding that life in the city is a lot quieter and less eventful than at the summer cottage. Enjoying nature and the outdoors was also important for those without a summer cottage. Smelling the fresh air and watching nature and wildlife was something that was meaningful in many ways:


“This summer my sister’s children have taken me out to nature, to sit by a camp fire. So I have had a chance to enjoy nature still. They organize these trips for me because they know that I am a nature person. To listen to the birds singing and to drink coffee that’s been cooked on a fire place.” (F5).



Even though most of the participants had restricted physical contacts and had taken the national recommendations seriously, all of them felt that it was important to leave the home regularly. Being outdoors was seen as a safe thing to do and importantly, as a way of maintaining well-being during the pandemic. However, it was mentioned that not all older people did the same: “Some thought that the restrictions included going outside too. I didn’t think so if you walk on your own by foot or by bike. I went outside the whole time; I didn’t stay here inside four walls. I just used my common sense, I can’t get it [the virus] from there [outside] if I don’t meet up with anyone.” (F5).

As mentioned also within the other themes, spring and summer time played an important role in the participants’ everyday life experiences. Going outdoors and enjoying nature was strongly related to the bright and warmer seasons, which were in many ways anticipated when the pandemic began. “It was a wonderful experience when spring came after the dreary months.” one of the participants (F8) described. She had gone for long walks in the springtime and reminisced how it felt when nature started to wake up: “There’s this old road here and I remember how the birds sang there and the first coltsfoots. It felt like an old poem: the spring still dared to come without asking corona’s permission”.

The final interviews were made in late 2020, when the darker days were clearly a challenge for some of the participants. Feelings of uncertainty and fear of what was going to happen with the virus was present in some of the interviewee’s minds. However, even in these discussions the interviewees expressed hope for the future. And with seasonal changes, good times were about to come: “The world doesn’t look good but it’s no use mourning, you just have to wait for spring. After Christmas the days start getting longer, and we will see the sun shining. Then it will be OK again.” (F13).



DISCUSSION

Our findings show that despite the changes in daily life due to the COVID-19 pandemic, the oldest old reported relatively high levels of meaningfulness of life. The prevalence was highest in items referring to having a purpose in life and experiencing daily doings as significant. The lowest prevalence was found in the experience of belonging to a meaningful group/community. Within these items, differences were found related to physical isolation and self-rated health. Individuals who were not following any physical isolation measures found more often their daily doings significant and belonging to a group or community important for them as compared to those who followed some physical isolation measures. Individuals who had higher self-rated health (at least average) felt more often that their life has purpose.

The qualitative findings show that everyday life meaningfulness was supported by meaningful social contacts, daily chores and activities, places and seasonal changes. Social contacts were maintained and pursued inside and outside one’s own home. Meaningful daily chores and activities included housekeeping chores, tiding up the yard and doing housework at home or at the summer cottage. These chores kept oneself busy and contributed to one’s sense of autonomy. Everyday life meaningfulness was also supported by meaningful places, such as summer cottages, forest tracks and campfires. Having the opportunity to enjoy nature and outdoor life was closely connected to seasonal changes, which were described as factors impacting well-being in everyday life. Lighter and warmer seasons were something that were looked forward to, and they also brought hope during the pandemic.

Existing research has not examined the oldest old’s experiences of meaningfulness during COVID-19. However, many of our findings are in line with previous studies that have examined older adults’ experiences related to the pandemic. Large-scale survey studies have shown that older people have experienced less negative impacts due the pandemic than younger people (e.g., Birditt et al., 2021; O’Connor et al., 2021), and interview studies that older people have found different ways of coping with the pandemic and maintained optimism toward the future (e.g., Brooke and Clark, 2020). Similarly, our findings indicate that the oldest old have found ways of experiencing everyday life meaningfulness at a time when many familiar and important activities have been compromised. Hence, it may argued that the ability to maintain meaningfulness may be a relatively stable experience in life and not easily affected by changes in health or by global phenomena, such as the pandemic.

Our results show that experiencing meaningfulness does not necessarily require a big effort but is built around small and even simple things in daily life, such as talking on the phone, sitting on a park bench or knitting a wool sock for a loved one. This is in line with existing meaningfulness research, which has emphasized that even “mild experiences” enhancing positive affect can promote a sense of meaning in life (Heintzelman and King, 2014). Factors supporting everyday life meaningfulness, are also closely connected to the sources of joy and comfort, found by Whitehead and Torossian (2021): family/friend relationships, digital social contacts, and hobbies. Regarding the supportive role of hobbies and other daily activities, the researchers suggest that the distraction offered by these types of activities may be particularly adaptive in situations in which stressors are outside one’s control, as in the case of COVID-19.

Interestingly, our findings highlight the importance of autonomy in meaningfulness. Having the opportunity to take charge of your life and even “rebel” against governmental instructions may provide a stronger sense of meaningfulness if recommendations coming from outside are regarded as something that challenge the life worth living. Not following any physical isolation and/or quarantine measures has of course concrete impacts on social relations, which have been regarded as a foundational source of meaningfulness in life (Hicks and King, 2009). People who have kept seeing family and friends despite national restrictions, may have experienced less loneliness and social isolation and therefore felt more meaningfulness (see Heintzelman and King, 2014). Social relationships appear to be especially relevant for older adults with functional disabilities. The relation with meaningfulness and self-rated health may also reflect both disease pathology (Kananen et al., 2021) and the psychological impacts of self-rated health (Han, 2002), which requires further attention in the context of older people’s everyday life.

Previous meaningfulness research has shown that meaningfulness is rooted in fulfillment of human needs, such as finding a purpose and positive self-worth in life. Less focus has been given to the everyday life factors and experiences contributing to these needs, which has been the main aim of our study. Further research is needed to investigate the long-term effects of the pandemic for everyday life meaningfulness of the oldest old, as well as the different factors impacting experiences of meaningfulness in challenging times. Most of our study participants had social contacts and interaction with others, but for many, the pandemic has cut off all social connections. In future research, it will be important to examine the impacts of extreme isolation on everyday life meaningfulness in greater depth.


Limitations and Reflections of the Study

A possible limitation of this study is the selection of study participants. Even though the CAIDE85+ study is a population-based study, it is probable that the participants who answered the COVID-19 sub-study represent older persons who have better functional capabilities compared to the general population at age 80 and over. As described in the data section, a high number of participants (N = 157) declined in participating in COVID-19 sub-study, and for many the reason for declining was poor health and/or poor reserves of strength. It may be that those older persons for whom the pandemic was most challenging did not participate in this study. Another limitation of the study is the relatively low sample size in the survey. Power calculation were not computed for the optimal sample size in the survey. Rather, a general aim was to receive as many survey respondents as possible from the CAIDE population that has been followed up for several decades. In future research, the previous follow-ups may be used to examine changes in meaningfulness, which was not possible with this single data set. Moreover, we cannot completely rule out the possibility that the observed statistically significant differences have been found only by chance.

Limitations in some of the measures used in the quantitative analyses are also acknowledged. The quantitative questions on meaningfulness have been drawn from a scale that has not been validated yet, and that has not been developed to measure meaningfulness per se. Thus, caution needs to be taken when interpretating the quantitative results on meaningfulness, as we cannot be sure whether the items tell about meaningfulness or other aspects of the participants lives. However, to our understanding the original Finnish language items may reflect meaningfulness more than the translated ones, which is an often-found challenge in research on meaningfulness and meaningful life (Leontiev, 2006). Regarding other measurements, we note that MMSE is a very crude measure to detect cognitive impairment. However, for the purpose of our analyses, we regard that it sufficiently separates individuals with higher and lower cognitive status.

As a limitation of the study, it is also important to note that e.g., ethnic minorities were not represented in this study. Their experiences may vary from those of other members of the population age group, as findings from Portacolone et al. (2021) have shown. In addition, many of the interview participants represented older adults with good financial and material resources, including a summer cottage, for example. Further research is needed concerning the role of different socio-economic factors in the everyday life meaningfulness of the oldest old.

The timing of the data collection may have had an impact on the findings. The data was collected between July and December 2020. The first surveys were answered in July and the last phone interview was conducted on the 1st of December. This 6-month period can be described as the end of the first wave of the COVID-19 pandemic followed by a period of low numbers of COVID-19 cases and the rise of the second wave of the pandemic in Finland. However, during the 6-month study period, the incidence rate of COVID-19 was considerably lower in Eastern Finland than in many other parts of Finland, which allowed the CAIDE85+ face-to-face main study assessments to be completed between August and December 2020. If the data had been collected at the beginning of the pandemic, the findings may have been different, as many of the participants were in full physical isolation at that time and the virus was something unknown and threatening to all of us (e.g., Brooke and Clark, 2020; Portacolone et al., 2021).

Temporal aspects are present also in the seasonal timings which varied from summer to autumn and winter in our data collection. As shown in the qualitative results, the darker seasons were perceived as more difficult and challenging for well-being. Hence, the survey, which was mostly collected during the summertime, may provide a more positive picture of the oldest old’s experience compared to data collected during the wintertime. However, the mixed-method approach and the rather long period of data collection did provide a nuanced view of the oldest old’s experiences. The variety of seasons may also be seen as strength of the study as seasonal changes play an important role in the everyday life of older adults (e.g., Victor et al., 2015).



Conclusion and Recommendations

The study gives voice to community-dwelling oldest old’s own experiences during the COVID-19 pandemic, which have received little attention in scientific research but also in the public discussion. As oldest old are the most vulnerable age group in getting a severe or fatal COVID-19 (Hägg et al., 2020; Onder et al., 2020), their experiences warrant special attention. Our findings show that despite protective measures, it is important to ensure that older people have the possibility to maintain self-determination and make decisions regarding one’s everyday life. Moreover, the findings highlight supportive factors in the oldest old’s daily life, as well as their own ways of pursuing meaningfulness in challenging times. Everyday life meaningfulness of the oldest old can be supported in many ways: ensuring social connections, meaningful activities and the possibility to go outdoors and to places important to oneself. In future pandemics, as in “the new normal,” it is important to take into account these different factors and to develop strategies and services enabling older people to live their lives in meaningful ways.
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Previous research has shown that will to live is a strong predictor for survival among older people, irrespective of age, gender, and comorbidities. However, research on whether life at age 100 is perceived as worth living is limited. The available literature has presented evidence for good levels of positive attitudes and life satisfaction at such an advanced age, but it has also suggested that a longing for death is common. This study aimed to add to the existing data on this matter by exploring centenarians' will to live and the associated factors. The sample comprised 121 centenarians (mean age, 101 years; SD, 1.63 years), 19 (15.7%) of whom were males, from two centenarian studies (PT100). Answers to open questions were analyzed to identify the centenarians' will to live and the reasons behind it. Three groups were created (willing to live longer, not willing to live longer, no clear positioning) and further analyzed in terms of sociodemographic characteristics, health status, social functioning, and well-being. Of the total sample, 31.4% expressed willingness to live longer, 30.6% did not, and 38% presented no clear positioning. The presence of the Catholic religion (God) was referred for centenarians in all three groups. Annoyance, uselessness, loss of meaning, disconnection, and loneliness were the most common justifications for being reluctant to live longer. Positive valuation of life and good self-rated health, followed by having a confidant and reduced pain frequency, were the factors associated with being willing to live longer. The results of the study contribute to the understanding of the psychological functioning of individuals with exceptional longevity, particularly concerning the factors behind willingness to live at such an advanced age.
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INTRODUCTION

Due to the phenomenon of population aging, the length of human life has become of interest in aging and gerontological research. Particularly in developed countries, reaching 100 years of age is becoming more common (Teixeira et al., 2020), and some individuals, known as supercentenarians, will even live beyond 110 years old. This increase in life expectancy and longevity is the result of significant advances in medical, social, political, economic, and cultural domains that together have improved health, nutrition, and sanitation conditions (Mathers et al., 2015). However, this delay of mortality raises important questions about quality of life in the later years of those who achieve exceptional longevity. Although the general consensus is that living longer will only be desirable if lived with meaning, purpose, and good quality of life, the clinical, bioethical, and social implications of extended life expectancy have raised various debates (e.g., Serra et al., 2011).

Research on the desire to reach advanced ages has shown similar results across different age groups and countries. For instance, in a study of 715 university students in Austria, Norway, Poland, and Russia, Bowen et al. (2020) found that 25.8% of the participants wanted to live 100 or more years, while the great majority (74.2%) did not. Of the participants, 21.2% wanted to live fewer than 80 years, and 53% wanted to live to their 80s or 90s. In another study with a larger sample (1631) of young and middle-aged adults in the United States, Bowen and Skirbekk (2017) found that 26.4% preferred a life expectancy of 100 or more years old, 24.6% preferred a life expectancy in the 90s, and 31.9% preferred a life expectancy in the 80s.

Age (being older) has been shown to affect people's attitudes toward living an extremely long life (Huohvanainen et al., 2012; Karppinen et al., 2016). When asked about their desire to reach 100 years old, 32.9% (aged 75–96; Karppinen et al., 2016) and 37.2% (aged 72–88; Huohvanainen et al., 2012) of community-dwelling older adults from Finland wanted to live to be 100. Karppinen et al. (2016) also found that gender (male) and subjective health (positive) significantly impacted the desire to live longer. Furthermore, a qualitative analysis of the reasons why the oldest-old participants wanted to live to 100 showed the importance of health and functioning, as many of the participants wished to live longer if they could remain independent—that is, “as long as their health remains good” (Karppinen et al., 2016, p. 547). The participants who wanted to live to 100 also displayed positive attitudes (e.g., curiosity, love of life, belief) and rational reasons for living longer (e.g., significant roles, offspring).

Interestingly, when studying a sample of 115 centenarians' close family members (aged 25–86 years; mean, 64.97), Brandão et al. (2019) found that 56.5% wanted to reach 100. Thus, having close contact with a centenarian may have a positive influence on people's attitudes toward living longer. Still, the family members stated that conditional circumstances related to health and caregiving were required to make living to 100 desirable. These included, among others, having good physical health, not being bedridden, being capable of maintaining independence performing activities of daily life (ADL), having the ability to express their wishes (good cognitive status), and having family support and/or someone who provided care in case of dependency, which would allow them to continue living at home. Indeed, research on children's perceptions of challenges relating to the end of life of their centenarian parents showed that it seems to be a potential double confrontation for the offspring who are often old adults themselves, i.e., “some adult children reported that observing the centenarian was like looking into a mirror and a kind of preview of their own possible challenges” (Eggert et al., 2020, p. 7).

In a review of available theoretical and empirical work about motivation for longevity across the life span, Lang and Rupprecht (2019), identified that people have different profiles, which can be divided in three mindsets: (i) an essentialist, based on an infinite life, (ii) a medicalist, appraising aging as being primarily based on quality of health, and (iii) a stoicist mindset that associates longevity and lifetime extension with the experience of grace and meaning. The authors argued that longevity motivation depends of determinants related to context, health functioning, and personal belief systems, that there could be change in longevity motivation over time and that the mindsets have differential behavioral consequences in what ways individuals want to approach old age.

Despite the available literature on the desire to become a centenarian in several populations (e.g., younger adults, centenarians' family members) and longevity extension, whether centenarians themselves still want to live longer remains undetermined, especially since despair, depressive symptoms, and large suicide rates have been documented in this population (Shah et al., 2014). Will to live is an important indicator of well-being that can be perceived as a basic need, a goal, and a drive (Carmel, 2012). Will to live reflects a focus on the present and a person's existential motivation to live (Bornet et al., 2021). Lawton et al. (1999) presented will to live as the most concretely anchored cognitive outcome of a dynamic cognitive-affective thought process in which people weigh a variety of inputs that affect their psychological well-being. It is influenced by external and internal factors and is expressed physiologically, psychologically, and socially (Lawton et al., 1999; Carmel, 2012). Furthermore, will to live has a great association with psychological variables like resilience and life satisfaction (Bornet et al., 2021). Lawton et al. (1999) proposed that years of desired life are mediated by an intervening cognitive-affective schema, which they designated as “valuation of life” (VOL). This schema includes hope, futurity, purpose, meaningfulness, persistence, and self-efficacy as its main core constructs (Lawton et al., 2001). In his well-known Holocaust memoir, Man's Search for Meaning, Frankl (1963) associated will to live with purpose; using Nietzsche's words, he stated that “he who has a why to live for can bear with almost any how” (p. 84).

Although heterogeneity is expected in the functionality of those of advanced age, most centenarians face high constraints in terms of physical, sensory, and cognitive function (Serra et al., 2011). However, many centenarians are still able to maintain good levels of life satisfaction, positive affect, and happiness (Cheng et al., 2021). Psychological strengths, such as optimistic outlook (Jopp and Rott, 2006), positive life attitudes (Wong et al., 2014; Kato et al., 2015; Mackowicz and Wnek-Gozdek, 2016), purpose (Araújo et al., 2016), and existential beliefs (Araújo et al., 2017), may be of particular importance for centenarians' well-being. Additionally, faith and social relationships seem to affect the way centenarians experience and perceive their old age, regardless of personal limitations and differences (Mackowicz and Wnek-Gozdek, 2016). In a study investigating the relationship between meaning in life, will to live, and age-associated health restrictions (e.g., number of diseases), Jopp et al. (2017) found that both meaning in life and will to live have strong, direct effects on well-being. Health factors were, in comparison, less important or non-significant.

Understanding older adults' will to live is important since they are increasingly aware of the approaching end of life and face cumulative losses in almost all domains of life (Carmel, 2012). Nevertheless, will to live has not been a main focus of research; a greater number of studies have investigated attitudes toward death and dying, especially in end of life care. Empirical research of the oldest-old (Fleming et al., 2016) and older adults without a serious medical condition (Van Wijngaarden et al., 2015) is limited. A recent study of German and Portuguese centenarians reported that a notable portion of the participants did not think about the end of their lives; however, most of these centenarians experienced health or social problems (Boerner et al., 2019). This study used both quantitative and qualitative approaches to deepen the available scientific understanding of will to live in extreme longevity and to explore its associated factors.



METHODS


Data Collection

The data for this study came from two centenarian studies - the Oporto Centenarian Study (PT100) and the Beira Interior Centenarian Study (PT100 Beira Interior)—which were conducted in two distinct geographical regions of Portugal, each one with an area of ~60 km2. A total of 291 individuals aged 100 years and older between December 2013 and December 2014 were identified through voter registration files, churches, nursing homes, local media newspapers, and snowball sampling. Of the 291 centenarians, 50 were excluded because they died in the interim or because their relatives refused their participation due to advanced dementia, other major health problems, or lack of interest in the study. The 241 participants were interviewed face-to-face, and a sample of 121 centenarians who were not affected by severe cognitive impairment and who answered the questions about their thoughts and own perceptions required for the study were included.

The data were collected during one or two sequential interview sessions either with the centenarian and/or a proxy respondent. Following recommended strategies (Sachdev et al., 2012), age validation was performed by a protocol entailing personal identity document verification (e.g., birth certificate) and milestones assessments (e.g., wedding date, date of firstborn, subsequent birthdates of children). An informed consent previously approved by the National Commission on Data Protection was used. More information about the methodological procedures of both centenarian studies can be found in Ribeiro et al. (2015).



Measures


Socio-Demographic Characteristics

The following variables were considered in this set: age, sex (male/female), education (having/not having formal education), and living in an institution (yes/no).



Health Condition

The following objective and subjective health measures were determined: pain frequency (never, seldom, sometimes, often/always), presence of physical fatigue (yes/no), and self-rated health (SRH). To determine SRH, the following question was asked: “In general, would you say your health is…?” Five response options were given: excellent, very good, good, reasonable, and bad. The responses were scored 1 for a bad SRH, 2 for a reasonable SRH, and 3 for a positive SRH (i.e., excellent, very good, or good).

The total number of self-reported health conditions was obtained from a list of age-related problems commonly observed in the older population, including high blood pressure, a heart condition, diabetes, chronic lung disease, ulcers or other serious stomach issues, cirrhosis or other liver problems, a kidney condition, frequent urinary infections, incontinence, prostate problems, problems with vision or hearing, arthritis, osteoporosis, stroke, cancer, pneumonia, and falls, among others. Functional capacity was assessed through the Older Americans Resources and Services (OARS) Multidimensional Functional Assessment Questionnaires (Fillenbaum and Smyer, 1981). This questionnaire includes seven items that assess basic ADL (e.g., the capacity for walking, bathing, eating, going to the toilet) and seven items to assess instrumental activities of daily living (IADL; e.g., the capacity to use the telephone, go shopping, do housework, prepare meals). The participants were asked to rate how much difficulty they had performing each of these activities on a three-point scale (2 = no difficulty; 1 = can complete the activity with some help; 0 = cannot complete the activity without help). The seven items of ADL and the seven items of IADL were summed to obtain the total scores of each domain, with a higher score indicating greater independence.



Social Functioning

The following questions from the Social Resources subscale of the OARS (Fillenbaum and Smyer, 1981) were considered: the number of visits the centenarians had on a regular basis (none; 1–2; 3–4; 5 or more), how often the centenarian felt lonely (many times, sometimes, almost never, or never), and the time spent with people the centenarian did not live with (none, once/week, 2–6 times/week, once/day, or more). Four questions from the Lubben Social Network Scale (Lubben, 1988) were also used: the number of relatives and friends that the centenarian saw or heard from at least once a month and the number of relatives and friends that the centenarian has as a confidant, i.e., that could talk to about private matters (none; 1–2; 3+).



Well-Being

The Satisfaction with Life Scale (SWLS; Diener et al., 1985) is a short, five-item instrument that was designed to measure global cognitive judgments of satisfaction with one's life. The format of the questionnaire was modified after reported methodological constraints in assessing centenarians who described their difficulties in understanding self-referent statements and using five or six answering categories (Jopp and Rott, 2006). To avoid these difficulties, the questionnaire was changed from statements to questions, with a response of 0 being no, 1 being in between, and 2 being yes.

The Positive Valuation of Life Scale (Positive VOL; Lawton et al., 2001) is a 13-item scale that was formulated to examine the factors that may influence a person's will to continue to live and affect end-of-life attitudes and behaviors. In the Portuguese version used in this study, two factors were identified: existential beliefs and perceived control (Araújo et al., 2015). The answering format was changed from five to three options (0 = no, 1 = in between, and 2 = yes) due specific difficulties in assessing centenarians (see Jopp and Rott, 2006).



Will to Live

The outcome variable was derived from the qualitative analysis of responses to two open questions (To what age would you like to live? and Do you long for death?). The responses were coded as yes (willing to live longer), no (not willing to live longer), and no indicators of will (without a clear positioning).




Analysis

The answers given to the questions were audiotaped, transcribed, and subjected to qualitative analysis. The first and last authors carefully read all the transcripts and defined the three major categories of the centenarians' will to live: willing to live longer, unwilling to live longer, and without a clear positioning. Then, the two authors met to match their independent ratings and discuss the differences and interpretations of the data.

In the next phase, the transcripts were examined to identify common themes using open coding, clustering, and theme identification (Hsieh and Shannon, 2005). These themes regarded the common reasons presented for willingness to live longer (or not), as well as the reasons for not presenting a clear positioning. Then, both authors independently analyzed the data and discussed discrepancies until reaching consensus. All answers were carefully reread, and final categorization of the emergent themes was defined (Braun and Clarke, 2006). Final categories were later discussed with the other authors.

Quantitative and descriptive analyses were used to characterize the sample according to sociodemographic characteristics, health status, social functioning, and well-being. To calculate the total score of the scales (e.g., satisfaction with life), the items missing data were replaced, and the mean was considered when at least 50% of the items were completed. The comparison of groups, which was defined by the outcome “will to live,” was performed using a Chi-square test or Fisher's exact test and one-way ANOVA. In all quantitative analyses, a significance level of 0.05 was considered. All analyses were performed in IBM SPSS software (version 26.0).




RESULTS


Sample Characteristics

The sample comprised 121 centenarians with an overall mean age of 101 years (SD = 1.5 years); 19 (15.7%) were male. A majority of the centenarians (45.5%) had no formal education, and 40.5% were institutionalized. Regarding health status, 44.6% reported that their health was perceived as being “good, very good, or excellent,” while 42.6% reported physical fatigue, and 17.5% reported never having pain. The mean scores of ADL and IAL were 3.71 (SD = 3.21) and 8.23 (SD = 4.26), respectively. Finally, the average number of diagnoses was 3.26 (SD = 1.94). Concerning social function, 36.2% of the centenarians had 5 or more visits, 51.0% reported missing people around them, and 25.7% never felt alone. The mean score of the SWLS was 6.54 (SD = 1.93). The mean scores of the Positive VOL Scale, factor 1 (existential beliefs), and factor 2 (perceived control) were 16.7 (SD = 6.0), 9.39 (SD = 3.58), and 7.32 (SD = 2.81), respectively.



Overview of Qualitative Responses

Of the sample, 31.4% expressed their willingness to live longer (group 1), 30.6% did not (group 2), and 38% presented no clear positioning (group 3). Explanations for being (un)willing to live were given by 63% (n = 38) of those in the first group and by 78% (n = 37) of those in the second group; the other participants did not give any justification for their answers. From the third group (n = 46), 38 participants referred to aspects related with God; this were the only topic of reference for their answers.

The reference to God appeared in all three groups but with different meanings. Those who reported wanting to live longer asked God to provide them additional time (“Living another month or two is already good, but I put it in God's hands”). Those reporting being unwilling to live longer asked God to take them/asked God for death (“I would like to die, but God gave me this punishment of living so many years, and I must accept it”). Finally, those who did not demonstrate a clear presence/absence of will to live stated that their future was in God's hands (“We do not command anything, only God knows”). Tables 1, 2 present the reasons given by groups 1 and 2, respectively, as well as the number of quotations in each category and illustrative quotations.


Table 1. Reasons for willingness to live longer and the number of quotations for each.

[image: Table 1]


Table 2. Reasons for being unwilling to live longer and the number of quotations for each.

[image: Table 2]

In the first group (i.e., those willing to live longer), the most frequent reasons besides those related to God concerned family (n = 14), such as the wish to meet new great-grandchildren or see a grandchild's achievements (e.g., wedding, university graduation). Further reasons were conditionally related to the centenarian's future functioning in the sense that the participants only wanted to live longer if they were in the same condition they were at the time of the interview, without being a burden to others. Three participants reported enjoying life, in the sense that they want to live longer to appreciate the good things of life.

The centenarians in group 2 (i.e., those unwilling to live longer) presented a greater diversity of reasons for their answers. Along with aspects related to God, important reasons included annoyance (n = 14), uselessness (n = 6), and loss of meaning (n = 5). The participants stated that they did not desire to live longer because “time passes so slowly” and because every day was alike. This reason was related to a feeling of being useless; several participants complained about doing nothing/not being able to work or about the loss of meaning due to lack of purpose in life. Disconnection and loneliness constituted other reasons; some participants felt detached from the place they lived (“I go to the street […] I don't know anyone anymore”) or lonely, especially those who spent long periods of time alone. Dependency, sense of burden, and suffering (or the fear of being in suffering) were referenced each as reasons by three participants and related to situations of lacking functionality and pain. Three participants (who lived in nursing homes) stated that living outside their home was the reason they were unwilling to live longer. Lastly, one participant mentioned the loss of his children as the life event that made him lose all desire to live longer (Table 2).



Factors Associated With Will to Live

Table 3 presents the relationships between the three groups and sociodemographic characteristics, health status, social functioning, and well-being. Sociodemographic characteristics were not associated with will to live. Regarding health status, pain frequency and SRH were significantly associated with will to live. Group 2 (unwilling to live longer) presented higher pain frequency (50.0% as often/always) compared to the other groups (22.9% in group 1 and 27.5% in group 3). Additionally, 58.3% of the individuals who were willing to live longer expressed having a good, very good, or excellent SRH, while only 27.3% of individuals unwilling to live longer presented such a positive SRH. Regarding social functioning, having a friend confidant was the only variable associated with will to live. In the group unwilling to live longer, a higher percentage (87.5%) did not have any confidant compared to the other two groups (42.9% in the group willing to live and 52.6% in the group with no clear positioning). For well-being, positive VOL was significantly associated with the outcome variable. Group 1 presented higher mean scores of positive VOL (mean = 20), including factor 1 (mean = 11.1) and factor 2 (mean = 8.84), compared to the other two groups.


Table 3. Distribution of sample characteristics by total and will to live groups.
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DISCUSSION

Centenarians are an elite group, significantly exceeding the average life expectancy. This study explored the will to live and associated factors in a sample of these long-lived individuals by considering both quantitative indicators and qualitative data. The number of participants willing and unwilling to live longer was similar (31%) but lower than those without clear positioning (38%). Compared with the findings of studies of preferred life expectancy that also considered a non-response group, this was a very high percentage. For instance, in a study of 1,631 younger and middle-aged adults, Bowen and Skirbekk (2017) found that 15.9% of the sample did not clarify their preferred life expectancy. However, due to the lack of studies similar to the present one, whether the greater percentage was related to the centenarians' characteristics or the methodology of the study cannot be determined. Nevertheless, this group may have represented a stoic mindset in which individuals express a valuation of life per se and “as it comes” with discomfort or unwillingness to reflect about lifetime extension (Lang and Rupprecht, 2019).

Still, the qualitative exploration of this group's answers showed that almost everyone justified their lack of answer/positioning by mentioning God, stating that their remaining time to live was a matter that was not in “their hands” (i.e., one they could not control). This follows the idea that a sense of control through the sacred may come when life seems out of control (Wong et al., 2014). Although a sense of control is recognized as an important source of human life-strength, individuals who accept that declining control over environment comes with aging and focus on their ability to control their own internal states and behaviors demonstrate a more successful adjustment to aging (Hyer et al., 2011). Indeed, this group presented a satisfaction with life score very close to the group reporting willingness to live longer.

Regarding the reference to God, which was also present in the other two groups, religion and spirituality play an important role in the lives of older adults, as they help older people find meaning in later life (Frankl, 1963; Atchley, 2009; Wong et al., 2018) and are thus associated with how long one desires to live (Lang and Rupprecht, 2019). Different studies focusing on the centenarian population have confirmed the positive impact of religion and spirituality in well-being, which may be even more significant since this age group may fail to derive basic resources (Bishop, 2011). Archert et al. (2005) found that religiosity was one of the major themes that emerged from a qualitative analysis about adaptation and coping in the lives of centenarians; when asked about the most important thing in their lives, 58% of the respondents mentioned church and/or God. Interestingly, a female centenarian shared a sentence very similar to one of the participants in the present study, arguing that the future is held in God's hands (Archert et al., 2005). Furthermore, Manning et al. (2012) found that centenarians place considerable importance on divine support in their lives. This study found an interconnectedness of spirituality with religion for centenarians; in other words, these two constructs overlap. Through a phenomenological examination of life-satisfaction and compensatory strategies in Jewish-Canadian centenarians, Milevsky (2021) found that compensatory, cultural, and religious processes were imbued into several of the themes, such as “Maintaining connections with family, friends, and God” (p. 101) and “Remaining positive and kind” (p. 104). It is expected to have an intrinsic need to have hope that goes beyond this life and have faith either in something or in someone, which can be religiously oriented or without any religiosity (Saarelainen et al., 2020). But the huge presence of religion in centenarians' discourses found in the present study may echo the importance of church and military in shaping the lives of this older Portuguese generation (Birmingham, 2003), as well as the overall impact of religious beliefs, practices, and culture (Boerner et al., 2019).

The quantitative results of the present study revealed the significant contribution of health (pain frequency and SRH), social functioning (friends as confidants), and well-being (positive valuation of life). These findings confirmed that will to live is the summation of individuals' biopsychosociospiritual dimensions (Bornet et al., 2021) and depends on both external (e.g., social networks) and intra-personal factors (e.g., health and self-perceptions; Lawton et al., 1999). No sociodemographic variable was found to be relevant, which agreed with the findings of a scope review on will to live conducted by Bornet et al. (2021). Positive VOL had the strongest significant association with will to live, which was expected. Despite the great importance being attributed to variables like physical and health functionality in longevity and quality of life (Rowe and Kahn, 1997), some studies have emphasized the importance of psychological functioning and well-being, especially for very old individuals. For instance, a comparison of components in the World Health Organization's (WHO) active aging model by age group (< 75 years vs. ≥ 75 years) revealed the major relevance of the psychological component to the older age group (Paúl et al., 2017). Likewise, the operationalization of the successful aging model (Rowe and Kahn, 1997) in centenarians revealed the importance of subjective appraisals and psychological variables (Araújo et al., 2016).

The fact that the number of health conditions and levels of fatigue and functional capacity presented no significant association with will to live in this study supported the argument that individuals with problems related to physical health and functioning may be able to maintain subjective well-being. This agreed with the paradox of well-being, i.e., reporting experiences of positive psychological functioning despite decline in physical health, as the evidence of resilience in old age (Wiesmann and Hannich, 2014). Interestingly, pain and SRH, the two health factors with a significant impact on will to live, have also been associated with resilience in centenarians (Amaral et al., 2020). Gu and Feng (2018) argued that higher resilience could yield a greater protection for SRH and life satisfaction among centenarians compared with younger elderly groups. Thus, resilience may also be associated with will to live, as identified in younger groups (Bornet et al., 2021). This was supported by the qualitative analysis; aspects related to health, such as dependency, sense of burden, and fear of suffering, were referred to less than uselessness, annoyance, and loss of meaning by centenarians who were unwilling to live longer.

In advanced age, some aspects of purpose in life are more difficult to fulfill, such as having goals for the far future or feeling useful (Pinquart, 2002). This study found that these variables continue to be very important, specifically for (un)willingness to live. Conversely, will to live has strong, direct effects on well-being, including life and aging satisfaction (Jopp et al., 2017). The large influence of positive VOL on will to live meets Lawton et al.'s (1999) assumptions (i.e., years of desired life are mediated by VOL) in an age group in which this issue was not studied. Both existential beliefs and perceived control were higher in the group willing to live longer—that is, they represented important aspects for centenarians' reason for living, even under difficult conditions of functional impairment and disease. This confirmed that a “possible mechanism for the potency of VOL as a determinant of Years of Desired Life is the ability of people to adjust their standards for what is acceptable in everyday life in accord with changes in both their personal characteristics and the circumstances under which they live” (Lawton et al., 2001, p. 25).

Social factors also seem to have a contribution to will to live (Bornet et al., 2021), being an important source of meaning in life among older people (Saarelainen et al., 2020). Social relationships and support may be particularly important for centenarians (Boerner et al., 2016). The loss of friends and relatives that is typical in these long-lived individuals can make social contacts even more significant by reducing opportunities for (intra- and intergenerational) relationships (Randall et al., 2010). In the present study, the only social variable significantly associated with will to live was the number of friends as confidants. Thus, support—rather than size—may be the most significant aspect of social networks. Previous studies of the oldest old have shown the importance of having a close friend for independence (Pin et al., 2005) and well-being (Johnson and Barer, 1997). Indeed, maintaining a confidant is suggested as a strategy that centenarians use to compensate for losses and increase well-being (Araújo and Ribeiro, 2012). From the qualitative data, (social) disconnection and loneliness emerged as an important motive for losing will to live, as was also the case of feeling like a burden.

This last reason, which is typically referred to in studies on will to live (Bornet et al., 2021) since its related to the high burden of taking care of a person in the end of life, shows the need to acknowledge those who are supporting centenarians. The few studies that investigated will to live and end of life issues in centenarian's caregivers and offspring indicated concerns of family members that they'd become a burden for caregivers and would face the unavailability of family support if they became centenarians (Brandão et al., 2019). The fact that caregivers value this aspect so much, reinforces their potential burdens and needs. If being willing to live at 100 years old depends on the availability of social support, more must be invested in these caregiving offspring who are confronted with their own advanced age and the burdens of their parents' very old age (Eggert et al., 2020).

Despite the richness of this study's findings, some limitations should be considered. The cross-sectional design of the study prevented the ability to determine the direction of the relationships between variables, which could be of particular interest in this topic since willingness to live could be a predictor of well-being. Furthermore, those who shared their opinion (i.e., mostly individuals with mild or no cognitive impairment) represented only a part of the original sample, so these findings should not be generalized to the centenarian population.



CONCLUSION

The current study added to the literature on will to live by presenting empirical research on an understudied population and focusing on a under-researched topic. A long life is an ambition and desire for many people, but the proportion of individuals who are willing to live longer at 100 years of age is the same as those who do not. Health factors appear to be significant in shaping such will, but social and psychological factors also play a role, which can be observed by the importance given to God and religious meaning and to connectivity. These results provide researchers suggestions for further investigation and highlight the importance of inquiring and understanding very old people's values and views on their will to live and their future wishes, and of creating conditions that promote very old people's meaning in life.
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The aim of this study was to explore how older adults (aged > 65) confronted with imminent death express their thoughts and feelings about death and dying and verbalize meaning. Furthermore, the aim was to investigate how health professionals could better address the needs of this patient group to experience meaning at the end of life. The study applied a qualitative method, involving semi-structured interviews with 10 participants at two hospices. The method of analysis was interpretative phenomenological analysis. We found three chronological time-based themes: (1) Approaching Death, (2) The time before dying, and (3) The afterlife. The participants displayed scarce existential vernacular for pursuing meaning with approaching death. They primarily applied understanding and vocabulary from a medical paradigm. The participants’ descriptions of how they experienced and pursued meaning in the time before dying were also predominantly characterized by medical vernacular, but these descriptions did include a few existential words and understandings. When expressing thoughts and meaning about the afterlife, participants initiated a two-way dialogue with the interviewer and primarily used existential vernacular. This indicates that the participants’ scarce existential vernacular to talk about meaning might be because people are not used to talking with healthcare professionals about meaning or their thoughts and feelings about death. They are mostly “trained” in medical vernacular. We found that participants’ use of, respectively, medical or existential vernacular affected how they experienced meaning and hope at the end of life. We encourage healthcare professionals to enter into existential dialogues with people to support and strengthen their experiences of meaning and hope at the end of life.
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INTRODUCTION

This study focuses on how older people facing death at two Danish hospices experience meaning in the prospect of death. Denmark is one of the most secularized countries in the world – among researchers it is described as “the world’s least religious society” (Zuckerman, 2008). Studies also indicate that devout Christians in Denmark exhibit high degree of private and individualized religious faith (Viftrup et al., 2016, 2017; Nissen et al., 2019). Furthermore, studies have found that Danes generally have fewer spiritual or religious resources compared to less secularized societies. Therefore, spiritual and religious ways to experience meaning in life are less available (Ausker et al., 2008; la Cour, 2008; Pedersen et al., 2012). Despite this, studies have found that Danes increase their need for spiritual and religious meaning when facing severe illness or being confronted with death and dying (la Cour, 2005; Ausker et al., 2008). One study has also demonstrated a correlation between the severity of illness and the tendency to spiritual and religious thoughts and practices among Danes (la Cour, 2008). In recent years, the Danish State Church has set up the greatest number of support groups in the country related to grief and loss. This also indicates the relevance of religious and spiritual meaning among Danes. The State Church groups focus more on spiritual and religious aspects of meaning than do secular grief groups (Thomsen et al., 2014; Larsen, 2019). The preference among the general Danish population for Church-run groups indicates an increasing need in the population to find and express meaning in illness, loss, death, and crisis, through the use of spiritual and religious understandings and existential vernacular. However, due to the increased secularization and individualization of the Danish society, there is a paucity of knowledge on religious and spiritual meaning among Danes (Zuckerman, 2008; Stimpel and Raakjær, 2017). Pedersen et al. (2018) found religious characteristics to be more strongly associated with meaningfulness than socio-demographic variables in a study of Danish people’s personal meaning in life. Generativity was most strongly associated with meaningfulness, followed by spirituality, attentiveness, and explicit religiosity (Pedersen et al., 2018). The latter study was based on the Danish version of the Sources of Meaning Scale (SoMe-DA) in association with socio-demographic and religious characteristics. These studies indicate the relevance of religious and spiritual meaning among Danes and in other highly secularized countries, especially when facing severe illness and the prospect of death.

International studies also point to an increase in need for spiritual and existential meaning among older people, for whom death naturally becomes more present (Fleischer and Jessen, 2008). Furthermore, older people more often experience “existential loneliness” and “invisibility.” They have very few people to talk with about their thoughts on death, dying, and other existential dilemmas, and this increases their risk of isolation and depression (Heap, 2001). Several studies from different Europeans countries points out how older people don’t get sufficient help with their spiritual and existential concerns, care organizations had few active policies on dealing with older people’s existential questions, and professionals need training and appropriate qualifications to address older people’s existential loneliness related to existential aspects of aging and care (Harder and Friis, 2010; Erichsen and Büssing, 2013; Evans et al., 2014; van der Vaart and van Oudenaarden, 2018; Sundström et al., 2019). Both Danish and international studies suggest that terminally ill people can improve their quality of life by talking about their feelings and thoughts concerning death and the afterlife with healthcare staff (Strang et al., 2001; McClain-Jacobson et al., 2004; Murray et al., 2004; la Cour, 2008; Balboni et al., 2010). The European Association for Palliative Care (EAPC), in collaboration with the World Health Organization (WHO) European Office have developed a comprehensive list of learning goals that are essential to multidisciplinary postgraduate palliative care education within Europe (Paal et al., 2019). The EAPC points out the importance of spiritual care as an integral part of palliative care and, accordingly, suggests incorporating it into educational activities and training models in palliative care (Best et al., 2020). To improve palliative care for older people, for whom death and dying are naturally more present, knowledge of their experiences of meaning at the end of life seems highly relevant. One significant way, people experience spiritual and existential meaning is through feelings and experiences of hope (Graven and Olsen, 2018).

Hope is of particular importance for terminally ill people in the experience of meaning in dying (Owen, 1989; Nierop-van Baalen et al., 2016; Baczewska et al., 2019). A study showed how hope changes with disease progression. Initially, people hope for miraculous healing, but when treatment is no longer effective in curing, their hope changes and they start to prepare for the end of life (Daneault et al., 2016). A study on the meaning of hope among people with cancer in the palliative phase points to people using different strategies to increase their hope. This is described as the “the work of hope,” and increasing health professionals’ understanding of people’s “work of hope” may lead to better care and support (Nierop-van Baalen et al., 2016). A recent study on hope among terminal cancer patients found their highest levels of hope were in the spiritual-religious areas (e.g., hope in a deeper meaning), while the lowest levels of hope were related to finding a cure for the disease (Baczewska et al., 2019). Danish studies with terminally ill people indicate that religious and spiritual meaning is central to their well-being (Graven, 2015; Boelsbjerg, 2017, 2018). Several qualitative studies reveal that terminally ill people articulate spiritual notions and understanding about death and the afterlife. However, they rarely discuss these thoughts with the healthcare professionals (Moestrup, 2016; Moestrup and Hvidt, 2016; Boelsbjerg, 2018). Several studies have found that physicians and health professionals find it difficult to talk with patients about death, even when patients would like to (Singer et al., 1999; Wenrich et al., 2001; Wright et al., 2008; Assing Hvidt et al., 2016). A study suggests such hesitation could be because physicians are deeply rooted in a dominant medical paradigm characterized by a solution-focused medical vernacular, and because they are afraid of religious faith. This was their primary barrier to entering into spiritual and existential dialogs with people (Assing Hvidt et al., 2016). Furthermore, conceptualizations and vocabulary belonging to a medical paradigm are increasingly being implemented into the general language in secularized societies. This also seem to limit other ways for people to express meaning about what it means to fall sick, face a crisis, get older, or die (Illich, 1975; Bury, 2009; Hvas et al., 2011; Brinkmann and Petersen, 2015).

The present study qualitatively explores how older people confronted with imminent death express their thoughts and feelings about death and dying and how they verbalize meaning. This knowledge is highly relevant to improving healthcare and enhancing experiences of not only meaning and hope, but also quality of life at the end of life for older people. The aim of the study is to provide knowledge that may give health professionals better insight into older people’s need for meaning at the end of life, and how to address this need better.



MATERIALS AND METHODS

To study older people’s subjective thoughts and verbally articulated descriptions of their experiences of meaning while at a hospice at the end of life, a qualitative study was conducted. It included semi-structured interviews with older people at two hospices in Denmark. The research method and design applied were interpretative phenomenological analysis (IPA). IPA is a qualitative research method that uses a hermeneutic-phenomenological approach that focuses on how people perceive and make meaning of their life experiences or of the particular situations they face (Smith and Osborn, 2003, 2008; Assing Hvidt, 2018). IPA was therefore considered an appropriate method to study older people’s descriptions of their thoughts and experiences about meaning when facing death and dying.


Setting and Participants

A convenience sampling strategy was applied (Farrokhi and Mahmoudi-Hamidabad, 2012; Palinkas et al., 2015). Interview participants were selected in close consultation with the hospices′ staff, based on considerations of the participants′ physical and mental resources to engage in interviews, and their ability to verbalize their thoughts and feelings. The vast majority of patients at the two hospices are older (aged > 65), ethnic Danes and their primary diagnosis is cancer (Sundhedsstyrelsen, 2011). However, variation in gender (six women and four men) was sought. The participants had various terminal cancer diagnoses and the mean age was 71. Based on ethical considerations, participants should meet the inclusion and exclusion criteria. The inclusion criteria were: older people (aged > 65) staying at one of the two hospices. They should voluntarily participate in the interviews, after receiving information about the study. The exclusion criteria were: Individuals suffering from a distorted perception of reality, severe cognitive or memory problems, or individuals who for other reasons were considered by the healthcare professionals to be physically or mentally too weak to participate in an interview. Interviews with the 10 participants took place in the participants’ own rooms and lasted between 19 and 56 min (average 29 min). All interviews were recorded and transcribed in an anonymized manner, showing only age, gender, marital status, cancer type, and time since terminal diagnosis. Audio files were thereupon deleted (Kvale and Brinkmann, 2009).



Data Collection

Data collection took place from December 2017 to November 2018. The qualitative approach with 10 semi-structured interviews provided a good basis for insights and understanding into the subject from an IPA perspective. IPA has an idiographic focus and semi-structured interviews with deep and detailed first-person perspectives of the phenomenon are therefore a highly recommended data collection method. The interview guide centered on open-ended questions concerning the participants’ thoughts and feelings about death, dying, and meaning. The first and last authors were involved in establishing relationships with the hospices and designing the study. The interview guide was developed in collaboration with two groups of staff from each hospice and the first and last authors. Thereby, the interview guide was informed by the practical knowledge of hospice practice and the studies presented in the introduction. We were also interested in the participants’ verbalization of meaning, and therefore the interviewer would prompt the participants to elaborate on their thoughts. IPA requires an interviewer to have an empathetic attitude and the ability to facilitate a safe environment in which participants share their thoughts and feelings frankly and honestly. The interviews were conducted by the first author. She is a clinical psychologist with professional experience of loss and grief processes, and she received psychological supervision during the time of the interviews. Table 1 presents examples from the interview guide.


TABLE 1. Examples from the interview guide.
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Data Analysis

In line with IPA’s idiographic focus, themes were developed inductively. However, IPA aims to account for both the important generic themes in an analysis as well as the individual experiences of life of the particular participant who has told their story. It operates at a level that is solidly grounded in the text and also moves beyond the text to a more interpretative and psychological level (Smith, 2004). The themes of this study are therefore further discussed and interpreted in relation to a broader theoretical perspective on hope. This theoretical framework will be presented further down in the text. The 10 interviews were thematically analyzed with a focus on participants’ descriptions of their thoughts about meaning at the end of their lives. Interviews were transcribed by the first author, and the meaning content was accentuated in the transcripts; speech sounds and repetitions were omitted, while pauses for thought and expressions of emotion were included, so that the transcripts emphasized the understanding of the participants’ statements and meanings.

The analysis followed the four steps recommended for an IPA analysis (Smith et al., 2009): The first step consisted of close reading of the 10 interviews; each interview was read several times and the authors wrote comments in the text where each participant had expressed particular understandings and thoughts about their experiences of meaning at the end of life. In the second step, we returned and reread each interview again, and attempts were made to rewrite the comments from the first step into more precise phrases about participants’ verbally expressed meanings about death and the afterlife. The comments from each interview were reformulated into incipient themes across all 10 interviews. In the third step, incipient themes were compared, and connections between them were explored to allow for a more analytical understanding of the themes. In the fourth step, we assigned the groupings of themes general names, and a structure emerged about participants’ experiences of meaning about death and the afterlife. Themes that were not firmly rooted across the 10 interviews, together with themes that were not considered relevant to the dominant structure, were deleted. It was the authors who assessed which themes should be eliminated and which should be focused on. Three overarching chronological time-based themes were generated: (1) Approaching Death, (2) The time before dying, and (3) The afterlife. In the fourth step, we also identified two ways through which the participants verbally expressed their experiences of meaning, which ran across the three main themes. These concerned how the participants talked of meaning about death with either medical or existential expressions and concepts.



Ethical Considerations

Ethical principles for oral and written informed consent, voluntariness, anonymity, and confidentiality were followed, so that all participation took place in accordance with the ethical requirements of the Declaration of Helsinki (, 2013). The project was registered at SDU Research & Innovation Organisation (RIO) (notification number 10.467) and carried out in accordance with RIO’s guidelines and Danish legislation on managing personal data. Ethical implications of the project’s research activities and the special ethical implications in relation to patients in hospices (e.g., the participants would be dead by the time the study was completed) were continuously discussed among the authors.



Rigor and Trustworthiness

A qualitative methodology was applied, as this seeks to increase depth and understanding of the subject under investigation (Kvale and Brinkmann, 2009). The goal of qualitative research is to produce a credible analysis and generate hypotheses, rather than provide a definite analysis (Bryman, 2001). The four qualitative criteria for validity, as presented by Yardley (2000), are widely used in and recommended for IPA studies, and these were addressed throughout the study: (1) Sensitivity to context was maintained by immersive and disciplined attention to the accounts of the participants; (2) commitment and rigor were sought through involvement and collaboration between authors, participants, and staff at the hospices at all points during the study; (3) transparency and coherence were upheld by describing the different stages of the research process; and (4) impact and importance were sought by emphasizing how the study should tell the reader something interesting, important, or useful.

The first author conducted the interviews while being supervised on personal feelings, interview approach, and data saturation by both another psychologist and the second and last authors. The analysis was performed by the first, second, and last authors. Furthermore, to ensure reliability in IPA studies, participants are often involved in validating the researchers interpretations. The staff at the hospices participated in validating the themes on behalf of the 10 participants, who had all died by the time the analysis was conducted. This validation process led to discussions on hope in relation to meaning at the end of life, which inspired the theoretical discussion of this manuscript. All authors were involved in discussing the data, analysis, and writing of the manuscript.

In order to keep awareness of the various motivations, interests, goals, personal beliefs, values, and preconceptions of researchers as well as the hospices, the first author wrote notes at all stages of the research process and discussed these with the other authors. Authors were aware of being as transparent as possible about their own preconceptions concerning death, dying, religiosity, spirituality, and meaning and about being embedded in a specific caring paradigm. The authors represented six different fields within healthcare: Psychology, midwifery, psychiatry, nursing, general practice, and theology.

The software program NVivo version 12 was used to manage and structure the data material.



Theoretical Framework

For this study, we use the definition of meaning in life as presented by Tatiana Schnell (Schnell, 2009, 2021): Meaning in life can be determined as the direction – or purpose – that someone pursues, and the ensuing subjective and dynamic evaluation of their life as more or less meaningful” (p. 6). Furthermore, we differentiate between whether the interviewed participants expressed their pursuit of meaning in a medical or existential vernacular. We understand the notion of medical vernacular as the verbalization of human challenges and life circumstances primarily as medical conditions that must be understood, examined, prevented, or treated medically and physically (Illich, 1975). We define existential vernacular as the use of verbalization, concepts, and understandings within three existential domains of meaning in a framework of existential meaning-making. The secular domain encompasses relationships with aspects of life that are meaningful to the individual but are not religious, e.g., values or meaning of family or work. The spiritual domain represents the transcendent, inner spiritual life experienced by the individual. The religious domain covers beliefs and understandings that are shared and practised with others, e.g., bible reading or church attendance (la Cour and Hvidt, 2010).

To discuss and interpret how our older participants experienced and verbalized meaning of death and dying, the notion of hope was included. This theoretical framework was not included in the interview guide, as the notion of hope first came to attention during the validation process with the staff from the two hospices. Another Danish hospice study, by Vibeke Graven (2015), addressed hope as a concept for understanding how terminally ill people experience meaning at the end of life. It became clear that existential and medical vernacular, respectively, affected people’s experiences of hope as a source of meaning (Graven, 2015). Graven’s study presents the analysis of hope by French existentialist philosopher and theologian Gabriel Marcel (Marcel, 1951). Marcel distinguished between desire and hope. Desire is when one wants or seeks something in particular. Desire is the concrete hope that looks to the near future. Hope, however, is an open-ended expectation in which one anticipates without knowing exactly what it is one is waiting or hoping for. Hope is not something one can dictate or create by oneself alone. Rather, it is a grace which one receives. Marcel explains: “The only genuine hope is hope in what does not depend on ourselves, hope springing from humility and not from pride” (p. 32).

In this understanding, the medical vernacular is based on desire, e.g., hoping to get well, to have a good day in spite of pain, or to be able to die in one’s own home. Desire represents people’s concrete hopes for the near future, and it can bring stability, joy, or meaning to life. However, desire is also conditioned by external circumstances and can therefore easily be disappointed (Graven, 2015; Graven and Olsen, 2018). Conversely, hope is of a transcendent and existential nature that embraces man’s whole existence and being, and therefore it is called “the absolute hope” (Marcel, 1951; Knox, 2003). Hope has a metaphysical, relational, and existential significance that extends beyond death and external circumstances. Marcel describes this as “the mystery of hope” and explains that the absolute hope comes to humans when opening oneself to being (Marcel, 1951; Knox, 2003). In her study at hospices, Graven describes Marcel’s concept of absolute hope as the “hope of being” (Graven, 2015; Graven and Olsen, 2018). She presents three forms of hope of being: (1) The hope of love, (2) The hope of universal emotions, and 3. The hope of an afterlife. The hope of love is of an ethical, relational nature and is expressed through acts of love and charity in relationships between people. These actions become hopeful because they express a love that cannot die but, rather, transcends earthly life. The hope of universal emotions derives power from aesthetic expressions, such as nature, art, music, and traditions and it can open up to universal and shared emotions. The hope of an afterlife can be a religious hope of an afterlife, which involves beliefs in a personal God. It can also entail more individualized notions of an afterlife, where the individual finds hope in an eternity dimension that transcends earthly life (Graven, 2015).

Marcel’s distinction between concrete hope (or desire) and absolute hope, and Graven’s elaboration on the hope of being, seem particularly relevant when exploring how older people experience meaning at the end of life.



RESULTS

Table 2 presents summarized information about the participants This information has been obtained during the interviews with the participants.


TABLE 2. Participants information.
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Approaching Death

The first theme, Approaching death, is characterized by participants trying to comprehend that they are dying from their disease. In the interviews, the participants explained how they received information at the hospital that curative treatment was no longer possible. For most of the participants, this message was given after a long treatment trajectory; some had been in and out of hospitals and received a range of treatments for years. Statements such as: “It was the doctor who told me that there was nothing more that could be done for me…” (No. 4) are found repeatedly in the data material. It was during these situations the participants became aware that their death was imminent. Their verbalization and descriptions in relation to pursuing meaning in those situations were characterized by an extensive medical vernacular:

“They gave me seven treatments to beat it, but it turned out that it could not cure it. On the contrary, the metastasis had instead grown quite a lot. Then they stopped that treatment, and there was only one more bullet left in the gun, and that was chemo. I was given that until recently. I was at a control scan last week and then I got the answer on Monday… the chemo had not changed anything, on the contrary the cancer had spread a lot more. And yes, then they gave up the treatment. There is nothing more to do. It was of course a hard message to receive, and yes, I would have liked to have had a few more years…” (No. 5).

This quote illustrates how the participants needed to feel that their life and death had some meaning when approaching death. They described the treatment trajectory and gave medical details about no longer being able to receive curative treatment. It was recurrent across interviews that participants began by describing the overall course of the disease in medical terms when they were asked about their thoughts on death. Their descriptions of their disease trajectory were detailed and exhaustive with comprehensive use of several medical words and understandings. However, in these descriptions about their meaning about death, participants would also include a short comment of a more existential nature, most often as a concluding comment, like the one in the quote above: “It was of course a hard message to receive, and yes, I would have liked to have had a few more years…”(No. 5). Although they were prompted to elaborate on these comments of more existential nature during the interviews, it was characteristic that these elaborations remained quite brief and concise, such as: “Yes, you always want more years, right…” (No. 8) or “No, it was not what I was hoping to hear…”(No. 5) or “It was difficult to hear…”(No. 2).



The Time Before Dying

The second theme, The time before dying, concerns how participants talked about their thoughts about the final time, up until death occurs, and how they verbally express meaning at the end of life. The theme involves both the participants’ thoughts on the very last minutes or hours before death occurs as well as the present time, their thoughts on being in the hospice right now and up until they would die. In their descriptions we again found a predominant use of medical vernacular to describe the existential experiences of dying:

“When dying, I am afraid that I would just lie there in bed with huge pain… or get suffocated… because I now have cancer in my lungs, and that feeling of suffocation… If that’s how you feel when… the idea of that makes me feel anxious, but if it’s just that like you feel more and more sleepy, and then in the end you do not open your eyes again. Then I think it’s ok…”(No. 4).

This participant talked about her thoughts on the last minutes or hours before death. Verbally, she mainly expressed concerns related to the physical aspects of dying. However, the participant primarily applied medical vernacular to express her thoughts. It was recurrent across the interviews with the 10 participants, that when describing these kinds of thoughts, they talked extensively about the medical/physical aspects of dying. Despite this, however, it was found that they mixed existential words and understandings into the dominating medical vernacular. They did this to a greater extent than when expressing how they approach. This is for example seen in the above quote, where, in between the predominantly medical vernacular the participant talks about “feeling anxious,” “not opening your eyes again,” and “thinking it is ok.” This may be because the participants are talking about the time before dying in the present time, whereas approaching death was expressed in the past tense.

There was one interview that differed from the others. This participant used a predominantly existential vernacular when describing her thoughts on the time leading up to death.

“Of course, I would rather live but that’s not how God intended it. So now I’m here, and I can feel it in my body day by day which way it goes now… So, I spend the days here (at the hospice) turning away from this world and bidding this world goodbye and turning to God’s eternity. It’s a bit of a process…”(No. 1).

This participant used existential vernacular to describe her religious meaning and idea of what dying meant to her. None of the other nine participants used existential vernacular with religious understandings to the same extent, despite some of them also displaying other forms of religious beliefs or spirituality. The participant further elaborated on her faith being helpful in pursuing meaning during the time leading up to dying:

“Of course, I am sad sometimes […] but this is what has become my lot. Yes, then I place it in God’s hands and say: Only in the hope in God, my soul is quiet. And the soul has really become quiet, and the hope has grown big, but that does not mean that there are no dark moments… There certainly are. But God gives you power in the midst of it all to bear it, and I do not know how I could handle this if I did not have an eternal God with eternal arms reaching out to me. And he really does that quite literally.” (No. 1).

This participant had an extensive and detailed existential vernacular for religious meaning. This may be explained by her having practised the Christian faith most of her life and thereby learning “to talk religiously” in interaction with other Christians and in church. However, several of the other participants also displayed religious and/or spiritual understandings in their pursuit of meaning. These were characterized by being expressed forms of spiritual/religious practices, as this quote shows:

“… This (shows a stone with a spiritual text printed on it), I hold it and hug it every morning when I wake up… so I do believe in something… I have never been one who has been much of a church goer, but I have always believed in something anyway… I also had a visit from our own chaplain at home before I came down here (to the hospice).” (No. 9).

This participant used existential vernacular to describe a meaningful spiritual practice in which she handled her thoughts and concerns about dying. However, just prior to this quote, the participant had described in great detail with medical vernacular how she was ensured medical pain relief up until the time of death. She had thoroughly explained and showed the interviewer how the morphine pump worked.



The Afterlife

The third theme: The afterlife is characterized by the participants’ describing their hopes about and beliefs in what happens after death has occurred. The theme primarily derived from the participants’ answers to the question: “What do you think happens when you die/someone dies?” It was apparent across the interviews that participants answered this question and talked about this topic with a predominantly existential and far less medical vernacular.

An obvious explanation for the dominant existential vernacular among the participants when talking about the afterlife may be found in the fact that medical science has very little to say about that. Therefore, the medical vernacular is limited or not relevant when discussing perceptions or ideas about what may happen after death. However, the question could also be answered in the medical vernacular related to the dying body, such as: The heart stops beating, the organs set out, the cancer won, it becomes hard to breathe, or similar examples of medical concepts of what happens when you die. However, none of the participants responded with any notions of medical vernacular; instead, their answers reflected existential thoughts and understandings about the afterlife, regardless of whether they affirmed or denied any belief in an afterlife. Furthermore, a change in the form of communication for the interview also became apparent. When answering the question about what might happen when death occurs, the participants would initiate more dialog with the interviewer, instead of just being the one answering questions. For example, one participant said:

“I believe in God, but it’s not that I think that you resurrect in a new way. I think when I die, I just sleep… I just stay asleep next to [name of the late spouse] and then we continue to sleep together. I do not believe anything else but that [.] we did, and I still do, when I fall asleep every night, I always say; thank you for this day I’ve had. But it’s not like I’m religious and go to church and… I don’t, but I still believe that there is something spiritual, but you cannot know what…What do you think happens?”(No. 3).

The quote is an example of how the participants would also begin asking the interviewer about her thoughts concerning the afterlife. When asking them about their thoughts on what happens when death occurs, the participants would initiate a change from mainly a one-way interview to a dialog between participant and interviewer. This was recurrent across the interviews. The interviewer (first author) felt it essential to respond to this initiative by entering into the dialog with her own thoughts, beliefs, and doubts about the afterlife. Although she was still focused on exploring the participants’ perspectives in the dialog, she experienced that the participant incited sincerity in her response as well as a genuine dialog. For example, she responded to the above question with: “I also think there is something… I also really hope so” and the participant interrupted her: “Oh, you are still young […] but perhaps we’ll meet again… (both laughing)” (No. 3). They continued talking about their thoughts, hopes, beliefs, doubts, and concrete notions of what actually might happen when they (both participant and interviewer) would die; it became a dialog where they shared their mutual thoughts, concerns, and notions about the afterlife. The interviewer entered into a pursuit of meaning about the afterlife together with the participant, where they together used existential vernacular.

The participants expressed varied thoughts and meanings about the afterlife, ranging from religious understandings to individual spiritual conceptions, to atheistic notions that, however, were more reminiscent of agnosticism. None of the 10 participants actually expressed a form of atheism, in which they fully wrote off notions of God or a transcendent understanding of an afterlife.

Furthermore, it was characteristic of all of them that their descriptions and meanings about the afterlife were rooted in their individual and specific life circumstances, as the example above also shows. This participant’s (no. 3) thoughts about the afterlife were rooted in her life circumstances with a deceased spouse, and having lived without any particular concern with religion and church attendance. She primarily pursued meaning, applied existential vernacular, and related to the unknown of death and dying through the life circumstances already at hand. For this participant (no. 3), it is important to note that her use of existential vernacular seemed to bring her comfort in terms of experiencing meaning about the afterlife. However, not all participants’ thoughts about the afterlife were comforting to them. For example, another participant explained:

“I do not know what I believe, but I believe in something… I have always said that there is something… there is something after death… my youngest son he says: “Non-sense”… and then I say: “But that’s my faith, I’m allowed to have it”… and yet I also say to myself that I also know very well… because I have seen… that we have had many in the family who have died from cancer… well, I know that when they are gone, then they are no longer here… but therefore I still cannot really understand it, and then I still think that there must be… there must be something… so I have a faith…”(no. 9).

During the interview, this statement was followed up by a question about whether she had some more specific thoughts about this “something,” and she responded: “No, I just do not think that… no, I just do not believe… it cannot be that there is nothing and that you just… (cries)…” (No. 9)

This participant also asked the interviewer about her thoughts and beliefs on what happens when you die and initiated a dialog about the topic. She asked directly: “Do you think that there is something… when I die?” and the interviewer (first author) replied: “Yes, I think there is something…” and then they had an emotional and genuine dialog about the possibility of an eternity and their feelings of both hopes and doubts.

It became clear that this participant also expressed thoughts and meanings about the afterlife and related to the unknown of death through her life circumstances already at hand. However, her life circumstances involved a son, who apparently did not believe in an afterlife, as well as circumstances with other family members who had died from cancer. The existential vernacular, she applied in pursuing meaning about the afterlife, stemmed from these life circumstances. However, contrary to the other participant (No. 3) whose quotation was presented above, this participant’s (No. 9) existential vernacular and experiences of meaning about the afterlife did not seem to be of much comfort to her.



Theoretical Interpretation: Concrete Hope, Absolute Hope, and Meaning

Studies suggest that participants’ perception of hope changes with disease progression (Daneault et al., 2016). In this study, we saw a change in participants’ use of, respectively, medical and existential vernacular that follows their temporal realization of approaching death (theme 1), the time before dying (theme 2), and the afterlife (theme 3). The participants’ predominant use of medical vernacular to describe their experiences and meaning of death becoming imminent (theme 1) may be due to the fact that, in connection with the course of their illness, they have primarily desired to recover from the illness. The concrete hope seems to relate well with the medical paradigm and vernacular, where their challenges are seen as a physical condition that can be “solved” (Illich, 1975). The concrete hope is related to desiring that the medical treatment have a positive and curative effect. In contrast, the absolute hope is characterized by not being solution-focused; instead it implies aspects of faith and trust that extend beyond death and external circumstances (Marcel, 1951). The absolute hope contrasts with the medical paradigm and vernacular. Healthcare professionals embedded within a medical paradigm might primarily tend to communicate the concrete hope in their dialog with people, instead of using existential vernacular that could facilitate the absolute hope for people.

Despite the fact that hospice residents usually no longer hope for survival from their illness, the participants’ descriptions of meaning in relation to the time before dying (theme 2) were still characterized by concrete hope. For example, we found that they expressed concrete hope of a painless death and to just sleep into dying. When the participants predominantly used medical vernacular to talk about the time before death occurs, this indicates that they were primarily concerned about the medical and physical aspects of dying. In that light, it becomes essential for healthcare professionals to talk with dying people about medical and physical aspects of dying. Studies found that, even in conversations with hospital chaplains, much of the conversation concerned what you eventually die from and how death comes about in practical terms (Strang and Strang, 2002). However, it may also be, as previously explained, that participants are more “trained” in medical rather than existential vernacular.

Graven (2015) found in her study that dying people exhibit both concrete hope and absolute hope. People benefit from speaking with healthcare professionals with a mixture of the two forms of hope and using both medical and existential vernacular (Graven, 2015). In the present study, we did not find that the dying older people mixed the two forms of hope to a significant extent. Instead, we found that their vernacular changed as time went on, where they moved from primarily medical vernacular and concrete hope to existential vernacular and absolute hope. The hope of the afterlife became particularly present and relevant for the participants’ thoughts and meaning about afterlife (theme 3).

Whether the participants’ experience of meaning and hope were comforting to them, depended on their life circumstances; for example, a deceased spouse, a son who did not believe in the afterlife, or healthcare professionals who may or may not enter into an existential dialog about the afterlife.

All the three types of absolute hope, the hope of love, the hope of universal emotions, and the hope of an afterlife (Graven, 2015; Graven and Olsen, 2018) are at stake when people experience meaning, by talking about eternal rest with a beloved spouse, focusing on God’s eternity, hugging a stone that has a spiritual text written on it, or initiating an existential dialog about the afterlife. We found that, when the participants’ life circumstances did not support meaning and hope, they may end up not experiencing hope in the face of the unknown of death. For example, the son who thinks that meaning about the afterlife is inconsequential may prevent his mother from the absolute hope, or a healthcare professional who only offers concrete hope in relation to a solution-focused medical paradigm may also hinder people’ experience of meaning and hope at the end of life.



DISCUSSION

Overall, our study supports such an assertion that being faced with death can lead to an intensification of spiritual, and/or religious considerations (Thune-Boyle et al., 2006; Jones et al., 2010), need for meaning (Fleischer and Jessen, 2008), and that spiritual and religious thoughts and practices may become more prominent (la Cour, 2008). Based on the present study, it is difficult to assess whether it also increased participants’ quality of life to talk about their thoughts and meaning about death and the afterlife with health professionals (Strang et al., 2001; McClain-Jacobson et al., 2004; Murray et al., 2004; la Cour, 2008; Balboni et al., 2010). However, our analysis indicates that it is important that participants’ life circumstances (including relatives and health professionals at hospice) support their existential vernacular and meaning. Furthermore, the participants in our present study used religious and/or spiritual elements in their existential vernacular, in particular when talking about their thoughts and meanings about the afterlife. This points to religious and spiritual concerns and feelings being central to the pursuit of meaning when faced with death and dying, even in a secular culture (Graven, 2015; Boelsbjerg, 2017; Boelsbjerg, 2018).


Existential and Medical Vernacular

We found that our participants used scarce existential vernacular in the pursuit of meaning at the time when death was first acknowledged as imminent (theme 1) and they primarily applied understandings and vocabulary belonging to a medical paradigm (Illich, 1975; Bury, 2009; Hvas et al., 2011; Brinkmann and Petersen, 2015). The participants’ descriptions of how they experienced and pursued meaning in the time before dying (theme 2) were also predominantly characterized by the medical vernacular, but these descriptions did include a few existential words and understandings. However, there was no indication of this being caused by a high degree of privacy of thoughts and concerns about religious or spiritual issues as found in other studies (Andersen and Lüchau, 2011). All participants expressed themselves openly about their thoughts on death and dying. We did not find that the participants were reluctant to talk about their thoughts and meaning about death and dying, despite making little use of existential vernacular.

It seemed that participants in general applied their “most trained vernacular” to talk about death and meaning. They have learned to master this best after long courses of treatment and conversations with health professionals who primarily talk in the medical vernacular and are embedded within a solution-focused medical paradigm. This is also supported by the religious participant, who, unlike the other participants, used a predominantly existential vernacular, because she was highly trained in that. However, we found an increased use of existential vernacular and participants initiating two-ways dialog instead of continuing the one-way interviews when talking about the afterlife (theme 3). To discuss their thoughts and meaning concerning the afterlife, it seemed that the participants needed existential vernacular. However, because their existential vernacular was scarce, they also needed relationship and dialog to “train” the existential vernacular and to express meaning and hope that could not be conceived within medical vernacular.

The 10 participants expressed diverse meaning concerning the afterlife (theme 3). These were religious, individual, spiritual, as well as atheistic/agnostic notions and understandings. Their descriptions of their meaning about the afterlife and relating to the unknown of death were characterized by being relational and existential as well as rooted in their life circumstances. It was seen that the existential vernacular was comforting for some participants but not for others. This seemed to depend on whether the participant’s life circumstance supported his or her existential vernacular and experience of meaning about the afterlife.



IMPLICATIONS

Health professionals may have an important role to play in strengthening people’s experience of meaning and hope when facing death (Graven and Olsen, 2018). An important aspect of caring for dying people may be to support and strengthen the person’s absolute hope in the face of the unknown of death, especially by entering into an existential dialog with people, and by being aware of not primarily using the medical vernacular when taking with terminally ill people.

Furthermore, findings indicate that participants’ existential vernacular had a much more relational and dialogical foundation. Relational and dialogical aspects of communication seem to be particularly relevant for people when expressing and pursuing meaning about death and the afterlife. However, this points to further difficulties for the healthcare professionals when engaging in existential dialog, as they tend to be deeply rooted in a solution-focused medical vernacular. To engage in a dialog about the afterlife, in the way that the interviewer did with the participants, might require a mutual sharing of thoughts, concerns, hopes, and doubts about the afterlife. Therefore, the study also points to a need for an increased focus on communication skills and critical reflection upon the dominant medical paradigm in current healthcare educational programs, as well as focus of further research on how specific communication affect patients’ well-being at the end of life. Further research in how dominating vernacular within healthcare is maintained and affects people, as well as research in the effect of dialogical communication are warranted. Hoping in some sort of a spiritual or religious realm was also found to be central to the participants’ experience of meaning (Baczewska et al., 2019). The existential vernacular seemed to support their religious and/or spiritual thoughts, beliefs, hopes, and meaning. It is found that quality of life increases when people are given better opportunities to express their thoughts, feelings, and meaning about the unknown of death (Balboni et al., 2010). This study suggests that healthcare professionals also should apply existential and not just medical vernacular when addressing terminally ill people, because this may strengthen their experience of meaning and hope in the face of death. Furthermore, this also emphasizes the importance of spiritual care as an integral part of palliative care and that it is important to incorporate it into educational activities and training models in palliative care, as recommended by the EAPC (Best et al., 2020).



LIMITATIONS

In this study, we sought to examine older dying people’s subjective descriptions of their experiences of meaning in death and dying. Even though the length of the interviews considered the physical condition of the participants, we believe the qualitative approach with 10 semi-structured interviews provided a good basis for insights and understandings of a qualitative nature. The participants were selected by hospice staff, which may be a weakness of the study. To obtain a nuanced and complete data base, a strategic selection of participants could have been desirable (Patton, 1990). We have tried to ensure that the participants represented variation in gender and marital status, and as the participants of this study all are older (>65), ethnic Danes diagnosed with cancer, they are representative of people at Danish hospices (Sundhedsstyrelsen, 2011). Furthermore, IPA is explicit that homogenous samples work best in conjunction with its philosophical foundations and analytical processes (Smith et al., 2009). However, the socio-demographic characteristics of the sample reduce the transferability of the findings to other contexts, apart from Danish hospices. On the other hand, the findings related to how the participants’ use of, respectively, the medical or existential vernacular affected how they experienced meaning and hope at the end of life might be relevant for anyone faced with death and dying in secularized societies in which there is a highly dominant medical paradigm.

The research method of the study stems from IPA, which emphasizes description and interpretation of the data material. IPA moves from the participants’ subjective descriptions to a more theoretical level of interpretation, which depends on the authors’ interpretations and choice of theory. This means that the identified themes reflect the authors’ interpretations and that aspects of participants’ experiences on meaning may have been overlooked.

Many of the participants knew the interviewer as a psychologist. Being a clinical psychologist could be both an advantage and a disadvantage: An advantage, in the sense that her psychological knowledge and skill set could deepen her insights into and sensitivity for the life world of the participants; A disadvantage in the sense that a psychological interpretation of the subject matter could dominate and constitute bias and blind spots when analyzing the data. The other authors paid attention to and sought to avert such disadvantages and limitations.

However, our focus was the participants’ perspectives and descriptions of meaning about death and dying. Especially in relation to hope, we find that the results call for further research, which also involves an exploration at how healthcare professionals may sense and support different forms of hope among dying people.

For brevity, we have chosen to limit the theoretical framework of this study to the notion of hope as a specific approach to experiencing meaning, but it is obvious that concepts such as dignity or “the good death,” seen in similar studies, could also be included. In healthcare practice with dying people, these concepts can also be expected to be influenced by, respectively, existential and medical vernacular.

Further limitations could include the researcher’s approach to interviewing. She experienced it essential to respond to the participants’ initiative to enter into a dialog about the afterlife (theme 3). She entered the dialog with her own thoughts, beliefs, and doubts about death and dying. Thereby, she influenced the participants’ thoughts and expressions. On the one hand, her existential input in the dialog may have resulted in the increased existential vernacular of the third theme, which might not fully reflect the participants’ experiences of meaning. On the other hand, her relational sensitivity and response during the interview may also have contributed to new understanding about the relational foundation of existential vernacular, and the participants’ experiences of meaning about death may otherwise not have come to our knowledge.



CONCLUSION

When studying how older people experience meaning about death and dying, we found three chronological time-based themes: (1) Approaching Death, (2) The time before dying, and (3) The afterlife. The participants expressed meaning variously through these three themes. They verbally expressed their experiences of meaning in two ways: respectively, in the medical and the existential vernacular. The participants would used great amounts of medical and low amounts of existential vernacular to express meaning about dying. However, when talking about the afterlife (theme 3), the participants used more existential notions and they also initiated a dialog with the interviewer.

Themes were discussed through an theoretical framework with the notion of hope. It seemed that participants’ use of vernacular affected how they experienced meaning and hope at the end of life. The concrete hope seems to be communicated through medical words and focus, whereas absolute hope was articulated through dialog that used existential vernacular. The study points to the importance of spiritual care (including strengthening communication skills and facility with existential vernacular) as an integral part of palliative care and current healthcare education.
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Objectives: This study aims to explore in depth the meaning and meaning discrepancies among older Norwegian breast cancer survivors in light of the meaning making model by Park (2013).

Design: We utilized a qualitative design collecting data using semi-structured interviews of 23 elderly breast cancer survivors 7–8 years after treatment. The interviews followed an interview guide structured along three main themes: “everyday life activities,” “follow-up-care experiences” and “health status and QoL.”

Results: Several health problems were reported by the women in the aftermaths of the disease, such as sleeping problems, pain, and fatigue—including cognitive and emotional impairments. Meaning discrepancies were concentrated on six main themes: shifting perspectives and priorities, growing sense of autonomy, widening the limits of normality, dissociating oneself from the disease, embracing alternative health services, and feeling lucky. The women engaged in a wide range of coping techniques as efforts to change global meaning, and to develop a more positive view on the cancer experience. Common coping efforts across the six main themes were social comparison, denial, positive reappraisal, problem-focused coping, and revaluing ordinary events.

Conclusion: Many cancer patients report on unmet needs for help with their meaning making, and the facilitation of meaning making processes is rarely included in the follow-up care of cancer survivors. The findings of the present study may help health care professionals provide care for women who have experienced breast cancer. The concrete knowledge of common coping efforts in the meaning making process may contribute to the development of future interventions and for gaining a deeper understanding for older survivors of breast cancer.

Keywords: survivorship, breast cancer, meaning making, quality of life, coping, well-being


INTRODUCTION

As breast-cancer treatments have become more advanced, more than 90% of women experiencing breast cancer enters long-term survivorship (>5 years after diagnosis) (Ferlay et al., 2018). From 1989 to 2006, the breast cancer mortality rate among middle aged and older women decreased with more than 20% across many European countries, including Norway (Autier et al., 2010). Struggles with somatic and mental late effects after treatment are well documented (Bower et al., 2005; Koch et al., 2013; Fielding and Lam, 2014; Kenne Sarenmalm et al., 2014; Sekse et al., 2019). Accordingly, a large proportion of women will enter retirement with complex health care needs. Estimates based on the United States population conclude that by 2040, 73% of all cancer survivors of any type will be older than 65 years (Bluethmann et al., 2016). Moreover, living beyond breast cancer as a life-threatening illness may raise fears of recurrence and existential concerns, accompanied by increased vulnerability; all which challenge people’s perceived meaning in life (Gall and Cornblat, 2002; Heine et al., 2006). Hence, meaning making processes to adjust to adversity will be initiated. In general, to perceive one’s life as meaningful is crucial to people’s mental and existential wellbeing and health, and perceived meaning in life is found to be a vital health-promoting resource among vulnerable populations such as cancer patients and survivors (Park et al., 2008; Park and George, 2013; van der Spek et al., 2017; Haugan and Dezutter, 2021). Furthermore, from a developmental perspective, with age follows a need to look back on life, rather than to the future, and create meaning from all the experiences of the past (Erikson, 1980). The importance of meaning making for older individuals are supported by several studies linking meaning making to QoL and well-being for this population (Drageset et al., 2017; Haugan et al., 2020; Haugan and Dezutter, 2021). Consequently, relevant supportive health care interventions addressing not only the comorbidity burden among older long-term breast cancer survivors, but also promoting existential and mental wellbeing will be even more important in the years to come (Winger et al., 2020). However, studies addressing perceived meaning and meaning making as a health-promoting resource among long-term breast cancer survivors are scarce (Schroevers et al., 2004; van der Spek et al., 2013). To improve older breast cancer survivors’ health and wellbeing, knowledge about meaning making processes in this population is important (Haugan and Eriksson, 2021; Lopez and Klainin-Yobas, 2021). Therefore, this study addresses this knowledge gap, exploring in depth the meaning making among older long-term breast cancer survivors.


Meaning Making and Psychological Adjustment Among Cancer Patients

Breast cancer is a life-threatening disease in which the patients lack influence on the outcomes of the illness. In such low-control situations, meaning making—the ability to transform meaning—is found to be a highly adaptive coping strategy for psychological adjustment (Park et al., 2001, 2008). Perceived meaning in life is understood as expectations or schemes, enabling people to have control of oneself and one’s environment and thus feeling secure while facing difficulties (Proulx and Inzlicht, 2012). The meaning making model developed by Park (2013) separates meaning in two levels:(1) global meaning, i.e., general understanding of how the universe works, self-identity, control, justice, God, goals, sense of meaning/purpose, and (2) situational meaning, i.e., meaning of specific events such as an illness (Park, 2013).

A strong sense of global meaning, across all domains (i.e., personal control, purpose in life) relates to increased psychological health and quality of life (QoL) among cancer patients (Tomich and Helgeson, 2002; Laubmeier et al., 2004; Winger et al., 2016; Majerníková and Obročníková, 2017). According to the meaning making model, situational meaning is the specific evaluations of the cancer illness, such as viewing the event as (un)controllable and (un)fair, and to what degree it violates the persons own goals (Park and Gutierrez, 2013). In comparison to global meaning, situational meaning seems to be a weaker and less consistent predictor of QoL (Sherman et al., 2010). A longitudinal study of breast cancers survivors (median of 24 months since diagnosis) reported that “having found illness-specific meaning” was not related to either distress, health related QoL, or breast cancer problems 4 months after being diagnosed (Sherman et al., 2010). Searching for (as opposed to having found meaning) illness-specific meaning, on the other hand, predicted poorer adaptation in terms of increased distress and poor QoL (Sherman et al., 2010). The relationship between searching for meaning in the illness and less adaptive outcomes may be explained by rumination—the tendency to engage in repetitive, aversive, and uncontrollable thoughts such as asking why the illness happened to me. As a breast cancer patient moves beyond the initial treatment phase, ruminations about the causal attributes of the disease are likely counterproductive for psychological adjustment, and if the “search for meaning” do not lead to “meanings made,” it may amplify distress (Segerstrom et al., 2003; Park et al., 2008). Such a pattern was evident for n = 328 long-term breast cancer survivors and a matched control group, in which a continued search for meaning in life >5 years after diagnosis had a negative impact on QoL (Tomich and Helgeson, 2002). Despite of the less consistent association between situational meaning and QoL in general, the ability to find benefits of cancer disease is linked to positive psychological adjustment (Casellas-Grau et al., 2017).



Incongruence and Meaning-Based Coping

When a discrepancy between global meaning and situational meaning appears, a meaning making process to reduce this discrepancy will be initiated: the positive outcome supporting wellbeing and coping is meaning made. The meaning made can take the form of acceptance, “making sense” of the situation and perceptions of growth (Park, 2010). Reports from cancer survivors find occurrence of a cancer diagnosis and treatment to leave a discrepancy between the current life situation and one’s life goals—and over time, meaning making may lead to creating new meanings of the disease, a change in life goals, acceptance and growth (Gall and Cornblat, 2002; Park, 2010; Fallah et al., 2012; Rashidi et al., 2020).

Results of several studies report on both increased meaning (i.e., in relation to others, new conscious way of living), and loss of meaning after cancer (i.e., in relation to relational distress, physical impairment) (Folkman and Greer, 2000; Folkman and Moskowitz, 2000a; Krok and Telka, 2018). In the meaning making process attempting to reduce incongruence between situational meaning and global meaning, the meaning-based coping techniques might be grouped into (1) Changing the meaning of the event (assimilation), and (2) Changing global meaning (accommodation) (Park, 2010; Park and George, 2013). The process of assimilation means that the meaning of the specific situation (i.e., cancer illness) needs to be modified in order to bring congruence to one’s global meaning, and both reattributions and illusions are used to change the situational meaning (Skaggs and Barron, 2006). Attributions and reattributions refer to a continual process of finding the cause of the event, and it is common to look at past behaviors and beliefs in searching for such a cause (Cassel, 1982). Notably, one study found that 42% of survivors of breast cancer (n = 322) attribute their illness to be caused by increased levels of psychological stress (Stewart et al., 2001). Attributing the cause of somatic illness to the psyche (i.e., stress) may for many serve as means to regain a sense of control over the illness as the psyche may be perceived as easier to change (Sontag, 1978, pp. 54–56). Such attributions or reattributions may sometimes fall within the categories of illusions, in the sense that they serve as means to regain control of the situation (Skaggs and Barron, 2006).

Becoming overly optimistic and engaging in downward social comparison, where people compare oneself to others who are perceived as worse off, is also common in the assimilation process (Bellizzi et al., 2006). In one of the earlier studies on social comparison among a group of breast cancer patients (n = 78), the use of downward social comparison was common (>60% of the women) (Wood et al., 1985). Others have reported similar results where downward social comparison was associated with active coping, seeking social support, reinterpretation of the event and psychological growth (Van der Zee et al., 2000). Patients who suffers from chronic illness, including breast cancer tend to engage in downward social comparison to gain a sense of well-being when they are overwhelmed, unsecure, or feel loss of control over their illness (Terol Cantero et al., 2021). Ascribing new meaning to the cancer illness through assimilation may be beneficial or potentially harmful, and according to the meaning making model, beneficial outcomes are likely when there is a reduction of discrepancy between the new meaning ascribed to the situation and global meaning. In the case of downward comparison, a cancer patient may feel lucky and grateful by comparing oneself to someone who he/she perceives as impaired by illness. Nevertheless, feelings of fear of what might happen to themselves in the future may emerge, thereby increasing the discrepancy to global meaning and cause more distress.

The process of accommodation is initiated when attempts to change the meaning of an event are unsuccessful in reducing incongruence to global meaning (Park and Folkman, 1997). People tend to use different methods to redefine their priorities, set new goals in life, and to revise their belief systems. By applying strategies such as positive reappraisal, problem-focused coping, and revaluing ordinary events, the cancer illness may be viewed in a more positive way.

Positive reappraisal is a cognitive process in which people place greater focus on the good things that have happened to them (Folkman and Moskowitz, 2000b). Positive evaluations of the cancer illness are linked to a positive mood and a more optimistic perspective on one’s health (Sears et al., 2003). One study using a Cognitive Emotion Regulation Questionnaire, found a positive association between cancer patients who perceived their illness as an experience they could learn from, and positive psychological outcomes (Schroevers et al., 2011). A qualitative study of 23 women with breast cancer reported spiritual growth, increased personal strength and appreciation for life as a results of the breast cancer experience (Fallah et al., 2012). For both early stage breast cancer patients and long-time survivors, positive reappraisal is linked to less emotional distress (Sears et al., 2003; Urcuyo et al., 2005), while post-traumatic growth is associated with positive reappraisal for cancer survivors in short and long term (Sears et al., 2003; Widows et al., 2005; Thornton and Perez, 2006; Schroevers and Teo, 2008).

Problem-focused coping involves strategies such as searching for information, problem solving, and the direct actions involved in solving a problem (Folkman and Greer, 2000). Problem-focused strategies may be central in the search for meaning as the focus is on what to prioritize in the situation at hand, evaluating existing goals in life, and setting new goals according to the current situation (Folkman and Greer, 2000; Folkman and Moskowitz, 2000a; Riley and Park, 2014). Although problem-focused coping is important in the early phases of the cancer illness, problem-focused coping may facilitate psychological adjustment even 2 years after diagnosis of breast cancer (Bussell and Naus, 2010). This is in line with conceptualizing cancer to be a chronic illness, “where adjustment is a long-term process of goal adaptation over time” (Naus et al., 2009, p. 64).

Finally, a change in global meaning may also involve increasing the value of events that previously were considered more “ordinary.” This may apply to everyday events such as having dinner, getting together with friends and family, and enjoying nature and beautiful sceneries (Folkman and Moskowitz, 2000a). Despite of increased likelihood of health problems among breast cancer survivors, one Norwegian study reported that the breast cancer survivors were equal to the general population on being physically active (Stalsberg et al., 2019). Furthermore, a recent study of breast cancer survivors find women who place a greater significance on some everyday activities to experience higher levels of QoL (Magnus et al., 2020). As long-term survivors, these women placed more importance on engaging in activities perceived to be good for the body and soul and inspired to creativity, in addition to spending time with family and friends (Magnus et al., 2020).

Many cancer patients report on unmet needs for help with their meaning making processes (van der Spek et al., 2013). Since the efficacy of existential meaning making interventions in cancer patients show positive results in terms of increasing well-being, QoL, hope and self-efficacy, and in reducing depression (Oh and Kim, 2014; Vos et al., 2015; Bauereiss et al., 2018), such interventions have the potential to improve the quality of follow-up care. Based on the empirical literature presented herein, the meaning making process and the outcomes of meanings made depend on the type of stressor, and who is coping with it. It is also common for older individuals to be more oriented toward the past, compared to younger people who are more future oriented (Erikson, 1980). Consequently, age of the person and time since diagnosis are important aspects to consider in studies on meaning making, as the process of meaning making may differ across populations. Furthermore, the majority of previous studies of meaning making among breast cancer survivors are quantitative studies based on questionnaire data (e.g., Sears et al., 2003; Majerníková and Obročníková, 2017; Krok and Telka, 2018). Although studies taking the interpretative phenomenological perspective on meaning making in the population of breast cancer survivors exist, most include data from both young and older survivors (Gall and Cornblat, 2002; Collie et al., 2006; Fallah et al., 2012; Raque-Bogdan et al., 2018; Rashidi et al., 2020). Keeping in mind the increased rate of older cancer survivors in the future, there is a lack of qualitative studies focusing on meaning making in the group of older breast cancer survivors. Therefore, in the current study we aimed to explore meaning making in the lifeworld of older breast cancer survivors using a qualitative approach. By gaining in depth information on the experiences of meaning and meaning discrepancies of this highly homogenous group we aimed to answer the following research question: “How is meaning making shaped between actual situations (situational meaning) and more superior goals and beliefs (global meaning) in older long-term breast cancer survivors?”



MATERIALS AND METHODS


Study Design and Informants

We utilized a qualitative (descriptive and analytic) design involving semi-structured interviews of 23 elderly female breast cancer survivors 7–8 years after their treatment for breast cancer. The interviews followed an interview guide structured along three main themes: “everyday life activities,” “follow-up-care experiences,” and “health status and QoL.” This third theme included both physical, mental, and existential dimensions of QoL.



Recruitment of Informants

As a part of a larger long-term follow-up study 6–8 years after breast cancer treatment at Trondheim University Hospital, the patients were consecutively invited (by their oncologist or nurse) to participate in an explorative interview-study about life beyond cancer. Patients who agreed to participate were contacted by the last author, and appointments were made for the interviews (place and time). None of the patients received any incentives for participating.



Research Team and Reflexivity

The interviews were conducted either at the participant’s home or at an arranged meeting place, most often at a dedicated room at the University hospital. The interviews were performed face-to-face by the last and the second author, working within the research fields of psycho-oncology and medical sociology. The remaining authors were engaged in research in the fields of psychology, health informatics, and nursing. The interviews, which lasted for 90 min on average, were electronically recorded, and verbatim transcribed by two independent research assistants. Two researchers analyzed the transcripts, and all subcodes, themes and final categories, including the quotes, were translated into English and thoroughly discussed among all members of the team aiming to strengthen the results’ reliability.



Data Analyses

The data analysis followed a stepwise, iterative strategy including both inductive, open coding and theoretical discussions, similar to the stepwise-deductive induction approach introduced by Tjora (2018). After transcripts were read thoroughly, we approached the initial data analyses from an inductive perspective, allowing codes to emerge from the data, independent of theory (i.e., the two coders where not familiar with the theory of meaning making at this point in time). In the next step, similar codes were grouped into broader themes. For example, initial codes such as “life has become harder,” “I do not suffice,” “I am not the same as before,” and “I am tired” were merged into the joint “life has become completely different.” All coding in these two steps were conducted using the QSR NVivo 12 software.

The third step of the analysis involved research team discussions of preliminary themes from step two, guided by the theoretical framework of meaning making (Park and Folkman, 1997; Park, 2010). This step was followed by re-categorizations and inclusion of themes fitting the theoretical model. More specifically, we identified themes that reflected the discrepancy between appraised and global meaning, and/or the process in which the informants seemed to attempt reducing this discrepancy (i.e., the meaning making process). As an example, the initial codes “I am not the same as before,” and “I am trying to live as normal” reflected both a discrepancy between being healthy (normal life before disease) and being tired (normal life after disease), and a tendency of reducing that discrepancy by widening the notion of what includes living a “normal life.” Hence, the final theme “redefining the limits of normal life” was established. To resolve any disagreements in coding, and thereby strengthen the validity of the results, the research team met frequently for discussions.

The analyses generated a total of six themes which are presented in the section “Results” with illustrating quotes presented in italics. In order to give a trustworthy representation of the informants’ perspectives, the results are presented with rich descriptions of the categories and several quotes.



RESULTS

The informants were between 60 and 86 years (mean age = 67 years) at the time of being interviewed. Most of the women were married/cohabited and old-age pensioners. Current or previous occupation was cleaning, administration, health (shorter education) or farming. The women who were still working held executive-, health worker- or management positions. Characteristics of the participants are displayed in Table 1.


TABLE 1. Characteristics of the participants (n = 23).

[image: Table 1]In general, the informants experienced life as quite different from the life before being treated for breast cancer. Many told stories about sleeping problems, pain and fatigue including cognitive and emotional impairments in addition to a sense of emptiness, and a general apprehension of not contributing sufficiently to society. An apt metaphor for returning to ordinary life was that it felt like jumping on a train in motion. The interviews also bore evidence of an insoluble conflict potentially arising from incompatible expectations encountered when the women came back to life—cured from cancer and full of desires, but not necessarily being at good enough health to live up to neither their own, nor to other’s expectations.

Despite the discernible contrasts between the past and the present, the women seemed to perceive high levels of QoL, focusing on the good things in life rather than getting caught up in trifles or fearing recurrence of cancer. The initial analysis revealed universal and global thematic issues that were perceived as meaningful, such as being healthy, having family and friends, sharing life with a partner, commitment to working, gardening and being outdoors. In addition to these general meaning-categories, descriptions that were more clearly related to having experienced breast cancer, having received treatment, and subsequently the long-term impact on daily life, revealed the more situational meaning categories.

The following text presents the main themes that emerged from the theory-based analysis of the meaning making processes that occurred when the breast cancer survivors attempted to adjust their situational meaning to their overall global meaning system, or vice versa. These themes are more abstract in their construction than the general ones mentioned above, and relate to shifting perspectives and priorities, a strengthened autonomy, widening the limits of normal life, dissociating oneself from the disease, embracing alternative health services, and feeling lucky. The themes are presented with illustrative quotes identified by a pseudonym for each person. All quotes are translated from Norwegian to English.


Shifting Perspectives and Priorities

Many informants perceived the disease and the following new life situations as a turning point toward a novel awareness that life is not a matter of course, which, in turn, became a reason for living their lives differently and not put things on hold.

All those things, buy, buy, buy, it’s not important anymore. Rather try to live in presence; it’s better spending your money on nice experiences (rather than things) (May).

Some of the women even reflected on a possible purpose of the disease, and that the new situation (having experienced cancer) made them change direction in life:

I believe there’s a meaning to everything that happens. Perhaps it was meant to be, so that I could learn to be more relaxed, blessing in disguise, in a way (Mary).

Likewise, a more conscious distinction between important and unimportant issues in life was prominent in the material, especially matters that were associated with energy capacity. For many informants, yesterday’s problems had become today’s trifles; I don’t attach importance to details anymore. When you realize how fragile life can be… Today I really think life is even more valuable. I don’t focus on details anymore (Linda).

As a result of such changing priorities, there seemed to be a growing awareness of things that previously were taken for granted. It was often referred to as being more aware of their supportive family and close friendships, and of being more present in the very moments. In addition, the women explicitly pronounced a determinate gratification of being able to convey values and important life contents from generation to generation:

I’m happy for every birthday I celebrate. I’ve grown much more conscious—after having such a diagnosis. I am grateful for the children having managed so well, and I’ve got two grandchildren who will always remember their granny. If I disappear (die), they will always remember me (Elizabeth).

In sum, the shift in priorities was closely linked both to new ways of thinking, acting and reacting, and in the wake of these alterations, new values were identified.



Growing Sense of Autonomy

The informants reported that their individual needs and preferences had become increasingly important after experiencing breast cancer. It seemed that the fragility of life had become more visible, resulting in a growing awareness that they must live their life “right now.” Some of the women described it as “an egoism without shame.” Previously in life, they often felt bad when prioritizing their own needs above others’. After having lived through cancer and all its associated experiences, these feelings had changed dramatically. Paying more attention to their own needs and desires and at the same time releasing themselves from bad conscience and shame was a typical reaction observed:

You must pull yourself together and prioritize your own needs. You can’t sacrifice your own life for others. I try to protect my weekends, use the time on myself. It’s not always feasible, but I try: I feel I need it, need to do pleasurable things—to get my strength back (Linda).

Because it has been so busy for so many years, I feel that it’s okay to cool down a bit. If I want to go away for a weekend, I’ll do it, and if I fancy a trip downtown, I’ll do that as well—without getting anyone’s permission… And yes, sometimes I have felt that it was nice having someone visiting me, now and then, but I can decide that myself, it’s my choice (Maria).

The notion of grasping life events instantly, being more decisive and not wait until tomorrow etc., had become an unambiguously global value among the elderly breast cancer survivors in this study.

I have become very stingy with my time. I don’t care about so many things… I hear people saying, “you must go there,” and “you should do that”… I live here, among my closest family… Why should I go to Mexico? I don’t see the point (Margaret).

These shifts in global values did not happen rapidly. Rather, they required specific actions (from the women) to reach there. Many of the breast cancer survivors described their everyday life quite different from the life they lived before the cancer (and in their younger days), especially in terms of lack of energy. The breast cancer survivors felt they were not able to do things that they used to do before the illness. For example, many of them expressed that it was too demanding to invite family and friends for dinner, to join interest groups, or to make any long-term plans. The women told how they actively decided how and with whom they spent their time and how they were “forced” to reorganize their lives to redistribute their energy to live meaningful lives:

I held positions in several organizations, and surely, I fulfilled my obligations. Now I have reduced such activities. You turn more egoistic and self-centered, and you think; No, I don’t want to bite off more than I can chew (Lisa).

People (friends) call me, asking me to join them at different events, but I have become so stubborn and weird; I hide, and I only join things that suit me. My friends must humor me. In earlier days (before) I was amenable, but nowadays I’m not, I become easily irritated/annoyed (Karen).

The discrepancy or experienced gap between the previous “shame over being selfish” and the current “proud of taking own needs seriously” could be interpreted as a growing sense of autonomy and be the outcome of this meaning making process.



Widening the Limits of Normality

Redefining the notion of “a normal life” emerged as another weighty theme in our material. Many reported having a good health, even though they struggled with several health issues. Being healthy was likely a global desire and perceived important to be associated with. Being an ill and weak person was difficult to adapt to. The women seemed to be reducing the discrepancy between the self-perception of being a healthy human and the current feeling of being impaired, by widening the limits of what defines a normal life. Almost all informants explained their current health problems, such as pain, reduced cognition, or physical capacity (the situation) to be a consequence of growing older rather than resulting from late effects of treatment. Typical thoughts were:

It happens a lot to your body when you get cancer, and all you’ve been through …It’s difficult to know whether they (the problems) are due to the disease, all you’ve been through, or only a result of aging. I don’t know (Mary).

At the same time as they accepted the changes, some of the women emphasized that even managing everyday tasks, such as making dinner, gave evidence of living as normal:

I try to live as normal as possible […] Yes, I do—I make dinner and all… I’m living a quite normal life now, so I have returned to the good old me…even if it’s…you know…you’ll never be the same. I just have to take my time…(May).

Redefining the notion of normality became apparent likely because the breast cancer survivors strongly wished to appear as active members of society, even though many were both physically and cognitively impaired.



Dissociating Oneself From the Disease

An opposite strategy to widening the limits of normality was the denial, or at least striving to keep distance to the disease and anything that could be associated with it. Such strategy was often materialized by avoiding any participation in breast cancer supporting groups, as described by this woman:

I don’t want to attend such a (BC-support) group. I don’t want to talk about disease. I don’t want to keep company with people with cancer. I want to lift me up—want to be with people who don’t talk about disease (Karen).

Another way of dissociating oneself from the cancer disease, was to make no place for breast cancer in their lives, as quoted: I don’t think about it. I don’t worry or speculate. In fact, I pretend to be healthy (Linda).

Dissociating oneself from illness and patient experiences, simply by defining oneself not belonging to the patient group, seemed decisive for many of the women in maintaining the important perception of being connected to society.



Embracing Alternative Health Services

Many of the survivors were struggling with various health problems, which were ascribed to either late effects of breast cancer treatment, or as a part of getting older. Even though most of the women accepted that their health and daily life were totally different compared to the situation prior to their breast cancer history, some of them praised different alternative and self-initiated ways of improving their health and thereby the quality of everyday life. For example, one of the informants reflected a deep interest in yoga and mindfulness and seemingly believed in the positive effect of these activities for improving sleeping quality and pain relief:

I must admit, there have been some bodily alterations, both physically and mentally. I have attended some courses in mindfulness that I found very helpful. I easily fell asleep every evening afterward. I also decided to start with yoga—it is once a week. I found that I needed to stretch the muscles—I feel that it helps for the pain in my arm—I have a lymph node removed… (Mary).

Another informant talked enthusiastically about the health-related impact of healing methods/techniques:

I believe it is more to heaven and earth. Our travel guide practiced a Japanese treatment technique called Reiki. It is a kind of energy transference…how should I explain? You get more energy, better quality of life, better sleep, and such things. I had one “treatment,” and I’ve never felt so relaxed in all my life. It was very strange… Later she arranged courses, and I attended with several others, and it was useful/instructive (Maria).

The positive effect of homeopathy and acupuncture were mentioned by some informants, especially the benefits related to better sleeping quality and increased physical surplus:

One of my colleagues had good experience with acupuncture. So, I have spent 4000 (NOK), no matter whether it works or not, but I’ve got better. Although I’m still not completely healthy, I manage to sleep better at nights (Sandra).

I had reached rock bottom when I returned to work. I went to a homeopath who offered acupuncture, and that got me on top. I visited him for a year. I think that was the reason why I manage to work after the cancer treatment. I had a great confidence in homeopathy, and my general practitioner agreed with me (Helen).

Lastly, some of the breast cancer survivors also stated a firm belief that dietary supplements could be useful in improving the level of energy. One woman expressed the fortune of knowing someone who could provide these health promoting remedies, as follows:

I have my own methods, you know, through acquaintances, I’ve got some tips. Last year I heard about something special, expensive though! Something named “Synergy”—a lot of vitamins and minerals and other ingredients. I have used it since July last year and I feel a great difference. It works very good for me. I‘ve got a quite different everyday life since I started (Ruth).



Feeling Lucky

Luck was a recurrent construct in our material. Even though the women had been through a breast cancer diagnosis, subsequent treatment accompanied by anxiety and worries, and still were experiencing bothersome late effects; almost all of them stated -in one way or another- how lucky they felt after all. The luck they explained was associated with various aspects in life; from the most fundamental aspect of having survived to the gratitude over different life events, which they previously had taken for granted. Many of the breast cancer survivors reported that all in all, they had been very lucky compared to others—whether it was someone they knew or other persons they had heard about. The consequences of the disease could have been so much worse, such as loss of life, worse adaption to the treatment, spread of cancer, or a myriad of late effects. The feeling of luck was extensively expressed by the breast cancer survivors:

I’m praising every new day I get, and I don’t understand why I should be the one who survived…, because… they died like flies around me (Sarah).

Afterward, when I reflected on what I’ve been through, I thought that I’ve really been lucky, because the cancer hadn’t spread to other organs (Elise).

I’m lucky for being as healthy as I am. I know so many people who had a relapse of the cancer, and suddenly they’re gone. So, I feel lucky to be so content with my life (Lucy)!

Although some of the women were striving with both late effects of treatment, other comorbidities, and even challenging family situations, they still adopted a perspective of luck. The women explained their luck or gratitude in several ways:

My breast is deformed, and I find it disgusting, but I don’t care. That’s how it turned out, and I’m lucky who got cured (Evelyn).

I’ve got the best treatment and I’ve been strong enough to tolerate it, so I‘ve been very lucky (Mary).



DISCUSSION

Guided by the meaning making model developed by Park (2013), the present study aimed to explore the meaning making in the lifeworld of older breast cancer survivors, with a main focus on exploring discrepancies between situational and global meaning. As expected, the contrast between past and present was a highlighted theme in the interviews. Based on analyses of the women’s narratives, the process of meaning making and efforts to adjust discrepancies between situational and global meaning were grouped into six main themes; (1) shifting perspectives and priorities, (2) growing sense of autonomy, (3) widening the limits of normal life, (4) dissociating oneself from the disease, (5) embracing alternative health services, and (6) feeling lucky. However, as the third and the fourth theme both relates to an adjustment to normal life, they are discussed under the same heading.


Shifting Perspectives and Priorities

The general finding that the women perceived a shift from before the cancer illness were expressed as major turning points in life. Sudden and profound changes in global meaning was reported as a direct cause of the illness. Some came to see the cancer experience as a blessing—the meaning of cancer illness was to facilitate a stronger focus on what they considered important in life. Such positive appraisals of the cancer illness are linked to a reduction of incongruence to global meaning (Park and Folkman, 1997). For the women reported on here, a revision of their belief system was common. They became more conscious about how they spent money and their time, and many issues they considered important before were now considered trivial. Furthermore, by revaluing ordinary events, the women’s global meaning shifted toward generativity, which includes individual (and societal) goals of providing for the next generation (McAdams and de St Aubin, 1992); they expressed gratitude for being able to convey values and important life contents to children and grandchildren, and the value of a supporting family and friends were highlighted. All in all, the women used different coping strategies (i.e., positive reappraisal, problem-focused coping, revaluing ordinary events) to view the cancer illness in a more positive light, accommodating a shift in global meaning. The ability to transform the meaning of a traumatic experience to a positive experience is associated with the outcomes of a more positive mood, optimistic view on one’s health, less emotional distress, and post-traumatic growth (Sears et al., 2003; Urcuyo et al., 2005; Widows et al., 2005; Thornton and Perez, 2006; Schroevers and Teo, 2008; Schroevers et al., 2011). A qualitative study of 11 breast cancer survivors aged 40–86 years reported what they termed “identity transformation” which was a turning point toward promoting positive meaning making, empowerment, and control. The profound changes in global meaning after the cancer disease were described as a sudden shift toward living a more authentic life (Rashidi et al., 2020). In our study, the women’s sudden shift in global meaning was experienced as a positive turning point in life, which is in line with the evidence of meaning in life as a buffer against distress and a promotor for well-being and QoL (Tomich and Helgeson, 2002; Winger et al., 2016; Majerníková and Obročníková, 2017).



Growing Sense of Autonomy

The shift toward greater levels of autonomy can be conceptualized as accommodations of global meaning (Park and Folkman, 1997). From the cancer experience the women became more aware of the fundamental existential fact that life is not infinite. Both a stricter practice and an expansion of own boundaries grew from this new perspective on life. This involved making an autonomic choice of “no action” in situations they previously had acted (i.e., stop having large dinner parties)—and “acting” when they previously did not (i.e., travel and engage in activities without asking “permission” from others). Some women viewed the cancer experience as a blessing that made them act in accordance with what was most important in life. These findings are in line with the process of positive reappraisals of the cancer disease (Folkman and Moskowitz, 2000b), which is linked to well-being and optimistic perspectives on own health (Sears et al., 2003). All in all, the women in our study were able to transform meaning discrepancies into a new global meaning boosting autonomy.

The ability to feel a full sense of ownership to one’s behavior, regardless of traumatic life event also develops with age (Sheldon et al., 2006). According to self-determination theory people have an innate need to seek out autonomy because it is a universal inherent psychological need—and as people grow older they might find new ways to take control over their lives (Deci and Ryan, 2000). Non-internalized parts of oneself will with time be assimilated into a coherent whole (Deci and Ryan, 1991). Indeed, one study revealed that in the case of younger cancer patients a more intense search for meaning was more common compared to older patients (Schroevers et al., 2004). On the other hand, with age follows a general trend of cognitive decline and a higher likelihood of physical impairment (Ferraro and Carr, 2021), that may for some reduce the experience of autonomy (Sánchez-García et al., 2019). For the older women in the current study lack of autonomy was not expressed, even though these women report on several mental and physical health complaints. Thus, the increase of autonomy following cancer survivorship (for the women in the study) could (to some degree) be linked to their age and their likelihood of knowing themselves more. On the other hand, older age in combination with the cancer experience could cause the development of a stronger autonomy as trauma affects peoples evaluations of their capabilities, in a positive way, to face life problems in the future (Lelorain et al., 2010).



Widening the Limits of Normal Life and Dissociating Oneself From the Disease

Despite physical and cognitive impairments, being normal was important. The women defined normality as the ability to engage in the same everyday activities as before the cancer. Furthermore, a sense of normality was maintained by explaining physical and cognitive challenges to be a result of aging—a “normal” process—as opposed to a consequence of the disease, which is unexpected and generally less likely to occur. Maintaining age as an explanation of health problems may facilitate a feeling of being normal, and of having more control of the situation.

Similar to the present findings, one qualitative study of a mixed group of cancer survivors (n = 40) reported that upholding a more or less unchanged everyday life was important to them in life after cancer treatment (Henshall et al., 2016). A goal for the informants who expressed a “restitution illness narrative” was to do everything as before, including hobbies, travels, and other activities. However, somewhat contrasting to the findings presented here was that the informants presented themselves outward as if all were normal (when it was not), motivated by not wanting to be labeled, or being a burden to others (Henshall et al., 2016). Another group of informants in Henshall et al. (2016) study reported on a “quest illness narrative” which was more in line with findings of the present study where survivors had accepted that they needed to learn how to live with the cancer, which is more in line with a definition of normality as accommodations of global meaning. Although the women in the present study held on to their image of having good health and being active members of society, it appeared that they had become more flexible in terms of what it means to be “healthy” and “active” after the cancer.

As the present findings support an adjustment of global meaning through developing new meanings of “normality,” the women also explained that they did not want to associate themselves with the disease and refrained from e.g., participating in cancer support groups. These two strategies may both be viewed as a form of denial with the goal of preserving some level of normality –accommodation through expanding the notion of normality, and assimilation through distancing from the disease. The paradox of denial coping is that it may affect the psychological functioning in either a beneficial or detrimental way depending on active versus passive denial, respectively (Vos and De Haes, 2007). Positive psychological outcomes of denial are reported for distractive strategies that have the function of facilitating a positive outlook on life. The more passive escape strategies, on the other hand, is related to poorer psychological functioning (Goyal et al., 2018). It is evident that the women reported on here show a preponderance of active mobilization toward something positive, while denying the illness. In this way, they expand the boundaries of normality, accommodating global meaning.

A review of several longitudinal studies of patients with various types of cancer with study periods varying from 6 months to 3–5 years after diagnosis reported that denial coping diminished with time. On the other hand, the review found that when faced with death, an increase in denial coping became evident (Vos and De Haes, 2007). Indeed, a qualitative study of a mixed group of older cancer survivors (>65 years) reported that the cancer disease in the context of the aging body and decline became rather normalized. Approaching death was a theme for the informants, but as a consequence of age and not cancer (Hannum et al., 2016). Relative to other problems in old age, the potential detrimental consequences of cancer disease were denied by the informants. In line with the findings reported here, denial served for the most part as an adaptive coping strategy facilitating well-being and QoL (Hannum et al., 2016).



Embracing Alternative Health Services

The women were engaged in various complementary and alternative medicine (CAM), trying to ease or eliminate poor mental and physical health to improve their QoL such as practicing yoga and mindfulness, use of healing techniques, homeopathy, acupuncture and taking dietary supplements. A previous study reported that 59% of middle age- and older long-term breast cancer survivors use CAM, and these women had a higher prevalence of co-morbidities and poorer emotional functioning (Carpenter et al., 2009). The reasons for engaging in CAM is linked to the concept of health empowerment which is the ability of a person to use the necessary resources in order to achieve an improvement in one’s health (Bann et al., 2010). Indeed, among cancer patients the use of CAM could be motivated toward reducing feelings of helplessness, to be actively engaged in- and to increase control over own health. The use of CAM may therefore be an active and problem focused coping strategy to prevent and relieve physical and mental problems after cancer illness. This is in line with the findings of the present study as the women report that their own initiatives to CAM activities relieve pain, improve sleep quality, and increase energy. The outcome of assimilation and accommodation in “meanings made” for situational and global meaning was therefore quite common for the breast cancer survivors. The women have developed their understanding of the causal relationships between the cancer illness (consequences of the disease) and health outcomes. Placing themselves as active agents able to reduce detrimental consequences of the disease with CAM is a way of empowering themselves and giving new meaning to the illness. Furthermore, the women in our study shared that they also experienced new global meaning—that the engagement in CAM had altered their outlook and perspective in life. Engagement in CAM was an eye-opener to the life ahead, and they got new perspectives on their everyday life. Similar to our findings, a previous study on benefit-finding after cancer experience, reported that the use of some types of CAM was associated with finding benefit from the illness regarding personal priorities, daily activities and family as a result of changed attitudes and behavior caused by their experience of cancer (Garland et al., 2013).



Feeling Lucky

The current study reported that feelings of luck and gratitude thinking about current life situation was a common theme among the breast cancer survivors. The women reflected on the increased risk for losing their lives to cancer, complications, and late effects of the cancer disease. Comparing themselves with others, including fictive persons, who were perceived as worse off, was common. Such coping methods of downward social comparison is common for assimilating new meaning to an adverse situation (Van der Zee et al., 2000; Bellizzi et al., 2006). The dichotomy sick versus healthy may for the women reflect the discrepancies between situational and global meaning. They conceptualized their own situation to be closer to the “healthy” end of the dichotomy. This adjustment was done by assimilating new meaning to the cancer, the meaning of feeling lucky. Through these mechanisms, the women were able to see the cancer illness and themselves in a more positive light. Downward social comparison may promote QoL for cancer patients, and is associated with active coping styles such as reinterpretations and seeking social support (Van der Zee et al., 2000). However, several studies report that health promoting mechanisms related to downward social comparison depend on identification vs. contrast processes (Van der Zee et al., 2000; Brakel et al., 2012a, b; Buunk et al., 2012). That is, positive outcomes of downward social comparison is more likely when the person identifies with, as opposed to feel very different from (e.g., situation, personality etc.) the comparable person (Van der Zee et al., 2000). In the current study we do not tap into the level of strong or weak identification with the comparable persons the women refer to, but the common experience of breast cancer could increase feelings of identifying with other cancer survivors. Breast cancer is a women’s disease in which most are diagnosed from the mid-40s and up. Furthermore, international establishments of “breast cancer culture” in the public also comes with a set of attitudes and values that may facilitate connectedness to others with cancer (Bell, 2014). Consequently, it is likely that many women strongly empathize with others who have experienced breast cancer. Furthermore, the time since diagnosis may also influence on the beneficial versus negative result of downward social comparison; in early stages of diagnosis and treatment, you may look at others who are worse off and fear what awaits you when the disease advances. The long-term survivors in the current study is more likely to have a distance to the initial treatment and they have a more stable situation in which recurrence of the disease is likely smaller. Therefore, feeling lucky as “meanings made” to the cancer illness reduce the gap between situational and global meaning, and seem beneficial for increased well-being and QoL.



CONCLUSION

This study provided an in-depth exploration of meaning and meaning discrepancies of older breast cancer survivors 7–8 years after diagnosis. The women struggled with several health problems in the aftermaths of the disease, such as sleeping problems, pain, and fatigue—including cognitive and emotional impairments. Meaning and meaning discrepancies was concentrated on six main themes: shifting perspectives and priorities, growing sense of autonomy, widening the limits of normal life, dissociating oneself from the disease, embracing alternative health services, and feeling lucky. In light of the meaning making model by Park (2013), a wide range of coping techniques were initiated to change global meaning in order to transform the cancer disease into a more positive experience. Common coping efforts across the six main themes were social comparison, denial, positive reappraisal, problem-focused coping, and revaluing ordinary events. Through the process of accommodation involving different coping strategies the women experienced a comprehensive shift in their global meaning, sorting out and acting on the important things in life. The women became more respectful for their own needs through increased autonomy, and expressed kindness toward themselves with redefining what before the disease was considered a “normal” way of living. In the assimilation process, social comparison was common as they viewed their own personal experience with cancer disease as easier compared to others, and therefore they expressed luckiness. Denial coping were used to distance themselves from the cancer disease, distracting themselves and focusing on the positive. Attributing possible cancer-related late effects to age was also pronounced. Although cancer disease may lose significance among older survivors due to increased comorbidities as health problems becomes the norm (Hannum et al., 2016), this was not reported here. Problem-focused coping was also common as they, among other initiatives, sought aid in CAM. Not so common was reattributions of the cause of the cancer disease. In general, the women had come to terms with, and accepted their destiny. In case of attributions, the disease was viewed as having higher purpose, bringing positive changes to their lives. In comparison, younger cancer survivors tend to struggle more, and searching more intensely for the purpose of the disease (Schroevers et al., 2004). In conclusion, a rich pool of coping efforts, often complementing each other, were used by these women to decrease the discrepancy between global and situational meaning.

The study’s strengths centered on the homogenous sample of older (60–87 years) breast cancer survivors, all being equal in time since cancer treatment (7–8 years) which allows for generalizing the findings to older, long-term survivors of breast cancer. On the other hand, the long timeline could result in recall bias and thereby influence the study’s reliability. The interviews were conducted to gain knowledge on life beyond cancer, and the semi-structured interviews were not specifically designed for gaining in depth information on meaning making. Although the number of interviews (n = 23) provided rich material, and the process of analyzing the data was comprehensive due to the introduction of the meaning making model halfway in the analysis, the interviewer could not at this point ask the informants to clarify or invite the women to further explore themes relevant specifically for meaning making. Future studies should therefore focus specifically on meaning and meaning making. Furthermore, some additional constructs evinced significant for coping and meaning making such as self-compassion and emotional intelligence should be included to get a deeper understanding of the phenomena of the meaning making process for older breast cancer survivors (Teques et al., 2016; Ewert et al., 2021). Finally, future research should aim for conducting longitudinal qualitative research on meaning making for gaining knowledge on meaning making trajectories from onset of the cancer illness, to long-term survivorship. This is especially valuable given that cancer survivorship is a process of living after a diagnosis—and lasts throughout life (Mullan, 1985).

Meta-analyses provide evidence that existential meaning making interventions are effective and helpful for patients across all stages and types of cancer (Oh and Kim, 2014; Vos et al., 2015; Bauereiss et al., 2018). They are found to enhance perceived meaning in life, well-being, and mental health, and to reduce psychological distress after cancer (Henry et al., 2010; van der Spek et al., 2017). Like the findings of the current study, meaning making efforts can be successful as the life for many survivors become more meaningful after cancer disease. Contrary, many cancer patients report on unmet needs for help with their meaning making (van der Spek et al., 2013), and the facilitation of meaning making processes is rarely included in the follow-up care for cancer survivors (Selby et al., 2017). Thus, the practical implications from the current study may help health care professionals provide care for women who have experienced breast cancer. The concrete knowledge of common coping efforts in the meaning making process may help in developing future interventions and gaining a deeper understanding for older survivors of breast cancer.
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The purpose of this study was to examine multiple direct and indirect pathways of the association between older age and mental health through COVID-19-related stress perceptions, meaning in life, and forgiveness of situations. Participants were 1,382 U.S. adults who were part of the Harvard Digital Lab for the Social Sciences panel who volunteered to complete a 12 min survey in the spring of 2020. The sample had an average age of 56 years, was slightly more male (55%) than female (44%) or other (2%), mostly White (88%), well-educated (70% bachelors degree or more), and middle-income ($60,000–$75,000 annually). Measures included: COVID-19-related stress perceptions (e.g., concerns about infection, job, lack of necessities), presence of and search for meaning in life, forgiveness of situations, psychological distress, hopelessness, and optimism. A latent mental health variable was created that was comprised of psychological distress, hopelessness, and optimism. All hypothesized direct effects were in evidence, and all but one indirect effect were observed. Specifically, older age was related to better mental health through higher presence of meaning and lower search for meaning. Older age was also related to better mental health through a serial indirect pathway from lower COVID-19-related stress perceptions to higher presence of and lower search for meaning and higher forgiveness of situations to mental health. The proposed model was largely supported and confirms existing theory and research on aging, positive psychological processes, and mental health. Findings also offer new insights on the unique potential role of forgiveness of situations and its theoretical relevance to offending situations such as the COVID-19 pandemic. The present study offers a beginning for theorists, researchers, and practitioners to consider the connections between aging and mental health and the intricate interconnections between stress appraisal and positive coping resources that may serve to support it.

Keywords: old age, late adulthood, forgiveness, meaning in life, mental health, stress appraisals, COVID-19


INTRODUCTION

The COVID-19 pandemic presents challenges in all walks of life for people around the world (American Psychological Association, 2020; Pandey et al., 2020; Varga et al., 2021). Often these challenges are either buffered or exacerbated by socio-demographic variables (e.g., net worth, social support, and job-security) (McKnight-Eily et al., 2021). One notable example is the importance of age in terms of one's risk for contracting the coronavirus (The Novel Coronavirus Pneumonia Emergency Response Epidemiology Team, 2020) and experiencing adverse outcomes including mortality (Nanda et al., 2021). However, while advanced age may create biological vulnerability to disease including COVID-19, generally older adults report good mental health (Westerhof and Keyes, 2010). In the specific context of the COVID-19 pandemic, community-dwelling, older adults may experience fewer COVID-19-related stressors and appraise them as less threatening (Park et al., 2020). Beyond the effects of less exposure to and less threatening appraisals of common pandemic-related stressors such as job loss or lack of necessities, there may also be other mechanisms that could protect older adults' mental health during the COVID-19 pandemic. A key focus of the present study is to highlight the importance of two key psychosocial mechanisms for protecting older adults' mental health—meaning and forgiveness. More specifically, we will examine presence of and search for meaning in life and forgiveness of situations, an all too often overlooked or dimension of forgiveness that could be apropos to the COVID-19 pandemic circumstances. We chose to examine these two factors because older adults show higher levels of presence of meaning and lower levels of search for meaning (Steger et al., 2009) and higher levels of multiple forms of forgiveness (Toussaint et al., 2001). This raises two key questions. First, could the appraisal of less stress related to the COVID-19 pandemic serve as a mechanism for increased presence of meaning, decreased search for meaning, and increased forgiveness of situations? Second, could the resulting increased presence of meaning, decreased search for meaning, and increased forgiveness of the COVID situation have benefits for mental health?


Late Adulthood, Stress, and Mental Health

Lifespan development theorists argue that development continues well into late adulthood. Notable theorists such as Carstensen et al. (2003), Charles (2010), Erikson (1982), and Tornstam (2005) offer perspectives that suggest that in later adulthood, aging individuals confront key challenges and can resolve them in ways that lead to mental health and well-being. More specifically, Charles (2010) suggests in her Strength and Vulnerability Integration model that older adults are more likely to engage strategies that limit negative experiences. Erikson (1982) suggests that the integrity versus despair stage of development occurs in late life and consists of feelings of regret about missed opportunities, unachieved goals, or lack of productivity (i.e., despair) or a sense of meaning, coherence, and satisfaction with how life has turned out (i.e., integrity). Tornstam (2005) argues in his Gerotranscendence theory that as individuals age, they become less self-centered and more other-oriented and transcendent in their perspective. Carstensen et al. (2003) suggests in their Socioemotional Selectivity Theory that as individuals age they prioritize meaningful goals and selectively invest in relationships and people who provide positive emotional outcomes. Collectively, these theories support the hypothesis that older adults, in the course of resolving late-life issues (Erikson), transforming perspectives and goals (Tornstam), avoiding negative stimuli and stressors (Charles), and selectively investing in relationships (Carstensen), might build personal and social resources that allow one to experience less threatening stress appraisals, cope better with stress, and enjoy better mental health and well-being.

Although the evidence is not entirely clear-cut (Jorm, 2000), considerable research does support the assertion that older adults experience less stress (Aldwin, 1990), less depression and enjoy more positive emotions (Blazer and Hybels, 2005; Kessler et al., 2010a). This has been especially true during the COVID-19 pandemic. For instance, older adults experienced such things as less stress, depression, and anxiety and better emotional well-being and resilient coping in several studies including: (a) a sample of older adults from 26 countries (Kowal et al., 2020), (b) an international sample from 63 countries (Varma et al., 2021), (c) a U.S. sample (Carstensen et al., 2020), and (d) a U.S. and Canadian sample (Klaiber et al., 2020). Additional U.S. studies showed that older adults reported less exposure to COVID-19-related stressors specifically, and importantly, rated COVID-19 events as less stressful (i.e., less threatening stress appraisals) (Park et al., 2020), and reported less negative impact of COVID-19 on well-being (Knepple Carney et al., 2021). In summary, both theoretical and empirical work suggest that older adults who progress through stages of late life development that lead to a sense of integrity, altruism, other-orientedness, and strong social support can enjoy less stress, less concerning stress appraisals, and better mental health and well-being. These advantages of late life have particular relevance for the COVID-19 pandemic because they facilitate adjustment during a time of unbearable stress and mental health crises (American Psychological Association, 2020).



Late Adulthood, Stress, Meaning, and Forgiveness

From a broad view, much of the collective work done by Carstensen et al. (2003), Charles (2010), Erikson (1982), and Tornstam (2005) could be viewed as coalescing around the idea that individuals in later adulthood who have cognitive and emotional skills that promote positive aging can do better in coping with life stress and thereby experience better mental health. Two important implied aspects of these theories that are central to the present work are meaning and forgiveness. Meaning making and forgiveness are coping strategies relevant to the integrity-despair life stage (Erikson, 1982), are in support of the transformation from inward to outward other-focused thought and altruism (Tornstam, 2005), and are key to selectively investing and maintaining emotionally support social networks (Carstensen et al., 2003). Forgiveness, including forgiveness of situations, has been shown to be higher in older adults (Toussaint et al., 2001; Kaleta and Mróz, 2018) and an important part of the late life process of integrity and despair resolution which can contribute to better mental health (Dezutter et al., 2016; Derdaele et al., 2019). Presence of meaning in life has also been shown to be higher and search for meaning in life has been shown to be lower in older adults as compared to younger adults and both are correlated with mental health and emotional well-being in the late life stage (Steger et al., 2009). Importantly, these age differences in forgiveness and meaning may come about as a result of the late-life developmental changes discussed by lifespan theorists (Erikson, 1982; Carstensen et al., 2003; Tornstam, 2005; Charles, 2010) which may also modulate stress appraisal through more ego-integration, altruism, and social support, and hence make forgiveness and meaning in later years even more likely. Indeed, both the stress-and-coping theory of forgiveness (Worthington and Scherer, 2004) and logotherapy (Frankl, 1985) suggest that it is the appraisal of a stressful event or set of circumstances that prompts an individual to consider the need to engage in forgiveness or make sense of a life event or social circumstance that has caused harm to oneself or others.



Meaning, Forgiveness, and Mental Health

Central to our understanding of forgiveness and meaning is that both processes are healthy, adaptive forms of coping with life events and circumstances deemed stressful. Indeed, making sense of one's life has been shown to be connected with improved mental and physical health (Cohen et al., 2016; Thir and Batthyány, 2016; Musich et al., 2018), and this is equally true for individuals in late life as in younger individuals (Steger et al., 2009). Results of a meta-analysis show that meaning is also inversely related to post-traumatic stress disorder symptom severity (Schäfer et al., 2019), and an additional meta-analysis shows that meaning is connected to a broad range of improved mental health and well-being outcomes including depression, satisfaction with life, pain, cognitive function, health-related quality of life, and several other health outcomes in older adults (Koelen et al., 2017). Similar to research on meaning and health, a good deal of research on forgiveness and mental health has shown that forgiveness is related to better mental health outcomes and these relations are at least as strong if not stronger for older adults (Toussaint et al., 2001; Webb and Toussaint, 2020). Much of the research on forgiveness and health relies on the stress-and-coping theory of forgiveness (Worthington and Scherer, 2004) to explain associations between the stress of unforgiveness, forgiveness, and mental health. That is, unforgiveness is considered stressful and can have deleterious connections to mental health, whereas the reverse is true for forgiveness which has a beneficial connection to mental health. In line with theories of late-life development (Erikson, 1982; Carstensen et al., 2003; Tornstam, 2005), if older adults are more inclined toward altruism and selective investment in relationships which they are highly motivated to maintain, then forgiveness may be especially helpful for older adults. It is important to note, however, that most research on forgiveness and health is focused on self-forgiveness or forgiveness of others and rarely does forgiveness of broader situations get considered. Bad situations can be viewed as offending an individual's sense of justice, just-world beliefs, or meaning (Thompson et al., 2005). As such, situations can be forgiven in a fashion roughly akin to self-forgiveness or forgiveness of others wherein the primary transformation is from negative thoughts, feelings, and motivations regarding the situation to more positive thoughts, feelings, and motivations. Offending situations abound, and exemplars would include catastrophic events such as natural disaster or terminal or chronic illness (e.g., COVID-19). It is uncanny that forgiveness has been theoretically and empirically tied to human-made and natural disasters and acts of god (Worthington Jr et al., 2016; Toussaint et al., 2017; Fincham and May, 2021), but consideration of forgiveness of situations and its role in resilience and recovery has been virtually absent. This is a significant omission in the literature. Hence, it is important to empirically examine forgiveness of situations and understand its potentially unique role in aging, stress, and mental health.



A Comprehensive Model

Based on the review of the literature above, the model tested in this study examines two main research questions. First, we examine the association of older age and its relation to COVID-19-related stress perceptions, presence of and search for meaning, and forgiveness of situations. Further, we examine the extent to which age differences in presence of and search for meaning and forgiveness of situations might be indirectly conveyed through reduced COVID-19-related stress perceptions. Second, we examine indirect associations of age with mental health through presence of and search for meaning and forgiveness of situations, and further examine serial indirect associations from age to COVID-19-related stress perceptions to presence of and search for meaning and forgiveness of situations to mental health.



Present Study

The present study examines a model of age, COVID-19-related stress perceptions, presence of and search for meaning, forgiveness of situations, and mental health in a national sample of U.S. residents who completed an online survey between April 17, 2020 and July 17, 2020. We hypothesize that individuals age 65 and over will have lower COVID-19-related stress perceptions and that these will allow greater presence of meaning and forgiveness of the situation as well as less search for meaning. Presence of meaning along with forgiveness of situations will be positively and search for meaning will be negatively related to mental health. As such we hypothesize all possible direct (see Figure 1) and 10 indirect (both single-mediator and serial mediator, see below) associations will be present in the model. The hypothesized indirect associations are as follows:

↑Age 65+ → ↓COVID-19 stress perceptions → ↑Mental health

↑Age 65+ → ↓COVID-19 stress perceptions → ↑Presence of meaning

↑Age 65+ → ↓COVID-19 stress perceptions → ↓Search for meaning

↑Age 65+ → ↓COVID-19 stress perceptions → ↑Forgiveness of situations

↑Age 65+ → ↑Presence of meaning → ↑Mental health

↑Age 65+ → ↓Search for meaning → ↑Mental health

↑Age 65+ → ↑Forgiveness of situations → ↑Mental health

↑Age 65+ → ↓COVID-19 stress perceptions → ↑Presence of meaning → ↑Mental health

↑Age 65+ → ↓COVID-19 stress perceptions → ↓Search for meaning → ↑Mental health

↑Age 65+ → ↓COVID-19 Stress Perceptions → ↑Forgiveness of Situations → ↑Mental Health


[image: Figure 1]
FIGURE 1. Hypothesized structural model. + and – indicate predicted positive and negative associations.





METHOD


Participants

Participants in this study were individuals who were part of the Harvard Digital Lab for the Social Sciences (DLABSS). This is an international panel of 16,000 volunteer respondents who participate in social science research. For the present study, a U.S. national sample of 1,382 respondents completed, on average, a 12 min survey between April 17, 2020 and July 17, 2020 that included multiple measures of health, psychosocial, religious and spiritual, and COVID-19-related stress perceptions and anxiety. Table 1 contains descriptive statistics for all socio-demographic variables. Participants had a median age of 56 years. In terms of sex, 41% were female, 55% were male, and 2% other. The predominant race was “White” (88%) while each of the other racial categories represented 5% or less of the sample. The sample was well-educated with ~70% of participants having an undergraduate or graduate degree. The median annual household income category (chosen from 25 categories) was $60,000–$75,000. Institutional review board approval was obtained for this study (IRB20-0599), and all participants were provided with informed consent.


Table 1. Socio-demographic characteristics.
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Measures
 
Age

Respondents provided their birth year. Birth year was subtracted from 2020 to obtain an individual's age. Although age was collected and computed in this continuous form, for the purposes of this study and special issue, we chose to focus on the differences between individuals 65 years of age and older compared to adults who were younger than 65.



COVID-19-Related Stress Perceptions

COVID-19-related stress perceptions were assessed by asking respondents to indicate their levels of concern regarding four issues facing them in the pandemic. The issues included concerns about: oneself or one's family members being infected with the coronavirus, one's job, business, or personal finances, and running out of necessities like food, toilet paper, or medications. Each item was rated on a 1 (not at all) to 5 (extremely) response scale. Internal consistency for this scale in the present study was 0.67.



Meaning in Life

Meaning in life was assessed using four items from the Meaning in Life Questionnaire-Short Form (Steger and Samman, 2012). The original scale measures presence of and search for meaning in life with six items. Because of time constraints of the survey (12 mins or less required for adequate participation), we sought to shorten this assessment by 33% (two items). As all six items had very high loadings on their respective presence and meaning factors, we chose two items from each factor with the clearest face-validity. An example presence of meaning item is, “My life has a clear sense of purpose,” and an example search for meaning item is, “I am searching for meaning in my life.” The scale has excellent factorial and construct validity with measures of well-being. Each item was rated on a 1 (absolutely untrue) to 5 (absolutely true) response scale. Internal consistency of the presence and search subscales in the present study was 0.87 and 0.75, respectively.



Forgiveness of Situations

Forgiveness of situations was assessed using a shortened form of the scale developed by Thompson et al. (2005). Forgiveness of situations is conceived of by Thompson et al. (2005) as being similar to forgiveness of oneself and others because situations can create affronts to one's sense of justice or fairness and hence can be the source of offense. Victims of offensive situations might be those affected by natural or human-made disasters or may be patients diagnosed with terminal or chronic diseases, or may simply be an individual caught in adverse or challenging circumstances for which an easy target of blame cannot be identified. The forgiveness of situations scale was shortened from six to two items because of time constraints of the overall survey. Based on the results of factor analyses of four independent datasets totaling 4,050 respondents, we chose the consistently highest loading two items to include as the forgiveness of situations scale in this study. These items were: “With time I can be understanding of bad circumstances in my life,” and “I eventually make peace with bad situations in my life.” Each item was rated using the original response options given by Thompson et al. (2005) of 1 (almost always false of me) to 7 (almost always true of me). Internal consistency for this scale in the present study was 82.



Mental Health

Three aspects of mental health were assessed with the intent to create a latent variable that taps cognitive and emotional aspects of positive mental health and well-being. Psychological distress was measured using the Kessler-6 (Kessler et al., 2010a,b). This scale contains six items assessing key symptoms of non-specific psychological distress. Examples include feeling “nervous,” “hopeless,” and “worthless.” Each item was responded to with response options of 0 (none of the time) to 3 (most of the time). The Kessler-6 is one of the most commonly used measures of psychological distress and has excellent psychometric properties (National Comorbidity Survey, 2005). Internal consistency for this scale in the present study was 0.89.

Hopelessness was measured as the second component of mental health. We used a brief two-item index of hopelessness (Everson et al., 1996, 1997). The items are: “The future seems to me to be hopeless, and I can't believe that things are changing for the better,” and “I feel it is impossible for me to reach the goals that I would like to strive for.” Each item was responded to with 1 (strongly disagree) to 5 (strongly agree) response options. The scale has good construct validity and has been used in several population-based studies (Fraser et al., 2014). Internal consistency for this scale in the present study was 0.77.

Optimism was measured as the third component of mental health. We used the three-item optimism subscale of the Life Orientation Test developed by Scheier et al. (1994). An example item is, “In uncertain times, I usually expect the best.” Each item was responded to with 1 (I disagree a lot) to 4 (I agree a lot) response options. This scale is one of the most widely used measures of optimism and possesses excellent reliability and validity (Scheier et al., 1994). Internal consistency for this scale in the present study was 0.85.



Socio-Demographics

Socio-demographic variables (other than age) included sex, race, education, and income and were included as covariates in the model.




Analyses

Descriptive statistics and bivariate analyses were conducted. The hypothesized model was tested using the lavaan package in R. The lavaan package offers the ability to test the proposed serial mediation model and examine direct, indirect, and serial indirect effects. Indirect effects were tested using bias-corrected bootstrapped confidence intervals (N = 1,000) as recommended by Hayes (2013). Model fit was determined using χ2, confirmatory fit index (CFI), root mean-square error of approximation (RMSEA), and standardized root mean residual (SRMR) and recommended by Kline (2015). Evidence of an acceptable-fitting model was taken by CFI ≥ 0.90, RMSEA ≤ 0.08, SRMR ≤ 0.08, and evidence of a good-fitting model was taken by CFI ≥ 0.95, RMSEA ≤ 0.05, SRMR ≤ 0.05 (Schermelleh-Engel et al., 2003; Kline, 2015). Power to reject an ill-fitting model (parameters: RMSEA = 0.08, p = 0.05, N = 1,382) was 0.99. Model estimation was performed using maximum likelihood with full information maximum likelihood used to account for missing data. The Bollen-Stine χ2 statistic (p < 0.0001) indicated a significant departure from multivariate normality so robust, bootstrap-adjusted fit indices are reported. All reported parameter estimates controlled for biological sex, race, education, and income. Statistical significance was set at p < 0.05.




RESULTS

Table 2 contains means, standard deviations, and bivariate correlations for main study variables. Participants aged 65 and older showed less COVID-19-related stress perceptions, search for meaning, psychological distress, and hopelessness (rs = −0.12 to −0.25), and more presence of meaning, forgiveness of situations, and optimism (rs = 0.08–0.26). More COVID-19-related stress perceptions was associated with less presence of meaning, forgiveness of situations, and optimism (rs = −0.12 to −0.37), and more search for meaning, psychological distress, and hopelessness (rs 0.18–0.53). More presence of meaning was associated with less search for meaning, psychological distress, and hopelessness (rs = −0.12 to −0.41), and more forgiveness of situations and optimism (rs = 0.32–0.46). Search for meaning was associated with more psychological distress and hopelessness (rs = 0.18–0.28) and less optimism (r = −0.14) but was unrelated to forgiveness of situations (r = −0.03). Forgiveness of situations was related to less psychological distress and hopelessness (rs −0.23 to −0.26) and more optimism (r = 0.38). Psychological distress was related to more hopelessness (r = 0.66) and less optimism (r = −0.54) and more hopelessness was related to less optimism (r = −0.58).


Table 2. Descriptive statistics and bivariate correlations for main study variables.
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The hypothesized serial mediation model was tested and results are summarized in Figure 2. To reduce measurement error and improve the precision of our structural estimates we created a latent mental health variable comprised of indicators including psychological distress, hopelessness, and optimism. Standardized loadings for psychological distress, hopelessness, and optimism were −0.81, −0.78, and 0.72, respectively. Overall model fit was good: χ2 = 52.39, p < 0.001; CFI = 0.99; RMSEA = 0.03; SRMR = 0.03. Participants age 65 and older showed less COVID-19-related stress perceptions (B = −0.16, β = −0.09, p < 001), more presence of meaning (B = 0.43, β = 0.07, p = 0.009), less search for meaning (B = −0.60, β = −0.09, p = 0.002), no relation to forgiveness of situations (B = 0.26, β = 0.05, p = 0.076), and better mental health (B = 1.15, β = 0.15, p < 0.001). COVID-19-related stress perceptions was related to less presence of meaning (B = −0.59, β = −0.16, p < 0.001), more search for meaning (B = 0.63, β = 0.16, p < 0.001), less forgiveness of situations (B = −0.35, β = −0.11, p < 0.001), and poorer mental health (B = −1.96, β = −0.44, p < 0.001). Presence of meaning (B = 0.39, β = 0.33, p < 0.001) and forgiveness of situations (B = 0.25, β = 0.17, p < 0.001) were related to better, and search for meaning (B = −0.11, β = −0.10, p < 0.001) was related to poorer mental health.
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FIGURE 2. Results of structural equation model showing associations between older age, COVID-19-related stress perceptions, meaning, forgiveness, and mental health. Structural equation model of direct and indirect associations of older age with COVID-19-related stress perceptions, presence of and search for meaning, forgiveness of situations, and mental health. All coefficients are standardized and adjusted for sex, race, education, and income. ***p < 0.001.


There are several indirect effects that are of interest in this study (see Table 3). There were seven single-mediator indirect associations to examine. Participants age 65 and older experienced less COVID-19-related stress perceptions which was associated with poorer mental health, and the indirect association was statistically significant (B = 0.32, β = 0.04, 95% CI of B = 0.15–0.50). Participants age 65 and older experienced less COVID-19-related stress perceptions which was associated with less presence of meaning, and the indirect association was statistically significant (B = −0.10, β = −0.01, 95% CI of B = −0.17 to −0.04). Participants age 65 and older experienced less COVID-19-related stress perceptions which was associated with more search for meaning, and the indirect association was statistically significant (B = 0.10, β = 0.01, 95% CI of B = 0.04–0.18). Participants age 65 and older experienced less COVID-19-related stress perceptions which was associated with less forgiveness of situations, and the indirect association was statistically significant (B = −0.06, β = −0.01, 95% CI of B = −0.11 to−0.02). Participants age 65 and older experienced more presence of meaning which was associated with better mental health, and the indirect association was statistically significant (B = 0.17, β = 0.02, 95% CI of B = 0.05–0.30). Participants age 65 and older experienced less search for meaning which was associated with poorer mental health, and indirect association was statistically significant (B = 0.07, β = 0.01, 95% CI of B = 0.02–0.13). Age was not associated with forgiveness of situations which was associated with better mental health, but the indirect association was not statistically significant (B = 0.06, β = 0.01, 95% CI of B = −0.01 to 0.14).


Table 3. Indirect associations.
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There were three serial (two-mediator) indirect associations to examine. Participants age 65 and older experienced less COVID-19-related stress perceptions which was associated with more presence of meaning which was associated with better mental health, and this serial indirect association was statistically significant (B = 0.04, β = 0.01, 95% CI of B = 0.02–0.07). Participants age 65 and older experienced less COVID-19-related stress perceptions which was associated with more search for meaning which was associated with poorer mental health, and this serial indirect association was statistically significant (B = 0.01, β = 0.01, 95% CI of B = 0.00–0.02). Participants age 65 and older experienced less COVID-19-related stress perceptions which was associated with more forgiveness of situations which was associated with better mental health, and this serial indirect association was statistically significant (B = 0.01, β = 0.01, 95% CI of B = 0.01–0.03).



DISCUSSION

The present study sought to examine direct and indirect pathways through which older age was associated with better mental health during the height of the first wave of the COVID-19 pandemic in the United States from April 2020 to July 2020. Our results provide the first known data linking age, COVID-19-related stress perceptions, meaning and forgiveness, and mental health. Older age was directly associated with less COVID-19-related stress perceptions, less search for meaning, and more presence of meaning and forgiveness of situations, and better mental health. Of equal interest in this study was the indirect association of older age with mental health through single and serial indirect pathways. Older age was associated with better mental health through single indirect pathways including COVID-19-related stress perceptions as well as presence of and search for meaning, but not forgiveness of situations. Older age was associated with better mental health through serial indirect pathways including older age and less COVID-19-related stress perceptions as the first association and COVID-19-related stress perceptions and each of the meaning and forgiveness variables as the second association in which each of these, in turn, was associated with mental health. In the case of both direct and indirect associations, the associations demonstrated in this model provide theoretical confirmation and empirical basis for continued examination in future studies.

More specifically, all of the hypothesized direct effects in this model were confirmed and were the most robust associations identified. Perhaps most importantly, the hypothesized direct associations between older age and lower COVID-19-related stress perceptions and better mental health were confirmed. This offers support for our theoretical model, grounded in lifespan theories (Erikson, 1982; Carstensen et al., 2003; Tornstam, 2005; Charles, 2010), suggesting that older individuals who develop stronger ego-integrity, altruistic perspectives, attention to positive vs. negative aspects of life, and social support may be able to appraise stressful situations in less threatening ways and enjoy better mental health. The present findings also coincide with existing empirical work on stress and mental health in general (Blazer and Hybels, 2005; Kessler et al., 2010a) and in specific reference to the COVID-19 pandemic (Carstensen et al., 2020; Klaiber et al., 2020; Kowal et al., 2020; Park et al., 2020; Knepple Carney et al., 2021; Varma et al., 2021).

Findings from this study also support empirical research regarding meaning and forgiveness. That is, the present findings confirm that, compared to younger individuals, older individuals experience higher presence of and lower search for meaning (Steger et al., 2009). The present findings also confirm the work of Kaleta and Mróz (2018) in Poland and show higher levels of forgiveness of situations in older U.S. adults. Existing empirical work has also shown that both meaning and forgiveness are connected with better mental health (Toussaint et al., 2015; Cohen et al., 2016; Musich et al., 2018), and the present findings add to this work, and in the case of forgiveness of situations, importantly contribute uniquely to the literature.

Testing the indirect associations of older age with mental health through COVID-19-related stress perceptions and meaning and forgiveness of situations revealed several unique findings. First, single-mediator models revealed that lower COVID-19-related stress perceptions and higher presence of and lower search for meaning all served as routes for indirect associations between older age and better mental health. The only hypothesized indirect effect that did not get supported was that older age was not connected to better mental health through higher levels of forgiveness of situations. Because this indirect association was being tested simultaneously with other indirect associations to mental health, this likely reflects the relative importance of meaning over forgiveness of situations in the context of the COVID-19 pandemic.

Examination of the serial indirect associations included in the model showed that all three hypothesized associations were confirmed. Older age was associated with lower COVID-19-related stress perceptions which was associated with more presence of and less search for meaning, and more forgiveness of situations, and presence of meaning and forgiveness of situations were associated with better mental health while search for meaning was associated with poorer mental health. Confirming the existence of these three indirect pathways from older age to better mental health is important. These findings offer what might be initial evidence of a model of positive aging that emphasizes the role of stress perceptions and positive psychological processes that promote mental health. This model could be expanded to include other positive psychological states and traits likely to develop in older age such as wisdom and awe (Krause and Hayward, 2015) to consider their role in the connection between older age and mental health. Other positive psychological variables such as grace, temperance, and curiosity could also be incorporated into this type of model.



LIMITATIONS

Limitations regarding sample, measurement, and design and analysis of this study should be considered. First, despite the Harvard DLABSS panel being a diverse one (Strange et al., 2019), the respondents to this study were overwhelmingly White, highly educated, and middle-upper income. This is a considerable limitation, given that so much of the COVID-19 pandemic's impact was felt disproportionately by people of color and those with less education and income (McKnight-Eily et al., 2021). Nevertheless, data collection of this type without specific funding was only possible using tools such as the DLABSS. Second, our COVID-19-related stress perceptions variable was not a validated stress appraisal measure but was constructed by the authors to assess key areas of stress/concern in the face of the pandemic. While content- and face-valid, other reliability and validity statistics are not available. For a short measure, the internal consistency of the measure was acceptable, but further examination of this measure could be useful. At the time of our study we were unaware of any well-validated measures of this type for use. Third, regarding design and analysis, there are key considerations. The design is a cross-sectional one and causal conclusions cannot be made. The analyses are structural equation models that include several manifest and latent variables and multiple single- and serial-indirect associations. With all this competition for direct and indirect predictors of variance in the outcome, it is not surprising that several of the effect sizes (β) of the parameters are small. Nevertheless, effect sizes do not have to be large in size for them to have considerable impact on large populations or across a lifetime of years (Abelson, 1985; Prentice and Miller, 2003). It is also important to note that age 65+ variable is a dichotomous one in our model and while standardized parameter estimates are provided for interested readers, interpreting effect size using these estimates (β) should be done with caution (Gelman, 2008) and some analysts recommend placing equal or more emphasis on interpreting unstandardized coefficients in this case (Baguley, 2009; Hayes, 2017).



CONCLUSIONS

The present study seeks to examine a model of older age, COVID-19-related stress perceptions, meaning and forgiveness, and mental health and better understand the multiple routes of connection that older age has to better mental health during the COVID-19 pandemic. The strongest routes are through reduced COVID-19-related stress perceptions and improved presence of meaning in life. However, more intricate connections do exist, and while smaller in magnitude, offer important avenues to consider in continued theoretical and empirical work. Furthermore, knowing that COVID-19-related stress perceptions and presence of meaning have been important mechanisms through which older adults might have experienced better mental health during the pandemic, and further, knowing that COVID-19-related stress perceptions and both meaning and forgiveness may act in direct, indirect and serial-indirect ways to promote mental health in older adults, it may be wise for gerontologists, counselors, and other practitioners to consider the implications of these findings, continue to observe theoretical and empirical developments in these areas, and envision how these findings may impact their own practice with older adults. As older adults continue to develop into one of the largest segments of our population and as the threat of more frequent pandemics in the future looms, all relevant tools for protecting vulnerable older adults from mental health impairments should come to the fore and be considered for possible use in the collection of tools for psychotherapeutic uses in these times. Of course, this will require further theoretical and empirical development, and we hope that the present study can serve as a beginning in that way.
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In the Netherlands and in Belgium, a political debate emerged regarding the possibility of euthanasia and assisted suicide (EAS) for older adults who experience their lives as completed and no longer worth living, despite being relatively healthy. This mini-review aimed to (1) present an overview of the terms used to denote this phenomenon as well as their definitions and to (2) explore how the underlying experiences are interpreted by the study authors. A systematic search was performed in Web of Science, MEDLINE, PsycINFO, and CINAHL, yielding 35 articles meeting the selection criteria. We selected empirical, English-language articles published in peer-reviewed journals. Participants had to have a first-person experience of the phenomenon or be assessed for it, or have a third-person experience of the phenomenon. Results show that the terms tiredness of life (ToL) and weariness of life (WoL) were used most frequently, also in the broader literature on suicidal expressions across the life span. Many studies mentioned operational definitions or synonyms rather than theoretical definitions. Moreover, inside the EAS debate, the term ToL was more common, its definition incorporated death wishes, and it was regularly framed existentially. Outside of this debate, the phenomenon was generally considered as a part of suicidal ideation distinct from death wishes, and its experience was often associated with underlying psychopathology. We discuss the need to establish consensus definitions and conclude that only a multidimensional view may be suitable to capture the complex nature of the phenomenon.
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INTRODUCTION

Old age is associated with numerous losses, such as of cognitive and physical abilities and social ties. Still, the majority of older adults maintains high levels of life satisfaction up to an advanced age (Gana et al., 2013), with reductions in wellbeing usually only being observed in the very last phase of life (i.e., terminal decline; Gerstorf et al., 2008). A number of older adults, however, appear to cope less well with the challenges of late life and start to lack a sense of meaning. They develop the feeling that their life is not worth living anymore, sometimes reporting an associated death wish. These experiences also seem to develop in the absence of severe physical and mental disorders (van Wijngaarden et al., 2015; Van Humbeeck et al., 2020).

Research into this phenomenon is still an emerging area. Different terms, such as completed life, tiredness of life (ToL), or life fatigue, have been used to denote the phenomenon, but the terms lack agreed-upon definitions as well an integration with other research areas. Additionally, the terminology is influenced by the political debate that emerged in the Netherlands and in Belgium, surrounding the possibility of euthanasia and assisted suicide (EAS) for older adults experiencing their life as not worth living anymore (e.g., Oosterom and van de Wier, 2020). For example, the term completed life is a literal translation of the Dutch term “voltooid leven,” which is central in the EAS debate in the Netherlands. Hence, to advance the knowledge on the phenomenon, the use of consistent and well-defined terms as well as an integration with the broader literature is needed.

This mini-review therefore has two main aims: First, we seek to present an overview of the terms that have been used in the empirical literature to describe the phenomenon that older adults experience their lives as completed and no longer worth living. We will present both definitions/descriptions of these terms and the contexts and populations they are associated with, thus not restricting our search to their use in late life populations. Second, we aim to explore how the underlying experiences are interpreted by study authors (e.g., as a normative experience, a pathological condition, an existential problem).

By taking a broad approach, we hope to gain insight into the extent to which the various terms describe the same or differing (severities of) underlying phenomena, in how far they reflect a different theoretical approach, and where terminological and theoretical overlap with other research areas might lie.



MATERIALS AND METHODS


Search Strategy

We systematically searched four databases: MEDLINE, PsycINFO (both via Ovid), CINAHL (via EBSCO), and Web of Science core collections. Databases were searched from inception until 16-03-2021.1 Keywords were completed life, tiredness of life, suffering from life, weariness of life, finished with life, life fatigue, and their variations (e.g., “tired of living”; based on van Wijngaarden, 2016; for the full search strings per database see OSF). In addition to the database search, we examined the reference lists of included articles as well as of related reviews that were identified through our search for further references.



Study Selection and Data Extraction

Articles were eligible if they (a) were written in English, (b) published in a peer-reviewed journal, (c) discussed the topic of “tiredness of life” (or an alternative term), (d) used an empirical study design, and (e) investigated either participants with a personal, first-person experience of the phenomenon or assessed them for this experience, or studied participants with a third-person experience of the phenomenon (such as caregivers). We focused on empirical English-language articles and a study population with experience with the phenomenon as we were interested in the international use of the terminology compared to the use within the national political debate.

Study selection was performed using Mendeley and Rayyan (Ouzzani et al., 2016). In the title/abstract screening, the first 50 references were screened independently by both authors, reaching an agreement of 98%. Consequently, the first author conducted the rest of the title/abstract screening as well as the full-text screening and data extraction. From all studies, we extracted general study details (first author, year of publication, country, and study design), study focus (main aims and results), terminology, definition/description/operationalization, and interpretation/framing. Depending on the type of sample studied, we also extracted information regarding participants’ age and gender (first-person experience) or role/occupation and work experience (third-person experience). Doubts during screening and extraction were discussed with the second author.



Data Analysis

For the first aim, we made an overview of all (main) terms used for the phenomenon in the articles and then grouped them (e.g., combining tired of living and tiredness of life). For each of these terms, we then created an overview of the characteristics of the studies that applied a given term – namely country, publication year range, age range, type of sample, first- versus third-person perspective, and conducted inside versus outside EAS debate – as well as the definitions given. For the second aim, we assigned one or multiple primary and secondary perspectives to the articles based on the authors’ explicit descriptions and interpretations as well as related phenomena and mentioned theories. We tried to stay as close as possible to the authors’ wording. Then, similar to the first aim, we made an overview of study characteristics for every perspective.




RESULTS


Study Selection and Characteristics

The database search identified 533 records. After duplicate deletion, 299 records remained. Sixty full-texts were assessed for eligibility, leading to 35 studies being included in the synthesis. The reference list search did not identify any additional articles (for PRISMA flow chart see Supplementary Figure S1; Moher et al., 2009). An overview of the included articles is presented in Tables 1 and 2. Studies were published between 1972 [9] and 2021 [10;35] and conducted in 14 different countries. Twenty-seven studies included participants that reported a first-person experience of the phenomenon or were assessed for its presence [Table 1 (1–27)], whereas eight studies investigated participants with a third-person experience of the phenomenon (Table 2 [28–35]). All studies on third-person experiences were conducted in the Netherlands or in Belgium and were related to the political debate surrounding EAS. Regarding the 27 studies on participants with a first-person experience, the age of samples studied varied from young people to oldest old individuals. Overall, the majority of studies focused on older adults [1–2;10–11;14;22–23;25;27], the general population [4;6–7;15–19], or healthcare professionals [28–35]. Other samples investigated were individuals who died by suicide, young adults, individuals who requested EAS, and medical samples. Most studies took a quantitative approach [1–9;11–23;25–26;28–31;33;35]. The most prevalent type of research question concerned the prevalence and/or predictors of the ToL phenomenon [1;2;4;6–8;11–13;15–19;21–22;25], while others examined ToL as a predictor, aimed at gaining an in-depth understanding of ToL or related phenomena, or concerned end-of-life decision making.



TABLE 1. Characteristics of studies on first-person experience of the phenomenon.
[image: Table1]



TABLE 2. Characteristics of studies on third-person experience of the phenomenon.
[image: Table2]



Which Terms Are Used in the Literature and How Are They Defined?

Variations of the terms tiredness of life (ToL; e.g., tired of living/life) and weariness of life (WoL; e.g., life-weariness; feeling of life-weariness) were used most frequently and sometimes interchangeably. Both terms were employed in various countries, with ToL being more prevalent in the Netherlands and in Belgium and WoL being more prevalent in Scandinavian and non-western countries. Similarly, both terms have been used since the 1970s [7;9] and were still present in the recent literature [10;35]. The populations in which the terms were applied were varied and largely overlapping. However, ToL was much more common in samples of healthcare professionals and of individuals requesting EAS, or, more broadly speaking, in studies conducted within the EAS debate. Another term used as a main term in two articles, both of which were conducted in the Netherlands and related to the EAS debate was “completed life” [25;27]. Other literally translated terms from the EAS debate were hardly adopted in the empirical literature [but see 24], and never used as main terms. We did, however, find some terminological overlap in a study that interpreted WoL in the light of a theory of caring sciences that proposes the existence of different kinds of suffering, one of which is termed “life suffering”/“suffering of life” [10]. Despite not specifying this term in our keywords, another synonym for ToL/WoL was “tedium vitae.” Tedium vitae was the major term in Ojabemi et al. [12] and a synonym in Brunoni et al. [4], both studies conducted outside of the EAS debate.

In line with the previous finding, also the definitions/descriptions of all employed terms revealed much similarity. In general, many studies mentioned synonyms or operational definitions or lacked any description at all, instead of providing a theoretical definition. Again, differences primarily emerged between studies that were conducted inside versus outside of the EAS debate. Outside of the EAS debate, most studies mentioned “the thought/feeling that life is not worth living” as their (theoretical) definition/description or operationalization/measurement of the phenomenon [1;2;4;6–8;11–13;15–20]. Moreover, the majority of these studies regarded the phenomenon as a part of suicidal ideation with a low level of intent, independent of the specific term applied [1;3–4;6–8;11;13;15–20;22]. Interestingly, although these studies usually regarded death wishes as a more severe form of suicidal ideation in the suicidal process, some studies grouped ToL/WoL together with death wishes in their measurement or analysis [8;15–17;22]. Likewise, the supposed incremental relationship from ToL/WoL over death wishes to suicidal thoughts and attempts was found by some [1;17] but not all studies [16;18].

In studies conducted within the EAS debate, in contrast, the phenomenon was not explicitly linked to suicidal ideation. Multiple studies, sometimes considering WoL and life fatigue as synonyms, defined ToL as “suffering caused by the prospect of having to continue living with a very poor quality of life, not predominantly caused by a physical or psychiatric disease, and closely associated with (/leading to) a death wish” [25,29,34–35]. One study additionally provided a definition of “completed life,” namely, “persons, mostly of old age, who do not see a future for themselves and, as a result, have developed a persistent, active death wish, without suffering that (mainly) originates in a medically classifiable condition” [25]. Usually, studies employing these definitions also mentioned the experience of feeling that “life is not worth living” in their further description of the phenomenon [25,27,34–35]. Hence, definitions/descriptions provided by studies inside and outside the EAS debate partly overlapped. Within this debate, however, definitions of the phenomenon explicitly incorporated death wishes, though their exact role and severity remained unclear. Additionally, these definitions often specified the cause for the experience as at least partly situated outside of the medical domain.



How Is the Phenomenon Interpreted?

The majority of study authors adopted a psychopathological perspective [1–9,11–12,15–23], thus, for instance, viewing the phenomenon as a condition closely associated with psychiatric disorders and as requiring treatment. This perspective in many cases was the only interpretation given and was taken across countries and populations. Studies from the Netherlands and Belgium and concerning healthcare professionals or individuals requesting EAS formed an exception. Indeed, all studies adopting a psychopathological perspective were conducted outside of the EAS debate. The second most common way of framing the phenomenon was existential [10,13,24–25,27,29;31;34–35]. These studies related the phenomenon to a lack of meaning, experiences of emptiness, or difficulties with constructing a (cultural) identity. The existential perspective was predominantly found in studies from the Netherlands and from Belgium and thus within the EAS debate, though also two Scandinavian studies on young and old adults, respectively, adopted this perspective. Notably, the psychopathological and existential perspective never appeared in combination. Merely two studies with an existential perspective additionally discussed the phenomenon’s possible relation to psychological (but not necessarily psychopathological) factors [13,34].

In addition, various studies interpreted the phenomenon as grounded in social/societal/cultural issues [4,9,13,25,27;32] or psychosocial problems [20,23,29,31]. These perspectives were always mentioned alongside other perspectives and were adopted independent of country and population, both inside and outside the EAS debate. Some ways of framing the phenomenon were exclusively found in studies linked to old age. These studies, for instance, stressed the importance of physical/medical aspects [23,25,32–33], such as of fatigue and physical deterioration, or suggested an intertwinement with physiological aspects [23]. Moreover, a narrative perspective explaining the phenomenon as a potential consequence of perceiving one’s life story as completed was adopted by two studies within the EAS debate [27,35]. Lastly, the hypothesis that life-weariness and death wishes are the result of rationally considering one’s life situation was put forward as a (secondary) perspective [2,32]. Importantly, other studies explicitly questioned this interpretation [25,27].

Of note, we could not infer a perspective for four studies [14,26,28,30], mainly from inside the EAS debate and concerning end-of-life decision making. Therefore, these studies were not included in this part of the analysis.




DISCUSSION

Some of the terms used to denote the phenomenon that relatively healthy older adults experience their life as completed and not worth living are also employed in the broader empirical literature, especially on suicidal expressions across the life span. ToL and WoL are found most frequently, with many studies mentioning operational definitions or synonyms rather than theoretical definitions. Moreover, which terms are used, how these terms are defined, and how the experience is interpreted differs depending on country and whether a study is related to the EAS debate. Inside the EAS debate, the term ToL is common, its definition incorporates death wishes, and it is regularly framed as an existential problem. Outside of this debate, the term WoL is applied as well, the phenomenon is generally considered as a part of suicidal ideation distinct from death wishes, and its experience is often associated with psychopathology.

These differences can be understood in the light of the criteria that have to be met to be eligible for EAS in the Netherlands and in Belgium, which specify that an individual’s suffering must be grounded in a medical condition (De Jong and van Dijk, 2017). There is debate about whether older adults who do not suffer from a severe somatic or psychiatric disease but experience their lives to be completed and wish for death should have the option to request EAS (van Wijngaarden et al., 2017; Holzman, 2021). The definition of ToL inside the EAS debate is thus tailored towards this very specific group and is inherently inconsistent with a strictly psychopathological framing.

Despite their differences, the two lines of research on the phenomenon have similar limitations that future research needs to address. For instance, an overall lack of theoretical definitions and an inconsistency concerning the relationship between ToL/WoL and death wishes was observed. Clarifying this question and establishing consensus definition(s) is not only crucial for comparability among studies but will simultaneously elucidate the appropriateness of viewing the phenomenon as a part of suicidal ideation. For example, while in suicide research advances have been made by distinguishing between suicidal ideation and suicide attempts (Klonsky et al., 2018), it is – especially for older adults – still unclear whether there are also qualitative differences within suicidal ideation (O’Riley et al., 2014; Van Orden and Conwell, 2016). Currently, age differences are difficult to determine, as inside the EAS debate the phenomenon is viewed as unique to late life, whereas outside this debate similar definitions are applied for varying age groups. It is conceivable, however, that reflecting about the worth of one’s life and thinking about or even hoping for one’s death can have different origins and meanings depending on an individual’s life stage. In later life, it might be indicative both of normative developmental processes of dealing with mortality as well as of underlying suicidality (Van Orden and Conwell, 2016). One possibility to gain insight into these nuances is the adoption of more diverse study designs and of theory-derived research questions that move beyond investigations of prevalence, predictors, and end-of-life decisions. Indeed, the latter has been previously emphasized with regard to late-life suicide (Van Orden and Conwell, 2016).

At the same time, combining aspects from the two lines of research could deepen the current understanding of the phenomenon. For example, the idea that “life is (not) worth living” which was included in many descriptions of the phenomenon has also been conceptualized as an evaluative component of experienced meaning in life (Martela and Steger, 2016). Thus, incorporating an existential perspective more broadly outside the EAS debate seems warranted and might offer one theoretical route forward. Concurrently, even in the study on “completed life” that selected individuals without severe diseases, individuals with death wishes displayed poor mental health and sometimes reported the lifelong presence of their death wishes (Hartog et al., 2020). Therefore, also when studying seemingly healthy samples as often done inside the EAS debate, attention for (sub-clinical) psychopathology should be kept. Actually, the distinction between existential and psychopathological factors itself might be artificial given various accounts stressing their interplay (Yalom, 1980; Maxfield et al., 2014). Similarly, results point to social-relational as well as societal-cultural influences on the experience of the phenomenon. Introducing studies on the perspectives of caregivers and relatives also outside of the EAS debate could be one way to gain more insight into these dynamics.

The current findings are strengthened by the reviews’ broad approach, including articles independent of, for example, their publication year, studied age group, or geographical location. Thereby, a comprehensive overview of research into the phenomenon was created which allows to discern variations as well as overlap in results depending on cultural developments and type of sample. At the same time, a limitation that should be kept in mind is that the findings on terminology are restricted by our keywords. There might be even more terms used to refer to the phenomenon, or related culture-specific phenomena.

Concluding, it is likely that only an integration of various perspectives will be able to do justice to the multidimensional nature of the phenomenon and can uncover potential variations in its experience across cultures, developmental stages, and health statuses. Ideally, this multidimensionality will also be reflected in the terminology used to denote the phenomenon(/a) – which is currently usually biased toward either a psychopathological or a political discourse, as well as in the applied measurement tools.
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Background: Over the last decades, there is growing attention for the importance of meaning in life for older adults. However, there is virtually no insight into the mental processes that contribute to this experience. Some scholars recently called for an investigation of meaning reflectivity, or the process of reflecting on issues specifically related to meaning in life. In this study, we explored to what extent older adults talk and think about issues of meaning in life, and how this meaning reflectivity is related to the search for and presence of meaning in life, and to depressive symptoms.

Method: In this cross-sectional observational study, 282 community-residing older adults (75 or older) in Belgium filled in paper questionnaires on meaning in life (presence and search), depressive symptoms, and meaning reflectivity (categorical item). ANOVA analyses were used to explore differences in meaning in life and depressive symptoms across the meaning reflectivity categories. Regression and negative binomial models investigated the association between meaning reflectivity and presence, search and depressive symptoms. Finally, an exploratory structural equation model examined whether presence of meaning statistically mediated the relationship between meaning reflectivity and depressive symptoms.

Results: The majority of participants (42.4%) indicated that they had thought about meaning in life before, 23.2% indicated that they had talked about it before, 18% indicated that they hadn’t thought about it before but found it interesting, and 16.4% indicated that they were indifferent/unconcerned about meaning in life. The latter group reported lower levels of presence of meaning and search for meaning and higher levels of depressive symptoms. Belonging to this category was also associated with lower presence and search in regression analyses, but not with depressive symptoms above the effect of presence of meaning. Exploratory mediation analyses suggested that presence of meaning may be a mediator between meaning reflectivity and depressive symptoms.

Conclusion: Meaning reflectivity is an important process to consider in the context of the experience of meaning in life for older adults. Those older adults who are indifferent about issues of meaning in life might be more vulnerable to experience a lack of meaning and depressive symptoms.

Keywords: meaning in life, meaningfulness, old age, ageing, psychological well-being, eudaimonic well-being, depression


INTRODUCTION


Meaning in Life in Old Age

More and more, scholars in the field of aging research are pointing to the psychological experience of meaning in life as a crucial variable to consider in the context of positive late life functioning. In contemporary psychology, meaning in life is defined as an interplay of three components: (a) purpose in life, or a sense of being directed by valued life aims, (b) significance, or a sense that life matters and is worth living, and (c) coherence, or a sense that life is logical and comprehensible (Heintzelman and King, 2014; George and Park, 2016; Martela and Steger, 2016). Furthermore, the presence of meaning in life can be distinguished from the search for meaning in life (Steger et al., 2006), in which the former refers to the extent that people tend to experience their lives as purposeful, significant, and coherent, while the later refers to the extent that people tend to make efforts to establish or strengthen this experience (Steger et al., 2008a,b). A sense of meaning in life can be derived from different sources of meaning, like family, friends, work, health, religion or spirituality, personal development, leisure activities, creativity, material possessions, etc. (e.g., Debats, 1999; Schnell, 2009; Delle Fave et al., 2013). Both theoretical and empirical work suggest that in the later stages of life, more individualistic sources often tend to make way for more communal and transcendental sources such as spirituality and religion, nature, and community engagement and societal commitment (Bar-Tur et al., 2001; Fegg et al., 2007; Wong, 2016).

Despite the many challenges involved in growing older, many older adults seem able to sustain a solid sense of meaning in life. They may even experience higher presence of meaning than middle aged adults; some research suggests a curvilinear relationship between meaning in life and age, with presence of meaning being higher in early and later life, and search for meaning being lower in early and later life (Fegg et al., 2007; Steger et al., 2009). In other words, from middle adulthood onward, presence of meaning in life tends to increase with age, while search for meaning tends to decrease. On the other hand, a recent study focusing specifically on older adults found that in advanced age, meaning in life may decrease again for the oldest old (85 +) compared to the younger old (Steptoe and Fancourt, 2019). Other findings also suggest that especially the component of purpose in life is likely to decrease somewhat in old age, although there are important inter-individual differences (Pinquart, 2002; Hill and Weston, 2019).

Whether or not an older adult is able to maintain a sense of meaning in life is not a trivial matter. An increasing body of empirical evidence shows that higher levels of presence of meaning or purpose in life in older adults are predictive of a broad range of physical and mental health outcomes, both cross-sectionally and over time (e.g., Krause, 2007; Boyle et al., 2010; Windsor et al., 2015; Irving et al., 2017; Steptoe and Fancourt, 2019; Volkert et al., 2019). This is leading researchers in aging to believe that the presence of meaning in life is an especially important aspect of positive aging. When it comes to search for meaning and its relation to well-being, the picture is less straight-forward. One study found that searching for meaning was more strongly associated with psychological distress and diminished well-being in older adults (Steger et al., 2009). The authors suggested that explorative processes such as searching for meaning may be more developmentally adaptive in earlier life stages such as adolescence. However, in line with findings in the general population (Park et al., 2010), other work suggests that searching for meaning in older adults is mainly related to more psychological distress when these adults also experience low presence of meaning (Van der Heyden et al., 2015).



The Role of Meaning Reflectivity

Taken together, researchers have made good progress in understanding what the components, sources, and benefits of experiencing meaning in life are for older adults (Reker and Wong, 2012; Irving et al., 2017; Hupkens et al., 2018). However, another important aspect for understanding meaning has received relatively less attention: how does an individual derive a subjective sense of meaning from their sources of meaning? Or in other words, what are the mental processes through which this sense of meaning is arrived at? An exception for the lack of attention for meaning processes comes from the meaning making literature. However, this work has focused mainly on meaning making in the face of threats to meaning, like stressful or traumatic events (Heine et al., 2006; Park, 2010). Park’s (2010) meaning making model, for instance, distinguishes between global and situational meaning. The former represents a personal system of overarching life goals and global beliefs about the world and the self; the latter represents the meaning that is encountered in specific situations. In stressful or traumatic events, the situational meaning encountered can violate the expectations from the global meaning system. In response, people may employ a range of different meaning making processes (e.g., positive reappraisal, accommodation of prior beliefs) in an attempt to solve the discrepancy and alleviate distress. This model provides a helpful framework for understanding how people can restore a sense of meaning in challenging circumstances. However, the model provides no account of how a subjective sense of meaning is derived from the global meaning system and sustained on a daily basis (Park and George, 2018).

Although there is almost no insight into the cognitive processes that contribute to the construction and maintenance of a sense of meaning in old age, a limited numbers of studies in the general adult population can provide some direction. Recently, Hill et al. (2019) suggested that an important aspect of daily meaning construction could be meaning reflectivity, or the process of reflecting on issues specifically related to meaning in life. They even propose that reflectivity about meaning in life should be added to the conceptualization of meaning in life because “a propensity to reflect on MIL [meaning in life] is as important as concluding that one has it.” (p. 207–208). It is important to note that meaning reflectivity is different from the search for meaning. While the latter is characterized by a desire to augment your sense of meaning, meaning reflectivity does not necessarily originate from a wish to change current circumstances and can appear in individuals who are not searching for more meaning in life. Furthermore, while searching for meaning is focused on meaning in the future, meaning reflectivity can deal with the past, present, and future (Hill et al., 2019). However, as individuals who are searching for meaning likely also reflect on it more, search and reflectivity can be expected to be positively related. Furthermore, if reflecting on meaning is a process that orients people toward finding or constructing meaning in their lives, it can also be expected to be positively related to presence of meaning. In a cross-sectional investigation of their newly developed meaning reflectivity subscale, Hill et al. (2019) indeed found a positive correlation between meaning reflectivity and both presence and search for meaning in a sample of middle-aged US adults. Furthermore, meaning reflectivity also showed a positive correlation with subjective well-being and a small negative correlation with depression and emotional instability. These findings suggest that meaning reflectivity could indeed be an important process through which people derive a sense of meaning in life and which contributes to their well-being.

A few years back, Allan and Shearer (2012) already investigated a similar idea. They developed the scale for “existential thinking” to assess individual differences in “the tendency to engage with ultimate concerns and the capacity to carry out a meaning-making process that locates oneself in relation to these existential issues” (p. 22). This concept is related to the concept of meaning reflectivity but broader, as it also includes other existential themes (e.g., death, the universe, eternity). They hypothesized that this process of existential thinking may be “a critical part in understanding how people establish, discover, or maintain a sense of meaning in their lives.” As preliminary support, they showed that existential thinking was positively related to presence and search for meaning in life and to existential well-being in a broad adult sample, and that meaning in life statistically mediated the relation between existential thinking and existential well-being. However, another study in a similar broad adult population (ages 17–78) only found a positive relation between existential thinking and search for meaning but not presence for meaning (Kretschmer and Storm, 2018).

More indirectly relevant, some studies have focused on the role of a general reflective cognitive style (i.e., the tendency to be self-reflective in general, not specifically focused on meaning or existential issues) for the experience of meaning in life. Being able to think reflectively has indeed been proposed to be a crucial condition for experiencing meaning (Martela and Steger, 2016), but findings are mixed. One study found that reflection was positively related to presence of meaning and positive affect (Boyraz and Efstathiou, 2011) while another found that reflection was predictive of search for meaning and negative affect (Newman and Nezlek, 2019).

Reflecting on meaning in life may also not be unambiguously beneficial for psychological functioning. In a large multi-national study, Joshanloo and Weijers (2014) used a single item to explore whether the extent that people think about the meaning or purpose of life was related to their overall life satisfaction. They found that this relationship was moderated by religiosity and globalization. More specifically, for those high on religious attendance, thinking more about meaning in life was related to higher life satisfaction. For those low in religious attendance, the relation was negative. Moreover, the relation was also more negative for individuals living in more globalized countries. The authors suggest that thinking about meaning in life can be detrimental for well-being when the cultural and societal context does not provide straightforward positive answers to these questions, such as in more secular and globalized societies.

In sum, studies suggest that meaning reflectivity may be a process spurring both the search and the construction of a sense of meaning in life. Through its relation with meaning in life, meaning reflectivity may also be related to outcomes of positive psychological functioning. However, the limited empirical evidence available shows a somewhat mixed picture and no studies have focused on meaning reflectivity specifically in older adults. For older adults, meaning reflectivity could potentially become more prominent. Tornstam’s gerotranscendence theory, for example, proposes that old age is accompanied by “a shift in meta-perspective from a materialistic and rational view to a more cosmic and transcendent one” (Tornstam, 1989, 1997). According to this view, older adults who are nearing the end of life are invited to come to terms with their past lives and prepare for death, which requires a fundamental shift in perspective “from mundane issues to a concern with universal values” (Yount, 2008, p. 81). Importantly, this process involves both reflecting back and looking forward to the future, beyond the self. Other developmental views on aging have similarly suggested that older adults engage in more contemplation and reflection on their lives and its place in the larger scheme of things (Cohen, 2005; Hupkens et al., 2018). Therefore, as life enters its later phases, reflecting on issues of meaning in life may be a core process in the psychological functioning of older adults.



Present Study

The present study had as objective to explore the frequency and importance of meaning reflectivity in older adults living in the community. More specifically, we examined to what extent older adults aged 75 or older (i.e., the old-old and oldest old) talk and think about issues of meaning in life, and how this meaning reflectivity is related to the search for and presence of meaning in life and to depressive symptoms. We focused on depressive symptoms as a key indicator of late life psychological functioning. Population based studies across different countries suggest that depressive symptoms are prevalent in older adults and increase with age (e.g., Minicuci et al., 2002; van’t Veer-Tazelaar et al., 2008; Glaesmer et al., 2011). Moreover, it is one of the most recurring findings in the empirical meaning literature that older adults with higher levels of meaning in life also have less depressive symptoms. This is in line with the theoretical view of meaning as a human strength and resource for dealing with life challenges (e.g., Frankl, 1968; Davis et al., 1998). We therefore deemed it particularly interesting to examine whether meaning reflectivity could statistically predict additional variation in depressive symptoms above this already established association with presence of meaning in life.

Based on developmental views of aging as a life stage of more deepened contemplation, we expected the majority of older adults to engage in some form of meaning reflectivity (thinking or talking about meaning in life). Based on the limited empirical findings in general adult samples, we also expected that older adults who engaged in thoughts or conversations about meaning in life would have higher rates of presence and search for meaning in life than older adults who did not practice any meaning reflectivity. Furthermore, we hypothesized that these adults would report less depressive symptoms. Previous work suggests that meaning reflectivity may be related to better psychological functioning (Hill et al., 2019). This may be especially so for more religious individuals (Joshanloo and Weijers, 2014). While the present study unfortunately did not include a measure for religion, in secularized Western nations such as the country in which this study was conducted (Belgium), older adults tend to be more religious than younger generations, likely both due to cohort differences and developmental changes (Bengtson et al., 2015).

In addition, we examined whether differences in meaning reflectivity would statistically predict presence of meaning and search for meaning after adjusting for covariates, and would predict depressive symptoms above any predictive effect of presence of meaning, search for meaning, and covariates. As a more exploratory investigation, finally, we wanted to examine the potential mediating role of meaning in life in the relation between meaning reflectivity and depressive symptoms (cf. Allan and Shearer, 2012).

Gaining insight into how much older adults reflect on meaning in life and how this is related to their psychological functioning and overall sense of meaning in life can provide important information for understanding why some older adults struggle with feelings of meaninglessness while others do not, and can help to identify pathways through which these struggles can be tackled.



MATERIALS AND METHODS


Participants and Procedure

Data collection was part of a larger study conducted in Belgium (the TiMe project)1, which aimed to investigate older adults’ meaning in life experience and future time perspective. At the end of 2017 and beginning of 2018, Dutch-speaking older adults of 75 years or older living at home (i.e., not in a residential care setting) without an acute medical condition or severe cognitive problems were sampled by three master thesis students through different channels (personal network, senior organizations). Three hundred and seventy six paper questionnaires with informed consent were distributed, of which 325 were completed independently by older adults in their home environment and returned to the researchers. Thirty one of these questionnaires were excluded because they did not contain the completed informed consent. Another 12 participants were excluded because they were younger than 75, leading to a final convenience sample of 282 older adults. Their mean age was 81.9 years (SD = 4.33, range 75–94) and 175 of them (62%) were women. Most participants were married (139; 49%), 105 were widowed (37%), 12 living together with a partner (4%), 11 single (4%), 8 divorced (3%), and for 7 participants data on civil state was missing (3%). Most participants had higher secondary education as highest degree (110; 39%), 74 had higher education (college or university; 26%), 61 had lower secondary education (22%), 31 had primary education only (11%), and for 6 participants data on education was missing (2%).



Measures


Meaning in Life (Presence and Search)

The Presence of Meaning and Search for Meaning subscales of the Meaning in Life Questionnaire Short Form were used to assess meaning in life (Steger and Samman, 2012). Each subscale consists of three items which were rated on a scale from 1 (totally disagree) to 4 (totally agree). The original 7-point Likert scale was adjusted to diminish cognitive burden on older participants. An example item for the Presence subscale is: “I have a clear sense of what makes my life meaningful.” An example item for the Search subscale is: “I am seeking a purpose or mission for my life.” Mean scores were calculated (potential range 1–4) with higher scores indicating higher Presence and Search. In the current sample Cronbach’s alpha was 0.80 for Presence of Meaning and 0.85 for Search for meaning.



Depressive Symptoms

An 8-item short version of the Geriatric Depression Scale was used to assess depressive symptoms (Jongenelis et al., 2007). Eight questions (e.g., “Do you feel that your situation is hopeless?”) were answered with yes (1) or no (0) by participants. A sum score was calculated (potential range 0–8), with higher scores indicating higher burden of depressive symptoms. Cronbach’s alpha in this sample was 0.71.



Meaning Reflectivity

One item with four answer categories was included at the end of the questionnaire to assess meaning reflectivity: “Before completing this questionnaire, had you ever thought about meaning in your life before?” The four answer categories were: (1) Yes, I have talked about this with others, (2) Yes, I have thought about it before, (3) No, but I do find it interesting, (4) No, that doesn’t concern me.



Demographic Variables

Participants reported on age, gender, civil status and level of education (from 1 “primary education” to 4 “higher education”). Civil status was recoded into two broad categories: (1) married or living together, (2) single, divorced or widowed.



Data Analyses

Statistical analyses were performed in SPSS and R. We first explored missing data and calculated descriptive statistics, Pearson correlations between continuous variables, and differences in the main variables across different demographic categories (gender, civil status). The primary analyses existed of different steps. First, ANOVA analyses with post hoc Tukey tests were used to examine whether participants in the different meaning reflectivity categories scored differently on presence of meaning, search for meaning, and depressive symptoms.

Second, regression analyses were used to examine the association between meaning reflectivity and presence and search for meaning. In addition, the unique predictive effect of meaning reflectivity, presence of meaning and search for meaning for depressive symptoms was examined. Because the outcome variable of this model (Geriatric Depression Scale) is count data, a negative binomial model was used. This model was preferred over a Poisson regression because there was overdispersion of the outcome variable (i.e., the variance was larger than the mean) (Gardner et al., 1995). The regression and negative binomial models were analyzed in SPSS. Age, gender, education and civil status were included as covariates and multiple imputations were used to handle missing data.

Third, in case the previous models suggested a significant relation between meaning reflectivity, meaning in life, and depressive symptoms, we planned to examine whether meaning in life statistically mediated the relationship between meaning reflectivity and depressive symptoms. Given the cross-sectional data, this analysis was regarded as an exploratory indication for future studies and was interpreted with caution. The mediation model was tested in R using the lavaan package (Rosseel, 2012) for structural equation modeling. Because this package does not provide an option for count outcomes, we used the MLR estimator which is robust against non-normality. Full Information Maximum Likelihood (FIML) was used to handle missing data.



RESULTS


Preliminary Analyses

Descriptive statistics including rates of missing data and Pearson correlations are displayed in Table 1. Meaning reflectivity showed the largest percentage of missing data (11.3%). Participants who did not fill in this question were significantly older (M = 84.74, SD = 3.95) than participants who did (M = 81.57, SD = 4.25), t(259) = 3.70, p < 0.001, but did not differ significantly on presence of meaning, search for meaning or depressive symptoms. Crosstabs with Chi-Square tests suggested that rate of missingness on meaning reflectivity did not significantly differ across categories of gender, civil status or education (full missing data analyses output on the OSF project page).2 Subsequent analyses were performed under the assumption of data missing at random (MAR) (Graham, 2009).


TABLE 1. Missing data, means, standard deviations, and correlations with confidence intervals.

[image: Table 1]With regard to the relation between demographic variables and the main variables, age showed a small positive correlation with depressive symptoms. Level of education showed a small positive correlation with both presence of meaning and search for meaning and a small to moderate negative correlation with depressive symptoms (Table 1). Independent t-tests showed that there were no significant gender differences in presence of meaning, search for meaning, or depressive symptoms. Regarding civil status, participants who were married or living together scored significantly higher on search for meaning (M = 2.28, SD = 0.80) than participants who were widowed/single/divorced (M = 2.06, SD = 0.79), t(249) = 2.20, p = 0.029.



Comparison of the Meaning Reflectivity Categories

In response to the question of whether participants had considered the topic of meaning in life before completing the questionnaire, 106 of 250 participants (42.4%) who provided an answer to this question indicated that they had thought about meaning in their life before the study (“Yes, I have thought about it before”). Another 58 participants (23.2%) indicated that they had talked about it before (“Yes, I have talked about this with others”). Forty-five participants (18%) indicated “No, but I do find it interesting,” while 41 participants (16.4%) indicated that they were not interested in the topic (“No, that doesn’t concern me.”).

ANOVA analyses revealed that participants in different meaning reflectivity categories had significantly different scores on presence of meaning, search for meaning, and depressive symptoms (see Table 2). Participants who indicated that they were unconcerned with meaning in their life (Category 4) reported significantly lower presence of meaning and search for meaning in their lives than participants in the other three categories. They also reported more depressive symptoms than participants who had thought about meaning before (Category 2) or found it interesting (Category 3). Participants who had talked or thought about meaning (Categories 1 and 2) scored significantly higher on search for meaning than participants who hadn’t thought about meaning in their lives before the study (Categories 3 and 4).


TABLE 2. Mean values of the main outcome variables for the four meaning reflectivity categories with univariate ANOVA tests and post hoc comparisons.

[image: Table 2]


Meaning Reflectivity as Statistical Predictor of Meaning in Life and Depressive Symptoms

Table 3 shows the results of the regression models and the negative binomial model. The table includes pooled estimates based on 20 imputed datasets (Graham, 2009). Presence of meaning, search for meaning, depressive symptoms, and meaning reflectivity were imputed at the scale-level using an imputation model which included all the variables from the regression and negative binomial model and additional auxiliary variables with possible predictive value not used in the current study (Sterne et al., 2009; full imputation syntax on OSF (see text footnote 1).


TABLE 3. Summary of regression models for predicting presence of meaning and search for meaning (left columns) and the negative binomial model predicting the geriatric depression scale (right column).

[image: Table 3]The two left columns show the regression models predicting presence of meaning and search for meaning. Compared to the reference category (unconcerned with meaning in life), belonging to any of the other three categories of meaning reflectivity was significantly associated with higher scores on presence of meaning in life. For search for meaning, belonging to one of the first two categories (talked or thought about meaning in life before the study) was significantly associated with higher scores on search for meaning compared to the reference category.

The right column of Table 3 shows the results of the negative binomial model predicting depressive symptoms. Higher age, lower level of education, and lower presence of meaning was significantly associated with a higher level of depressive symptoms. Meaning reflectivity was not significantly associated with any additional variance in depressive symptoms.



Meaning in Life as Mediator Between Meaning Reflectivity and Depressive Symptoms

The regression and negative binomial models indicated that meaning reflectivity was a significant statistical predictor of presence of meaning and search for meaning, and that presence of meaning (but not search for meaning) was a significant predictor of depressive symptoms. We therefore tested an exploratory mediation model (using a structural equation model framework) to examine whether presence of meaning was a statistical mediator between meaning reflectivity and depressive symptoms. The mediation model had excellent fit [χ2(1) = 1.39, p = 0.24; CFI = 0.996; TLI = 0.938; RMSEA = 0.033; SRMR = 0.007]. A summary of the model output is shown in Table 4. The model suggests a partial mediation for category 2 (thought about meaning in life before) compared to the reference category (unconcerned with meaning in life) in the prediction of depressive symptoms, with both a significant direct and indirect effect. For category 1 and 3 (talked about meaning and interested in meaning), only the indirect was significant, suggesting a full mediation through presence of meaning in predicting depressive symptoms.


TABLE 4. Summary of mediation model with presence of meaning as mediator between meaning reflectivity and depressive symptoms.

[image: Table 4]


DISCUSSION

In the present paper, we examined to what extent community-dwelling older adults in Belgium engage in meaning reflectivity and how this meaning reflectivity is related to their experience of meaning in life (both presence and search) and depressive symptoms. As expected, the majority of older adults had either thought (42.4%) or talked (23.2%) about meaning in their life before participating in the study. However, a substantial proportion of participants had not thought about meaning in their life before. About half of these participants (18% of the total sample) indicated that they did find it an interesting topic, while the other half (16.4% of the total sample) declared that they were unconcerned with the topic. When comparing these four groups, especially the latter group differed from the other groups on the outcomes examined: they experienced less presence of meaning in their life, where searching for it less, and reported more depressive symptoms. Looking back at previous research, the mean levels of presence of meaning and search for meaning for this group were also lower than was observed in a general sample of community dwelling older adults aged 70 or more (Van der Heyden et al., 2015). In contrast, their scores were more similar to the relatively lower levels that have been observed in a nursing home population (Dewitte et al., 2019). While it should be noted that the mean score for depressive symptoms for the overall sample was low, the mean score for the unconcerned group also leaned more toward scores that have been observed in more challenged populations such as older adults recovering from stroke (Buijck et al., 2014) or older adults living in nursing homes (Dezutter et al., 2020).

Meaning reflectivity categories also statistically predicted higher presence of meaning and search for meaning adjusted for covariates, but did not predict depressive symptoms above the predictive effect of presence of meaning. An exploratory mediation model suggested that meaning reflectivity may be indirectly associated with depressive symptoms through presence of meaning.

These results are in line with a limited number of previous findings in the general population which found that reflecting on meaning or other existential topics is related to higher meaning in life and/or better psychological functioning (Allan and Shearer, 2012; Hill et al., 2019). With the current study, we thus extend this finding to a population of older adults specifically. However, previous work suggests that reflecting on topics like meaning in life may not always be equally beneficial. More specifically, adults without a guiding religious framework or adults living in a highly globalized society may experience difficulties in finding satisfying answers to questions of meaning when reflecting on it, which may be accompanied by a decrease rather than increase in psychological well-being (Joshanloo and Weijers, 2014). The context of the current study (Belgium) can be regarded as a globalized and secular country, but older adults often remain more religious. Although we could not investigate the role of religion in the current study, this may be one possible explanation for the positive association found between meaning reflectivity and adaptive outcomes (presence of meaning and less depressive symptoms). For older adults nearing the end of their life, existential topics can become more salient. It may be easier for those who can rely on a firm religious belief system to find a confirmation of life’s meaning and a heightened sense of well-being when going through an existential reflection process. However, future studies specifically assessing religious affiliation and activities in older adults are needed to confirm this hypothesis.

The statistical models of the current studies were based on the theoretical framework that meaning reflectivity proceeds and predicts the experience of meaning in life and, in turn, psychological health (Allan and Shearer, 2012; Hill et al., 2019). However, given the cross-sectional nature of the study, we were unable to test the temporal direction of our hypothesized effects. A concept related to meaning reflectivity has been forwarded by Hooker et al. (2018). They propose the relevance of meaning salience—or “the extent to which meaning stands out or is conspicuous to individuals” (p. 16)—for explaining the positive relation between meaning in life and health outcomes. However, in this view, meaning salience follows the experience of meaning rather than being a preceding process. Longitudinal and experimental studies will be needed to disentangle the temporal relationship between meaning in life on the one hand and meaning reflectivity and related concepts such as meaning salience on the other hand, although it seems reasonable to suspect that experiencing meaning in life and reflecting on this experience are likely to be in a reciprocal interaction.

Although the current findings should be interpreted with caution given a number of limitations (see below), they provide an important first indication for the relevance of the concept of meaning reflectivity for the psychological functioning of older adults. In doing so, the current study sheds first empirical light on a potential process of daily meaning construction in later life. These findings and future work in this area can provide useful information for the further development of effective meaning interventions. For example, one common strategy to support older adults who are struggling to find meaning in their life is the use of life-review interventions (Westerhof et al., 2010). Such interventions provide a structured setting in which older adults are encouraged to review their life story, integrate negative and positive memories, and relate these experiences to the present circumstances and future aspirations. Including meaning reflectivity as an explicit component in these interventions may hold promise in leveraging its positive effects. In fact, some studies that examined the potential of a meaning-focused life-review approach (called “spiritual reminiscence”) have shown promising results in older adults with dementia (MacKinlay and Trevitt, 2010; Wu and Koo, 2016; Ching-Teng et al., 2020). Similarly, meaning reflectivity could be incorporated more explicitly in existing and effective programs such as gratitude diary interventions (Killen and Macaskill, 2015) or interventions focusing on gerotranscendence (Wang et al., 2011).

Of course, many other processes besides meaning reflectivity are likely involved. In line with prominent dual process theories of thinking in fields like learning and decision making (e.g., Evans, 2010; Kahneman, 2011), we may expect that both more effortful processes like meaning reflectivity and more spontaneous processes are involved. This idea has for example also been proposed by Ward and King (2017), who reviewed existing evidence suggesting that both reflective and intuitive information processing styles are involved in making sense of our experiences. The current findings can be used to further build this underdeveloped line of research.


Limitations

This research has some important limitations to take into account. First, the use of a non-validated measure to divide participants into categories of meaning reflectivity is an important shortcoming. Our findings demonstrate the relevance of meaning reflectivity for the future study of meaning in life, but future studies would benefit from a validated scale. After the data for the current study was collected, Hill et al. (2019) proposed a dimensional scale to measure meaning reflectivity. Further work is needed to clarify whether this concept is best operationalized as a categorical or dimensional variable.

Second, the Presence of Meaning subscale assesses participants’ overall experience of meaning in life. However, following the growing consensus on the tripartite structure of meaning in life, more recent scales have been developed, which tap into the three components of coherence, purpose, and significance separately. It is an interesting question for future studies whether or not meaning reflectivity relates differently to the three subcomponents of meaning in life. It could, for example, be hypothesized that this reflective process is more important in constructing the cognitive component of coherence.

Third, the cross-sectional nature of the study precludes any conclusions about the temporal or causal relation between the variables. Especially the explorative mediation model should be interpreted with strong caution, as cross-sectional mediation analyses often produce biased estimates of presumed longitudinal effects, both for complete and partial mediation effects (Maxwell and Cole, 2007; Maxwell et al., 2011). Moreover, a statistical mediation model relies on strong assumptions such as the absence of both confounding and reverse causality—assumptions which are not unlikely to be violated in the present study (Rohrer et al., 2021). As mentioned above, we acknowledge the possibility of an opposite or bidirectional effect between meaning reflectivity and meaning in life. Furthermore, we can think of several unmeasured confounding variables that are possibly related to both meaning reflectivity and meaning in life, such as cognitive style, personality traits (e.g., extraversion and openness), and spirituality or religiosity (Schnell and Becker, 2006; Steger et al., 2008a). Because we are eventually interested in causal inferences, we included the mediation model based on our theoretical hypotheses, but we emphasize the need for further longitudinal or experimental work in this area.

Fourth, participants of this study were a convenience sample of older adults. This data collection approach involves an important self-selection bias on the level of the participants; older adults who decide to participate in a study like this may differ from participants who decline to participate in important ways. For example, it is not unlikely that the most vulnerable older adults, like those with more severe physical disability, depressive symptoms, or smaller interpersonal networks are less likely to participate. Looking at the mean score of depressive symptoms in our study, we indeed see a low value of less than one on a scale from zero to eight (although with considerable variance). This limits the generalizability of the current findings to the general population of older adults living at home. The current findings can also not be readily generalized to other specific old age populations, such as those living in nursing homes.



CONCLUSION

The extent to which older adults think or talk about meaning in their lives (i.e., meaning reflectivity) is a relevant concept to consider when studying meaning in later life. We showed that most older adults engage in some form of meaning reflectivity (either thinking or talking about it) or are interested in the topic of meaning. However, a substantial proportion (about one in six) of older adults report to be unconcerned with the topic of meaning life. Importantly, belonging to this category was predictive of experiencing lower meaning in life and a higher rates of depressive symptoms. Meaning reflectivity may thus be an important process involved in the experience of meaning and may therefore be an interesting mechanism to focus on when developing potential interventions for older adults experiencing a lack of meaning in life.
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Background: The literature shows that innovation, which includes culture change, may be important to create a meaningful everyday life for nursing home residents. However, there is a gap in how social innovation practices may contribute to this. The theoretical discourse for the study is person-centered care.

Aim: The main aim was to explore phenomena within social innovation that can contribute to improving nursing home residents’ everyday lives.

Design and Method: This study uses an ethnographic design with observations and interviews in two nursing homes in Southern Norway.

Findings: The main theme was that social innovation within working practices in nursing homes includes phenomena that contribute to a meaningful everyday life for the residents. This main theme includes five subthemes: (1) opening the nursing home to the surroundings; (2) expanding and strengthening the community of practice; (3) facilitating customized activities; (4) ensuring sufficient nutrition and facilitating enjoyable mealtimes; and (5) preventing unrest and disturbing behavior.

Conclusion: The study reveals that innovation practices grounded in person-centered care in nursing homes may contribute to opening the nursing home to the community and establishing a common community practice for all members of the nursing home. This enables residents to experience meaningful everyday life through customized activities, sufficient nutrition, and a pleasant milieu during mealtimes. Disturbing behavior is also prevented, making it possible to promote meaningful lives in nursing homes.

Keywords: nursing, community of practice, culture change, nursing homes, qualitative method


INTRODUCTION

Statistics Norway (2020) reports that there were 48,889 residents in nursing homes in Norway at the end of 2019. Of these, 32,105 were residents in long-term facilities and 9,784 were residents in short-term facilities (Statistics Norway, 2020). In 2018, there were approximately 70,000 people living in Norway who were diagnosed with dementia, and more than 80% of the residents in nursing homes had been diagnosed with dementia (Ministry of Health and Care Services, 2018). In Norway and in Western society more generally, there has been a shift in focus in nursing homes. Although physical care used to be the most prominent focus, recently, there has been a shift toward a holistic view of the person and person-centered care, seeing the whole person and their physical, psychological, spiritual, and social dimensions. There has been a change from more passive care to active care, with meaningful activities highlighted as important in long-term care (Ministry of Health and Care Services, 2018). In Norway, “teaching nursing homes” have been established with the intention of enhancing and developing the quality of care provided in nursing homes (Ministry of Health and Care Services, 2006). In the current study, two nursing homes were used as the sites for an observational study design looking at social innovative practices for making everyday life meaningful for the residents.



BACKGROUND

The importance of meaningful everyday life for nursing home residents has been emphasized (Ministry of Health and Care Services, 2009). To have a meaningful life is important for all people, regardless of their age or living situation. When an old person moves into an institution, they become dependent on healthcare personnel for possibilities to create meaning in their everyday life. This is what nursing is about (Travelbee, 1971). However, how to facilitate meaning in life for nursing home residents has not been fully explored, but it is important for residents to experience dignity in everyday life when living in an institution (Kinnear et al., 2015; Slettebø et al., 2017).

There is a need for a cultural change in nursing homes that includes the ethics of care. In the literature, some cultural changes in aged-care facilities have been found to be crucial. These include changes, such as more individualized care, the facilitation of more meaningful relationships, better opportunities for participation in life roles more generally, and the possibilities for the residents to experience a new sense of belonging (Andrew and Ritchie, 2017).

Organizational culture shapes nursing home care. Culture change in nursing homes is a broad-based effort to make nursing homes less institutional and more homelike, patient- and family-centered while creating workplace practices that empower staff (Lima et al., 2020). An integrative review (Duan et al., 2020) of the empirical evidence of the effects of such cultural changes in nursing homes shows a positive trend in terms of residents’ quality of life, satisfaction, and autonomy.

In the care for the elderly, there is often an imbalance in power among caregivers and care receivers. However, relational practices are considered a two-sided coin, here with a focus on solidarity and care (Jennings, 2018). To have a good quality of life and a meaningful life, relationships are important for residents in long-term wards in nursing homes. To focus on solidarity and care, caregivers should provide equal respect for the residents’ rights and dignity, as well as provide health services. This contributes to “the actualization of potential flourishing for each and all” (Jennings, 2018, p. 553). Sources of meaning in life for older psychologically frail people are financial security, meeting basic needs, and personal relations (Hoeyberghs et al., 2019). This is the first study of the association between meaning in life and psychologically frail older people, showing the sources of meaning in life that should be met by caregivers. Residents in nursing homes may be seen as psychologically frail because most suffer from dementia. Thus, meeting basic needs and establishing solid personal relationships with residents could improve meaning in life for residents.

Meaningfulness and meaning-making are addressed in both psychological (King et al., 2006, 2016; Park, 2010; George and Park, 2016; Wong, 2017; Martela et al., 2018; Crego et al., 2020) and nursing research (Glaw et al., 2017). Meaning-making is considered to have three different meanings: “(a) cognitive processes of attribution and appraisal, (b) creative work of employing one’s gifts to make a useful contribution, and (c) narrative process of constructing a personal story to make sense of an event or one’s life” (Wong, 2017, p. 86). However, an important question regarding meaning-making is what is really meaning-making for this particular person and under what circumstances. Then, one may discuss particular types of meaning-making and if different meanings of the concept are made helpful and why (Park, 2010). Also, meaningfulness has two different aspects, mainly the cognition which is making sense of life and motivation which is to have a sense of purpose in life (Wong, 2017).

The importance of addressing meaningfulness is emphasized by pointing at the psychopathologies that may arise of meaninglessness, such as depression, anxiety, addiction, aggression, hopelessness, apathy, lower levels of well-being, physical illness, and suicide (Glaw et al., 2017). By focusing on positive affect and relationships, especially with family, healthcare personnel can reduce these psychopathologies and enhance meaningfulness in life with positive well-being, happiness, and better coping with stressful events (King et al., 2006, 2016; Glaw et al., 2017; Crego et al., 2020). Another way to make meaning in life and experience meaningfulness is found to be experiencing autonomy and competence, as well as satisfaction of relatedness and beneficence (Martela et al., 2018).

This is interesting findings also regarding older people in nursing homes as meaningfulness is important for thriving. Phenomena that may contribute to residents’ experiences of meaningfulness is found to be personal relationships, especially with family, but also to create moments of personal growths may increase meaning in life for older people also lacking cognitive difficulties (Dewitte et al., 2019). In a recent article, the components of meaning: coherence, purpose, and significance, were studied in a sample of residents lacking Alzheimer’s disease (Dewitte et al., 2021). The participants had a felt coherence rather than a cognitive one, and the purpose was not future-oriented any longer. However, the most important phenomenon for them to experience meaning in life were relationships and family. This understanding of meaning in life is consistent with the three components comprehension, purpose, and mattering (George and Park, 2016).

Social innovation is important to facilitate a culture that underpins a meaningful everyday life for nursing home residents. Innovation in the public sector, of which nursing homes may be considered a part, is of interest when the intentions of nursing homes change, as they have lately. Public sector innovation is defined as follows:


Public sector innovation is about new ideas that work at creating public value. The ideas have to be at least in part new (rather than improvements); they have to be taken up (rather than just being good ideas); and they have to be useful. By this definition, innovation overlaps with, but is different from, creativity and entrepreneurship (Mulgan, 2007, p. 6).
 

This definition includes the notion that innovation implies something “new, useful, and utilized” (Wegener and Tanggaard, 2013). Pue et al. (2016, p. 10) define social innovation as follows:


A new definition of social innovation, characterizing it as a process encompassing the emergence and adoption of socially creative strategies, which reconfigure social relations in order to actualize a given social goal.
 

Innovation may be considered a way to explore and fulfill the mandate of nursing homes. This mandate implies that because residents spend the later part of their lives in nursing homes, it is important that these homes be experienced as affording a meaningful life for their long-term residents. Innovation in nursing homes can also impact staff perceptions; social support seems to be very important for the social climate among healthcare personnel in nursing homes and, thus, for job satisfaction and job motivation (Adams et al., 2017). This, in turn, impacts healthcare in nursing homes and the service given to residents.

Although perfection is impossible, improvement is not (Tronto, 2001), and care should take place in an environment where all parts engaged can contribute to the ongoing discussion on the best way to meet needs.

Theories of meaningfulness, as discussed by Narens (2002), concentrate on meaningfulness in behavioral sciences but take their starting point in mathematics as cornerstone for these theories. Research in behavioral sciences is discussed mainly with a focus on quantitative research methods, even though qualitative case studies are mentioned (Gravetter and Forzano, 2018). Thus, the main understanding of theories of meaningfulness in behavioral sciences is based on quantitative and experimental research.

The current study is qualitative and focuses on how social innovation through culture change can contribute to residents in nursing homes experiencing a sense of meaning in their daily life. However, meaning-making, as described in narrative therapy, may be relevant for residents in nursing homes, where meaning creation of events in life is seen as a way to cope (Kropf and Tandy, 1998; Fivush et al., 2017). This is relevant in person-centered care, so this framework is chosen as the theoretical discourse in the current study.

Thus, the present study’s theoretical discourse of person-centered care is a theory developed by the psychologist Tom Kitwood (Kitwood and Bredin, 1992; Kitwood, 1997). The aim of the theory is to prevent unhealthy sociopsychological patterns in institutions for older people. The theory has been further developed to be implemented in care institutions by McCormack (2004, 2010). It is often found as fundamental for cultural change toward accomplishing a meaningful life for residents in nursing homes (Brodtkorb et al., 2019). Person-centered care emphasizes the meaning of life and the resident’s life history as the basis for providing care for the resident both generally and especially for those residents suffering from a form of dementia. The unique persons living in the nursing homes and the knowledge and experiences of the staff are necessary for planning and implementing care and activities that create meaning-making for the residents. Kitwood (1997, p. 8) defines person-centeredness in the following way:


…a standing or status that is bestowed upon one human being, by others, in the context of relationship and social being. It implies recognition, respect and trust.
 

McCormack (2004, p. 33) argues that it is one’s moral personality that gives a person status as someone special. It is the moral attitude that implies humanity as personhood. Because of this moral personality, the “person has an intrinsic, inalienable, unconditional, and objective worth and dignity as person.” In a review article by McCormack (2004), person-centered nursing is shown to be based on four understandings of (a) being in relation, (b) being in a social world, (c) being in place, and (d) being with self. These understandings of person-centered nursing imply knowing the resident, and here, it is central to know the resident’s values, biography, and “negotiated relationship” with the resident.

The literature shows that innovation, which includes culture change, may be important to create improvements for nursing home residents. However, there is a gap in how social innovation practices may contribute to this improvement.



AIM

The main aim was to explore phenomena within social innovation that can contribute to improving nursing home residents’ everyday lives.



DESIGN AND METHOD

The current study has an ethnographic design, with observations and interviews conducted in two nursing homes in Southern Norway.


Context

The nursing homes in the present study had resident departments consisting of single rooms spread over several units with a shared kitchen and living room. There was a separate resource department in one of the nursing homes for people with dementia and challenging behavior. There were day centers, a cafeteria, a hairdresser, and a podiatrist in the centers, as well as a memory room and large living room with stage facilities. On their webpages, the nursing homes expressed a wish to be hospitable and open centers where everyone respects each other and treats each other well.

In Norway, there is an established “Joy of Life Nursing Home” movement.1 This is a certificate arrangement for nursing homes that fulfill certain standards in terms of respecting residents’ existential, cultural, and psychosocial needs. The nursing homes included in the current study were certified as “Joy of Life Nursing Homes” and had been recertified several times, including during the period when the observations took place; this means that they were obliged to be innovative and develop qualitative good care to meet residents’ needs.



Data Collection

Two researchers (RS and KB) were participating observers at the two nursing homes. Field observations were performed for a total of 320h spread over a period of 16months from fall 2016 to fall 2018. This resulted in 85 pages of single-spaced field notes in font size 12. The field notes were recorded and transcribed in full. The two researchers observed one nursing home each; they were observing in the common area at the nursing homes, but were not participating in care activities that took place in the private rooms of the residents. Sometimes, they were talking with the staff to get a deeper understanding of what was happening in some situations. Some days, they observed more generally what happened at the living rooms or day center, and some days, they followed particular nurses to observe how they performed daily activities in common areas. Two in-depth interviews were conducted with nursing home leaders at the start of the observation period. The interviews were recorded and transcribed verbatim. The interviews lasted between 68 and 70min. The role of the interview was to deepen the understanding of the philosophy of the nursing home leaders in front of the data collection through the field observations. Thus, the main data came from field notes from the observations. The transcriptions from the interviews were analyzed as text, together with the data from the field notes. In addition, two dialogue meetings were conducted with the staff of the two nursing homes at the beginning and after a period of 2years (a total of four meetings), and the minutes were added to field notes and analyzed accordingly.



Analysis

A thematic qualitative analysis (Braun and Clarke, 2006) was performed by all three researchers, leading to a main theme and five subthemes. All data from the two interviews, the field notes, and the minutes from the dialogue meetings were merged together as one text and analyzed as a whole. The researchers followed six steps. First, we familiarized ourselves with the data by reading the entire text several times before we met and started the initial analysis. Then, we had an impression of what the themes in the text were about but not having named the themes yet. Second, we generated initial codes, such as “visit from kindergarten and residents were touched and happy,” “cleaners actively participating in the staffs’ effort of making meaningful days for the residents thus being part of the community of practice,” “there is a training trail with varied surface giving opportunity for residents to walk outside,” “there are different animals visiting the nursing home where the residents can enjoy meeting animals if they like,” “residents’ experience of joy when eating newly baked bread,” or “resident had challenging behavior and mapping helped finding information.” Third, we searched for more abstract themes that were then coded and collated. These codes were “social innovation,” “nutritional status,” “open nursing home,” “meaning in life,” and “meaningful activities.” The analysis process is described in a table (see Table 1). Next, we reviewed the themes before defining and naming five different subthemes: (1) opening the nursing home to the surroundings; (2) expanding and strengthening the community of practice; (3) facilitating customized activities; (4) ensuring sufficient nutrition and facilitating enjoyable mealtimes; and (5) preventing unrest and disturbing behavior; and one main theme “Social innovation within working practices in nursing homes includes phenomenon that contribute to a meaningful everyday life for the residents” that addressed the research question. The final and sixth step was reporting the findings.



TABLE 1. Examples of the analysis process.
[image: Table1]



Ethics

The nursing homes included in the current study participated in a larger research project named “Social Innovation in Nursing Homes,” which was funded by The Norwegian Research Council (no. 256647). Because of the study aims and Norwegian legislation, which requires ethical approval only when health information is collected as part of the research, ethical approval was not required. However, the principles of the Declaration of Helsinki (World Medical Association, 2013) were followed. Observation only took place in communal areas and not in private or intimate situations or in the residents’ rooms; thus, privacy was respected. Participation in observation and interviews was voluntary and based on informed consent. The participants received information in advance, were able to withdraw at any time, and could refuse to be observed. The project was approved by the Norwegian Centre for Research Data (no. 49229).




FINDINGS

The main theme was that social innovation within the working practices in nursing homes includes phenomena that contribute to a meaningful everyday life for the residents. This main theme includes five subthemes: (1) opening the nursing home to the surroundings; (2) expanding and strengthening the community of practice; (3) facilitating customized activities; (4) ensuring sufficient nutrition and facilitating enjoyable mealtimes; and (5) preventing unrest and disturbing behavior.

Social innovation means that everything revolves around human resources, where everyone contributes and is included. While conversing with two nurse aides who had extensive experience both at the current nursing home and at other nursing homes, the researcher noted the following:


The nurse aides had both worked at another nursing home before. These places have been more marked by practical work and the assignment of tasks. They thrive better here, where they feel that the focus every day is to make the days as good and pleasant for everyone as possible (Field notes, p. 53).
 

Here, the nurse aides experienced the care culture and working environment as positive, solution focused, and innovative. The employees had positive attitudes toward change, as observed during the fieldwork and after changes had been implemented. The staff showed a value base that was realized in daily work focusing on person-centered dementia care.


She says that she has previously had practice at another institution, and that what stands out about this nursing home is the focus on joy of life. The fact that each patient’s life history is recorded and available to her has helped her become more and more familiar with each resident. She notes that the daily life pleasure activities for the residents she follows up on every day encourage her to be active (Field notes, p. 55).
 

The value base appears to have been founded on every employee knowing the residents, caring about them, and finding value in them.


Opening the Nursing Home to the Surroundings

The first subtheme was “opening the nursing home to the surroundings.” The nursing homes were open institutions, meaning that they extended into the community and invited the community into the nursing homes to participate in activities. An open nursing home contributed to meaningful everyday life for the residents, employees, students, relatives, volunteers, and other visitors.


A group of children from a kindergarten come singing through the corridors, dressed as Lucia, and holding candles. One of the residents is clearly touched and happy about the visit (Field notes, p. 55).
 

The kindergarten near the nursing home came to visit the residents and included them in their activities. The residents also visited kindergartens and organizations; for example, bands had their meetings and rehearsals in the dining room of one of the nursing homes. On Constitution Day, the children marched through the garden of one of the nursing homes and visited the residents. Hence, there were fluid transitions between the nursing homes and the community at large.

There were clearly good intentions regarding taking care of the residents’ needs, but some conflicting considerations for the nurses and other healthcare personnel were observed. For example, sometimes, there were too few personnel at the unit to take care of all the residents’ needs. In addition, a lack of resources meant that it was not possible to attend to needs that should be met individually. One nursing home had its own resource ward with a special competence in dementia care. The employees from this ward were experts who conveyed their expertise broadly to other departments and employees, as well as to the other nursing home, the municipality, and relatives.

Each nursing home had a cafeteria open to all who wanted to visit for a cup of coffee or some food. It was used by the residents, relatives, visitors, and others from the community. Here, the residents could chat with new people or meet relatives or visitors. There were also meetings between different generations; kindergarten children and middle school children visited the nursing homes. Groups with accordion players came and had singing sessions or other types of concerts with the residents and others who wanted to participate. However, the children performed for the residents (entertainment), but it amounted to minimal interactions between generations rather than mutual activities:


The student and I (the observer) are attending singing time with kindergarten kids at the day center. It is organized as a small concert where the children sing for the old and get applause and waffles. There is no further interaction between the kids and the residents (Field notes, p. 27).
 

It was also noticed that there could be enhanced interaction between visitors and residents to further assist in meaning-making for the residents when visitors came to the nursing home. This led to the second subtheme about creating a community of practice at the nursing home.



Expanding and Strengthening the Community of Practice

The second subtheme was “expanding and strengthening the community of practice” in the nursing home. One finding was that all the employees were important participants in making the day meaningful for the residents. Here, the manager included all the employees of the nursing home, from the chef, custodian, and cleaning personnel to the physician, physiotherapist, and nursing personnel. Everyone cooperated, all were needed, and a common culture was central to innovation. The manager emphasized that everyone had equal importance, and the staff were included in activities with the residents. This was important because the staff did activities together with the residents rather than for the residents. Absenteeism among the staff was low because everybody felt included and important for the well-being of both the residents and other employees. However, there were challenges in terms of the different workloads on the different wards, as one ward leader explained:


She also says that over the years, this ward has received residents with more challenging behavior than the other ward at the nursing home, which has the same number of residents and equal staffing. (…) If individuals continue to criticize things that have already been decided, she sees it as the leader’s responsibility to point out to them how it impacts the community and the motivation of others to maintain a positive attitude toward change (Field notes, p. 34).
 

This note shows the importance of the leader at each ward and their role in maintaining a positive attitude toward change and the work at the ward. The nursing homes cooperated with labor outreach and had persons with mild intellectual disabilities in service. These people did their jobs well and positively supplemented the staff. This was an element of the open and community-oriented nature of the nursing homes that served as a mutual advantage for both the employees and the rest of the staff. For example, a member of the cleaning staff brought newly fished shrimp to one meal for all residents and staff, including all the members of the staff in meals and nutrition:


One of the cleaners had fresh shrimp as her husband fished early in the morning today. She has distributed them to all departments. The pupil and the apprentice clean them at the table. A male resident looks on, and we get a little conversation about fresh shrimp and shrimp fishing (Field notes, p. 55).
 

As the note describes, each staff member, regardless of profession, experienced being included in meaning-making for the residents. Each member’s contribution was seen as important. Reflection meetings were organized on each ward, and competence development was systematically given attention, both in work schedules and through participation in external courses. Cooperation between all levels in the healthcare sector and transdisciplinary collaboration was important parts of seeing and using all resources to the best effect for the residents. The staff had regular meetings with the hospital staff, as well as with staff from home healthcare in the community. The physiotherapist and occupational therapist had their offices outside the nursing home and visited special residents when needed. This was experienced as challenging by several of the care personnel. Each nursing home had its own full-time physician who attended meetings with both the healthcare personnel at the nursing home and collaborating partners.



Facilitating Custom Activities

The third subtheme was “facilitating custom activities.” The nursing homes in the current study were certified as “Joy of Life Nursing Homes.” Because of this, several activities were offered that were more structured and systematized. The staff at the nursing homes arranged parties for residents, relatives, and others from the community based on the seasons. For example, they had a summer party at the beginning of the summer to mark the new season. This was outside in the garden, with a barbecue in the sun. In addition, they arranged a new party when autumn came to mark the transition to the new season.

The nursing homes had also bought rickshaw bicycles and had hired young adults to bicycle the residents on tours around the nursing home area. They went to the city nearby and to the woods or the seaside. This was seen as place bonding and part of place attachment for the residents enhancing their well-being and quality of life. These bicycles were also made available to relatives to take residents for a ride if they wanted.

In our observations, we noted that the most well-functioning nursing home residents received activity tasks at the day center, while the rest received care in the wards, where quiet activities were the focus. As one leader described in an interview, there were many possibilities for activities:


We have made a training trail where one can go on a varied surface, where there are pebbles, where there is bark, where there is gravel, to get a bit of that balance training. (…) We have chickens, cats, dogs, visiting dogs, birds such as budgies. (…) We have what we call a “sound shower” where you can go in, sit down, and listen to birds chirping, or you can choose a boat engine if you like, where you can hear the waves (Manager interview, nursing home 1, p. 12–13).
 

Even though there were several possibilities for activities, there were also limitations on physical frameworks, but the staff found it important to stay focused on what they could achieve, not on the limitations. They focused on solutions. When talking to one of the experienced nurse aides, the researcher noted the following:


She thinks that it is busier than before and that there is too little time to concentrate on meeting with the residents at their pace and on their premises. We are talking about the new garden which will officially open in two days. She thinks that it is fine, but at the same time not completely safe for the residents of the ward. The garden is on a steep slope, and there is a hill that is too steep for many residents (Field notes, p. 33).
 

As the quotation shows, examples of limitations were that staffing was not ideal, the sensory garden was very steep and difficult to use for some of the residents, and there were resident rooms on the outskirts of the department. However, the staff did the best they could for the residents given the circumstances.



Ensuring Sufficient Nutrition and Facilitating Enjoyable Mealtimes

The fourth subtheme was “ensuring sufficient nutrition and facilitating enjoyable mealtimes.” Systematic monitoring of nutritional status is important for the residents’ quality of care. On both the individual and system levels, the aim was to prevent and treat malnutrition, thereby ensuring a surplus of energy for the activities of daily living. As part of the focus on nutrition, the National Patient Safety Program was used (one of the themes is nutrition).

In the residents’ electronic health records, there used to be several points to mark regarding nutritional status. Through an innovation process, this was simplified to two categories: nutrition mapping and nutrition plan. This provided the staff with an overview of each resident’s weight and body mass index (BMI) on a certain date so that they could assess which residents were at risk because they had lost weight. The staff paid more attention to weight and BMI than they had before and made sure that the nutrition mapping was systematically done and that it resulted in a nutrition plan. They focused on meals, and both the nursing homes had changed the mealtime for dinner from about 1p.m. to 4p.m. and added a lunch meal between breakfast and dinner. The lunch was prepared on the wards by the healthcare personnel and nursing staff. It was discussed at meetings that this took some time to prepare, which some of the nursing staff would have preferred to spend with the residents.

However, the changes to the mealtimes largely functioned well. The staff noticed that the residents ate more and better and slept better after dinner time was moved. This change in mealtime improved the nutritional status for the residents in general, thus improving the resident’s energy to participate in meaningful and enjoyable activities. The nutrition plan was adjusted to prevent weight change – especially weight loss – in the residents:


The electronic health record was simplified, and there are now only two categories regarding nutrition for each patient: (1) Nutrition Survey and (2) Nutrition Plan. Previously, patients were also weighed (mapped) and weight was registered, but measures were lacking when patients lost weight (Field notes, p. 10).
 

After this change, the staff monitored weight loss specifically and adjusted nutritional status accordingly. This was important for the residents, so that they had the energy to participate in activities. Another important aspect of mealtimes was to make this time social and enjoyable. The staff participated and helped during mealtimes to create social encounters between the residents and staff.


A patient expressed joy in "hot bread." There is baked bread every morning in the canteen, which is brought to the department (Field notes, p. 4).
 

By offering newly baked bread, the nursing home staff helped residents enjoy eating breakfast more. However, it was observed that the staff prepared breakfast and did not let the residents prepare their own bread. This was done because it was easier for the staff and it did not take as long to serve the meal; however, this could be seen as a drawback in terms of the experience of a social meal for the residents. The dementia coordinator held regular meetings with the staff focusing on nutrition and other relevant topics:


The dementia coordinator shows interest in nutrition. She asks how they plan and organize the meals, based on breakfast. The residents get ready-made food. She asks why. It turns out that the main reason for the ready-made food is the experience that if everyone sits together and helps themselves, there can easily be a lot of mess and chaos. Not everyone can do it properly and other residents can get annoyed. The dementia coordinator emphasizes that the staff play an important role in sitting at the table with the residents and coordinating the activities in the calmest way possible (Field notes, p. 57).
 

Quality nutrition meant not only that meals consisted of food with the correct composition but also that meals should be meaningful and pleasant. Sufficient nutrition was about giving the residents surplus energy for other activities, both mentally and physically.



Preventing Unrest and Disturbing Behavior

The fifth and last subtheme was “preventing unrest and disturbing behavior.” Restlessness and disturbing behavior can create challenges on the ward for employees and other residents. This was a special challenge in the wards where most of the residents suffered from dementia. However, the employees controlled violence and threat challenges with risk assessments and training in handling such behavior. The field notes reveal that the staff had separate meetings on how to handle violence and threat challenges. As part of handling violence and threats, the National Patient Safety Program was used. The staff discussed how to map threat challenges, who posed these threats, and what sort of threats they were. They experienced direct violence, both verbally and physically. They then discussed how to meet such threats in different ways and what measures to apply in different situations. A nurse manager explained the following in an interview:


There was a patient who was challenging, and they somehow could not quite figure out how to help him. Then, they mapped [by Dementia Care Mapping] him for a day and an evening and found quite a lot of interesting information (Manager interview, nursing home 2, p. 15).
 

Some of the methods consisted of training in theory and legislation, as well as how to relate in practically challenging situations and prevent such situations from occurring. The focus was on establishing trust between the residents and staff; they tried to provide for restless residents by allowing them to go outside and be followed only via GPS. They were not locked in the ward but could walk freely when they wanted. This was done to reduce feelings of being place-confined and thus reduce stress and anxiety and enhance place attachment to safeguard well-being and quality of life for the residents. These GPS arrangements were cleared with the residents, relatives, and physicians. Using GPS allowed the residents who was eager to walk and were suffering from restlessness to walk freely, thus enjoying activities that were meaningful to them. This led to a sense of freedom where they could walk alone, independent of staff, and to a feeling of freedom from visible surveillance, even though they knew they were tracked by the GPS.

Dealing with challenging behavior or restlessness was sometimes difficult when communication was impeded:


The nurse leader’s experience was that residents accept employees with different looks or skin color. But it is a challenge that some employees do not master the Norwegian language well enough to communicate adequately with the residents. In a sheltered department with a lot of behavioral challenges, it is of great importance to be able to communicate clearly (Field notes, p. 20).
 

This was considered when hiring new staff members, here with competence in Norwegian language being emphasized. There had been some staff absenteeism because of violence but not a lot. However, the employees reported that it was exhausting to work in an environment where threats or abuse were possible. This was also a problem for the other residents. Thus, it was important to prevent such behavior to promote a meaningful everyday life for all residents. The nurses met with the dementia coordinator and discussed how to handle situations of violence:


There are many conditions that carers could not change (for example, diagnosis, older people), and other conditions that carers could change (provide good environmental measures, do something about the mental healthcare environment, document patient history, try to see the situation from the resident's point of view). Furthermore, one can usually try to assess what triggers a person. Nurses can also allow for extra time in the situation and be aware of the way in which they communicate in order to calm the situation (Field notes, p. 17).
 

The dementia coordinator in the municipality met and talked with the nursing staff regularly to give advice on how to manage disturbing behavior from the residents suffering from dementia. Through different means, they managed to reduce and prevent this, thus promoting a meaningful everyday life for both the restless residents and their coresidents.




DISCUSSION

Our main aim was to explore phenomena within social innovation that can contribute to improving nursing home residents’ everyday lives. As a subtheme, we found that an open nursing home was an institution that made it possible for residents to experience meaningful everyday lives. This contrasts the “total institution” described by Erving Goffman in the 1960s (Goffman, 1961). Goffman (1961) describes the “total institution” as an institution that regulates and maintains the behavior of the patients and healthcare workers in a predictable and controlled way, such that they are “institutionalized” by knowing their social role within the institutional frames. In addition, a “total institution” is characterized by being separated from the surrounding environment; it is self-contained, with its own routines and frames. The risk of institutionalization and confinement for elderly is discussed by Ramkissoon (2020a). Ramkissoon (2020a) defines place confinement as perceived threat to mobility and affecting physical immobility where residents are restricted to their place of residence. Where residents’ physical activity is limited or restricted, it may result in feelings of dependency and impact feelings of well-being and quality of life (Ramkissoon, 2020a,b, 2021). However, place attachment may be fostered as a positive relationship to the environment. Ramkissoon et al. (2013, p. 554) defines place attachment as the bonding people share with places and consists of place dependence, place identity, place affect, and place social bonding. There has been a change in the ideologies of nursing homes from being closed and self-sufficient to being open and inviting the community into the institution. Thus, if healthcare personnel could help residents with enhancing feelings of place attachments to the environment surrounding the nursing home, it may impact their health, well-being and quality of life. Ramkissoon (2021) recommends promoting place affect interventions. Collaboration between residents, relatives, neighbors, and healthcare personnel opened up the institutions and the possibilities for residents to participate in the community as they had before they moved into nursing homes. This collaboration between residents and the community was also shown to be positive in Andrew and Ritchie’s research (Andrew and Ritchie, 2017).

We found that the residents needed different activities, and the staff at the participating nursing homes respected this. The healthcare personnel customized activities for each resident. Some of the residents were taken on tours with a rickshaw bike, while others were taken for small walks in the sensory garden; this depended on the resident’s capacity and motivation for activities. Some residents spent their time at the day center, where there were more activities, while others sat in the daily room or balcony on the ward, where it was quieter and there were fewer activities. This could be experienced as “slow nursing” (Lillekroken, 2020), where there is time to rest and have quiet time. This also gives healthcare personnel time for the residents to do the activities at a slower pace. This customization helped provide activities that could give the residents meaningful lives. The nursing homes were also customized for the residents to participate in different activities. However, there were some hindrances, as mentioned in the findings regarding the steep sensory garden. Even though the staff commented that this was not ideal, they did their best with the situation. The necessity of adjusting the surroundings of nursing homes has been pointed out in other research. Nordin et al. (2017) found that adjusting the environment at the nursing home was important so that the residents could do activities on their own. However, we found that the activities were not something that the residents were forced to participate in but instead something that they enjoyed participating in and that gave their lives meaning. This was in line with the “Joy of Life Nursing Home” movement, as well as with the research on dignity for residents in nursing homes (Shotton and Seedhouse, 1998; Brodtkorb et al., 2017; Slettebø et al., 2017; De Vriendt et al., 2019).

Introducing meaningful activities may contribute to establishing relationships and enhancing residents’ social lives (Cialdini and Goldstein, 2004; Cohen and Janicki-Deverts, 2009; De Vriendt et al., 2019). De Vriendt et al. (2019) provide a “because activities should be meaningful” approach with four dimensions: getting to know each other; self-prioritized goals; plan and actions; and evaluation and outcome. In a pilot study, the authors find that meaningful activities of daily living were enabled by a participatory client-centered approach, improving satisfaction and social life, and decreasing medication use in long-term care facilities (De Vriendt et al., 2019). Meaningful lives in nursing home residents may be fostered by focusing on positive affect and relationships, especially with family and to do activities together. By fostering resident’s positive affect the healthcare personnel can promote affective ties to a place for the resident such as the environment surrounding the nursing home, and thus support health, well-being and enhance quality of life for the residents (Ramkissoon, 2020a,b, 2021). Healthcare personnel can enhance meaningfulness in life with helping to create positive well-being, happiness, and better coping in residents (King et al., 2006, 2016; Glaw et al., 2017; Crego et al., 2020). This may be important for actually offer person-centered care to nursing home residents which is emphasized in the current study. Hauge and Heggen (2008) describe nursing homes as homes, explaining how common rooms, such as the dining room, can be used to enhance socialization and, thus, meaningfulness in everyday life.

This is in line with the theoretical concept of person-centered care in nursing homes. The focus on the resident’s life history is fundamental both in the person-centered care theory and in the “Joy of Life Nursing Home” movement, in which both the represented nursing homes participated in. The findings in the current study expand the understanding of the theory of person-centered care that a nursing home that is open toward society and expanding the community of practice where customized activities are facilitated were an important part of improving culture change and implementing person-centered care. In addition, it aligns with the understanding of person, which is outlined by McCormack (2004) and the four understandings of person-centeredness of Kitwood (1997) and McCormack (2004) of being in relation, being in a social world, being in place and being with self. Another aspect of person-centered care that is new knowledge from the current study expanding the understanding of person-centered care, is mealtime and meals that were enjoyable and customized for each individual resident, which also helped prevent unrest and disturbing behavior together with special care for each resident and their behavioral challenges.

During our observations, it was promising to see some interactions across generations, such as when kindergarten children or school students visited the nursing homes. This was the focus of the study of Gundersen and Slettebø (2016). However, we observed some activities in which the residents did not always participate fully; the residents watched the children and did not relate to them. There were other interactions that the residents enjoyed, such as when choirs or musicians performed concerts and the residents sang along. However, it may be a challenge to conduct these types of interactions in a way that engages all participants equally (Jennings, 2018). A secondary analysis of nursing home data showed that introducing a café in aged-care facilities contributed to transforming both the physical and social environment (Andrew and Ritchie, 2017). Social support seems to be very important for the social climate among healthcare personnel in nursing homes and, thus, for job satisfaction and job motivation. This, in turn, has an impact on healthcare services in nursing homes and the services given to residents (Adams et al., 2017). The need for meet basic needs and personal relations (Hoeyberghs et al., 2019) is shown for psychologically frail older people and should be considered when giving person-centered care to residents in nursing homes.

In the current study, we found that mealtime at the nursing homes had been changed so that dinner would be served later in the afternoon rather than at noon. This may be described as social innovation, as defined by Pue et al. (2016), where change is a process of socially creative strategies that reconfigure social relations. The innovation improved the dietary status of the residents because they ate better and more. It also afforded time for meaningful activities in the morning before lunch and dinner. There is also evidence in the literature of the positive effects of changing dining and mealtimes (Robinson and Gallagher, 2008). Changing the mealtimes allowed for more time in the morning to participate in meaningful activities. It could be relevant for the residents to experience meaning in life understood as comprehension, purpose, and mattering as discussed by George and Park (2016). In addition, it offered more time between breakfast and dinner, so the nutritional status of the residents improved, allowing them more energy to participate in activities that made the days more meaningful. This could be seen in the participation that occurred when children from kindergarten came to visit or allowing the residents themselves to go out on tours with bicycles. Changing dining services may be important in cultural changes in nursing homes (Robinson and Gallagher, 2008). Mealtime is considered important for nutritional status and socialization because residents should be allowed to make some choices regarding when, what, and where to eat and with whom. This is in line with the findings of Chwang (2012), who discusses issues of malnutrition in older people. One suggestion is to improve the quality of food services in healthcare facilities to improve mealtime experiences. In addition, it is important to understand the physiological changes in older persons and the need for nutritional knowledge to provide adequate nutrition care for the aged. By establishing a café in the nursing home, it is possible to enhance mealtimes in terms of individualizing care and socializing, providing the possibilities for new relationships and “to meet with staff, old friends, families, and members of the community” (Andrew and Ritchie, 2017, p. 42). In Norway, the government has invited nursing homes to establish kitchens in nursing homes instead of larger units outside the nursing homes (Ministry of Health and Care Services, 2018). This is a new policy in which a homelike atmosphere should be prioritized by building a kitchen in each nursing home. This is also in line with the experiences of other countries (Andrew and Ritchie, 2017).

The included nursing homes used GPS to prevent restlessness in residents who were uneasy and were calmed by walking. They did not have many fences and restrictions but let the persons wander as they wanted with GPS tracking. As our findings show, the use of GPS tracking allowed the residents to walk more freely without needed the staff to follow. For many of the residents, the walk outside gave meaning to their life and were enjoyable activities that made it easier to manage restlessness. To increase meaning in life for persons with cognitive difficulties family relationships and moments of personal growth is found to be important (Dewitte et al., 2019). To have the opportunity to walk freely may be such moments enhancing experiences of meaningfulness. This again may be seen as a new dimension of person-centered care. This is supported by the research of Ramkissoon (2020a) who finds that residents with pro-social behavior have reduced mental distress. Instead, such behavior fosters attachment, belongingness, trust, and life satisfaction and that activities in the nature help reduce anxiety and distress. However, there are ethical issues involved in tracking residents, and these were discussed with the residents, their relatives, and physicians before implementation. It was found to be a less-intrusive intervention than physically restricting wandering persons who wanted to go for long walks. This is in line with ethical recommendations in the literature (Landau and Werner, 2012; Hofmann, 2013). Because of the increasing number of older people in society, a welfare technology solution has been suggested. The ethical aspects of welfare technology are discussed in the literature (Landau and Werner, 2012; Hofmann, 2013). There are some challenges, such as alienation from human-to-human relationships. There could be different goals among different stakeholders. Residents might want to walk freely without being tracked, and if there are not enough staff to follow them, GPS would be the preferred intervention. This challenges confidentiality and privacy for the residents and poses problems when it comes to respecting dignity and vulnerability. Therefore, the literature recommends open discussions between residents and relatives, together with healthcare personnel, before implementing GPS and other welfare technologies in the care of residents diagnosed with dementia (Landau and Werner, 2012; Hofmann, 2013).


Methodological Considerations

We believe that the current study meets the criteria for trustworthiness, confirmability, credibility, dependability, and transferability (Lincoln and Guba, 1985; Graneheim and Lundman, 2004). The study took place at two typical medium-size Norwegian nursing homes, which were considered innovative and accepted the researchers’ request to study their practices. This is in line with the criteria of confirmability and credibility. The researchers were familiar with nursing home practices and were open to what had happened in the setting. They knew the context because they were nurses and nurse lecturers who had been at nursing homes before but were not well known at the nursing homes in the study. However, there is a limitation: Observation took place only in communal areas, not in the residents’ rooms. The analysis was performed by the two observers and a researcher who did not participate in the observations, so we had both an inner and outer view of the data during the analysis. The research team discussed the analysis until agreement on the themes was reached. We have described the context and research process to the best of our ability so that transferability is possible; thus, the demand for trustworthiness is met. However, it must be considered that transferability to other contexts and countries may vary because of the different healthcare systems.




CONCLUSION AND IMPLICATIONS FOR PRACTICE AND FURTHER RESEARCH

The current study has revealed that innovation practices toward holistic and person-centered care in nursing homes may promote quality improvement in nursing homes. Such practices contribute to opening the nursing home to the community, involving the whole facility and the surroundings, thereby establishing a community of practice for all members of the nursing home. This enables residents to experience a meaningful everyday life through customized activities, sufficient nutrition, and a pleasant milieu during mealtimes. By preventing behavior disturbances, it is also possible to promote meaningful lives in nursing homes. The current study adds to the theory of person-centered care that family relationships and moments of personal growth by fostering place attachment with the opportunity to walk freely, mealtime and meals that were enjoyable and customized for each individual resident, and helping to create positive well-being, happiness, and better coping in residents enhance experiences of well-being and quality of life by place bonding and meaningfulness. This again may be seen as new dimensions of person-centered care. In line with Ratwani (2017) suggesting that psychologists may support healthcare personnel with implementing Electronic Health Records, we suggest that the current study may imply that psychologist may support healthcare personnel with culture change in nursing homes when implementing these findings for enhancing meaningfulness and meaning-making for nursing home residents. Future research should look at how innovative practices and a more systematic opening of the nursing home to the community would foster homelike and meaningful stays in nursing homes.
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Health-promoting initiatives incorporating meaning-making to enhance the well-being of people in late adulthood are important, particularly as the number of older people is increasing. Resilience and sources of meaning may be related to individuals’ experience of meaningfulness and satisfaction with life. However, few studies have investigated these relations among people in late adulthood. In the present exploratory study, we asked the following questions: What are the differences regarding scores on sources of meaning, resilience, meaningfulness, and satisfaction between people in late adulthood (≥65) and other adults (18–64)? What is the association between sources of meaning and meaningfulness, and between resilience and meaningfulness? What is the association between sources of meaning and satisfaction with life, and between resilience and satisfaction with life? A cross-sectional design was used. A population-based sample of 925 participants (aged 18–91 years) was recruited from the National Population Register in Norway. Of these, 219 participants were 65 years old and older (mean age 73 years). Additionally, sub-analyses for the age-group ≥ 75 (N = 71) were performed. Independent-samples t-tests, chi-square tests, one-way ANOVA, and linear regressions adjusted for demographics, anxiety, and depression were performed utilizing standardized questionnaires. It was found that people in late adulthood (≥65 years) scored significantly higher on meaningfulness compared to younger adults (18–64). Of the sources of meaning, vertical self-transcendence, including explicit religiosity and spirituality, had the strongest relation to meaningfulness for people in late adulthood, after adjusting for demographics, anxiety, and depression. For the same group, accomplishment, including generativity and unselfish engagement with the surroundings and future generations, also stood out as a prominent source of meaning when related to meaningfulness. No sources of meaning were associated with satisfaction with life in the older group. No associations between resilience and meaningfulness, nor between resilience and satisfaction with life, were found among people in late adulthood. However, positive associations were found between resilience and meaningfulness, as well as between resilience and satisfaction with life, in the 18–64 age group. Longitudinal research and interventional studies are needed to confirm whether the designated sources contribute to meaningfulness in a Norwegian context. The implications of the findings are discussed.
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INTRODUCTION

Longevity is increasing in most countries. Among people in late adulthood, many face multiple health conditions and mobility problems, and relatively high rates of chronic diseases and disability are observed among older people (≥65 years) (Eurostat, 2020, p. 50). At the same time, challenges related to changes in their life situations, such as loss of spouse and retirement, are emphasized (Norwegian Government, 2017). A goal of Norwegian authorities is to facilitate older people staying at home as long as possible due to the positive impact of dwelling in known surroundings (Norwegian Government, 2017). It is recognized that several approaches are needed to support older people when living at home. Among these, health-promoting initiatives that enhance meaningfulness and well-being have been suggested (Knitzek et al., 2021). Meaning-making and maintenance of meaning have long been considered a key aspect of successful adaption to aging (Reker and Wong, 2012), since discovery and creation of meaning through inner and spiritual resources may be a way of transcending for instance personal losses and despair in old age (Wong, 1989). Still, health promotion through meaning-making and other inherent resources like resilience may be underestimated assets for people’s well-being, at least in Norway and the Scandinavian countries (Knitzek et al., 2021). A contextual investigation of older adults’ experience of meaningfulness and satisfaction with life is needed to inform policy development and the service implementation of health promotion initiatives and to better understand the relationship of these factors to sources of meaning and resilience. As a first step, the present study involves an exploratory investigation of this issue in Norway.

According to Schnell (2021), meaningfulness is the basic trust that life is worth living, based on an appraisal of life as coherent, significant, oriented, and belonging. Coherence is linked to life making sense, orientation is about having goals and aims in life, while significance emphasizes life’s inherent values (Martela and Steger, 2016). Previous research has found meaningfulness to be associated with more hopefulness and optimism (Damásio et al., 2013) and higher levels of self-determination and social integration (Kashdan and Breen, 2007). Meanwhile, meaningfulness is negatively correlated with anxiety, depression, and post-traumatic stress (Sørensen et al., 2019; Schnell, 2021). Meaningfulness is found to be higher among those at later life stages (Steger et al., 2006). Meaningfulness is also found to positively impact health-related outcomes of people in late adulthood, helping them to sustain a healthy life and contributing to a reduced risk of premature mortality (Steptoe and Fancourt, 2019).

Meaningfulness is linked to individuals’ engagement in a variety of orientations represented by sources of meaning, depending on which purpose they perceive as significant (Schnell, 2021). Sources of meaning have been identified by several research programs (Wong, 1998; Reker, 2000; Bar-Tur et al., 2001; Schnell, 2009, 2011) and form the grounds of the meaning experience. The 26 sources identified by Schnell (2009, 2011) appear in the six dimensions of the Norwegian validation of the Sources of Meaning and Meaning in Life Questionnaire (SoMe) (Sørensen et al., 2019). These six dimensions are as follows: (1) Well-being and relatedness pertain to commitment to enjoyment and sensitivity in private and with company; (2) Order and tradition pertain to commitment to principles, common sense, and the tried and tested; (3) Vertical self-transcendence pertains to a search for an immaterial supernatural reality through explicit religiosity and spirituality, while (4) Horizontal self-transcendence pertains to a commitment to worldly affairs beyond immediate concerns; (5) Accomplishment pertains to achievement, development, power, challenge, knowledge, and generativity; and (6) Liberality pertains to freedom, individualism, comfort, and creativity (Schnell, 2009, 2011; Sørensen et al., 2019).

It has been found that a deeper sense of meaning and higher levels of satisfaction with life are achieved through self-transcendence and collectivism compared to occupation with sources related to self-preoccupation and realization of personal potential, as the latter may be more related to situational meaning where meaning-making appears in everyday life experiences (Reker and Wong, 2012). For older adults, such a pattern could be explained by Törnstam’s (1989) gerotranscendence theory, emphasizing a shift of meta-perspective from a materialistic and rational view toward a more value-based, communal and transcendent focus in older age. This claim finds support in previous research on older adults, where communal and transcendental sources seem to be more prominent than the individualistic ones (Bar-Tur et al., 2001; Schnell, 2009).

Satisfaction with life is a distinct construct representing a cognitive and global evaluation of the quality of one’s life as a whole in view of beliefs and expectations (Keyes et al., 2002; Pavot and Diener, 2008). It may be a paradox that satisfaction with life has been found to be higher among older adults while health challenges and other limitations are increasing in this life phase (Gana et al., 2013). This might be explained by the fact that older people optimize their performance in selected and well-known domains and values, compensating for their inevitable limitations (Riediger et al., 2005).

Differentiation can be seen regarding various sources related to meaningfulness and satisfaction with life, respectively. In the literature, these differences have been explained by meaningfulness representing eudaimonic well-being, focusing on personal growth and striving for meaning (Huta, 2018), whereas satisfaction with life is characterized as hedonic, focusing on basic needs and desires in the here and now (Baumeister et al., 2013). Such a differentiation is shown in a study of older adults (≥65 years) in residential care, where the sources personal growth, spirituality/religion, and interpersonal relationships were positively related to personal meaning, while family and leisure were positively related to satisfaction with life (Dewitte et al., 2021). A study of active seniors found no relationship between eudaimonic sources of meaning and life satisfaction (Penick and Fallshore, 2005). Thus, it was suggested that personal meaning may not serve as a major source of life satisfaction.

Resilience may be defined as the personal qualities that enable individuals to thrive, and it is also viewed as an expression of successful stress-coping ability (Connor and Davidson, 2003). When facing stressors, threats, or demanding life situations, resilience represents the dynamic process of positive adaption and the ability to maintain or regain mental health, whereby individuals reintegrate in life despite experiencing adversity (Herman et al., 2011). Resilience may vary with age and is proposed to be lower in older than in younger people (Rothermund and Brandtstädter, 2003).

A qualitative interpretive meta-synthesis (Bolton et al., 2016) pointed at several partially coincident constructs between resilience and meaningfulness. The most prominent factors were external connections emphasizing relations and social support; meaningfulness highlighting existential aloneness, meaning-making, and spiritual/religious practices; in addition to a positive perspective on life. In a population sample, resilience was positively correlated with meaningfulness (Sørensen et al., 2019). It should be mentioned, though, that the direction between the factors in the two latter mentioned studies could not be determined.

When investigating the relationship between resilience and satisfaction with life, it has been shown that resilience may increase satisfaction with life among patients with spinal cord injuries and their family members (Jones et al., 2019). In another selected sample, there was a positive association between resilience and satisfaction with life, at the same time as a negative association between resilience and depression was found among police officers working during a natural disaster (McCanlies et al., 2018). As an emotional strength or resource, resilience may serve as a protective health factor in aging. For instance, in a sample of adults (30–80 years), a significant inverse association between resilience and depression was observed for persons over 70 years (Leppert and Strauss, 2011). On the other hand, population-based investigations on this issue are scarce, especially regarding people in late adulthood.

From an overall perspective, it has been suggested that personal meaning and its sources can be viewed as potentially significant components of psychological resilience (Reker and Wong, 2012), contributing to greater hardiness when facing demanding life situations. On the other hand, greater hardiness could also contribute to a more meaningful life. However, research has largely failed to include the meaning constructs in conceptualizations and measures of resilience and vice versa. A supplement of the picture may be seen through the lens of gerotranscendence theory (Törnstam, 1989), according to which people in old age emphasize communal and transcendental views and sources, which may positively impact meaningfulness and satisfaction with life to a larger extent than rational and materialistic concerns (Törnstam, 1997). Several factors may be of significance when facing age-related challenges. The targeted factors in the present study, sources of meaning, resilience, meaningfulness, and satisfaction with life, may function as resistance against stressful events, adverse outcomes of the adaption process, negative health outcomes, and the development of disorders (Davydow et al., 2010). Since the study is the first of its kind in the Norwegian context, the approach was exploratory. The study is cross-sectional and aims with its exploratory design to present an openness toward directions between the dependent and independent variables, respectively.

In the present study, we aimed to investigate the presented concepts and how they emerge among people in late adulthood (≥65) as well as the associations between the concepts in a Norwegian context. A comparison with the rest of the population (18–64) is done to determine what is important for those in old age. New insights on these matters may generate knowledge crucial for policy and service development on health promotion, supporting people in late adulthood to stay at home as long as possible.

Against this background, and with an emphasis on people in late adulthood, we present the following research questions in this exploratory study: (1) What are the differences regarding scores on sources of meaning, resilience, meaningfulness, and satisfaction with life between people in late adulthood (≥65) and other adults (18–64)? (2) What is the association between sources of meaning and meaningfulness, and between resilience and meaningfulness? (3) What is the association between sources of meaning and satisfaction with life, and between resilience and satisfaction with life?



MATERIALS AND METHODS


Design and Sample

The present study used a cross-sectional research design. A population-based sample was recruited through a randomized draw from the Norwegian National Registry. A total of 7,500 people 18 years old and older were invited via an invitation letter that was sent by postal mail. Of those invited, 790 participants responded to the questionnaire, which was returned in a prepaid envelope, while 175 respondents completed the questionnaire online via Checkbox. Of the 965 respondents, 22 were omitted due to missing values of 5% or more. In addition, 18 cases were excluded due to identified multivariate outliers. Consequently, the final total sample consisted of 925 respondents, of which 54.5% were women and 45.5% were men (49.4 and 50.6% among those invited, respectively). The age range was 18–91, and the mean age was 51.7 years (SD = 16.6; the mean age was 47.7 among those invited). Most of the participants were in pair-bonded relationships (70.3%), and 59.6% had more than 12 years of education. Of the total sample, 219 persons were aged 65 years or older.



Measures


Demographic Variables

Socio-demographics were measured by gender, age, education level as an expression of socio-economic status (≤12 years, >12 years), and civil status (single, pair-bonded).



Meaningfulness and Sources of Meaning

We used the Sources of Meaning and Meaning in Life Questionnaire (SoMe) (Schnell, 2009, 2011) to measure “Meaningfulness” (5 items, e.g., “I lead a fulfilled life”) (α = 0.71) as well as to measure sources of meaning through 26 subscales with a total of 141 items. All items in the SoMe are rated on a six-point Likert scale (0 = totally disagree; 5 = totally agree). In a validation of the SoMe in the Norwegian context, the 26 subscales were grouped into six dimensions (Sørensen et al., 2019). Mean sum scores were calculated for the subscales and the six dimensions, ranging from 0 to 5. Cronbach’s alpha’s for the six dimensions were “Well-being and relatedness” (27 items, e.g., “I often think about how I can please others,” α = 0.82), “Order and tradition” (24 items, e.g., “I like to stick to habits,” α = 0.81), “Vertical self-transcendence” (8 items, e.g., “I draw strength from my faith,” α = 0.77), “Horizontal self-transcendence” (28 items, e.g., “I place great emphasis on living in harmony with myself and others,” α = 0.73), “Accomplishment” (31 items, e.g., “I strive to do something for the generations after me,” α = 0.84), and “Liberality” (23 items, e.g., “It is important for me to find my own path,” α = 0.70).



Satisfaction With Life

The Satisfaction with Life Scale (SWLS) was validated in Norway (Clench-Aas et al., 2011) and consists of five items (e.g., “In most ways, my life is close to my ideal,” 1 = totally disagree; 7 = totally agree). The mean sum scores ranged from 1 to 7. Reliability in the present study was α = 0.88.



Anxiety and Depression

Symptoms of anxiety (7 items, e.g., “I can suddenly get a feeling of panic”) and depression (7 items, e.g., “I feel like everything’s going slower”) were included as control variables in the regression models and were measured with the Hospital Anxiety and Depression Rating Scale (HADS) and validated in Norway (Bjelland et al., 2002). The ratings ranged from 0 (no problem) to 3 (maximum problem). Subscale scores (range: 0–21) were created by summing up the item scores. Reliability scores in the present study were α = 0.83 for anxiety and α = 0.71 for depression, respectively.



Resilience

Resilience was measured using the short version of the Connor–Davidson Resilience Scale (CD-RISC). The short version (CD-RISC2) (Vashnavi et al., 2007) consists of two items: “I am able to adapt when changes occur” and “I tend to bounce back after illness, injury, or other hardships” (0 = not true at all; 4 = true nearly all the time). The sum score ranged from 0 to 8 (Connor and Davidson, 2003). Reliability in the present study was α = 0.70.




Analyses

In this explorative study, we investigated differences between people in late adulthood (≥65) and other adults (18–64) with independent sample t-tests for the continuous variables and chi-square tests for the categorical variables. In sub-analyses for the age group ≥ 75 years, one-way ANOVA were used for the continuous variables to compare means with the other age groups (18–64 and 65–74). Linear regression analyses were used to investigate how resilience and sources of meaning correlate with meaningfulness and satisfaction with life (Altman, 2018). We adjusted for demographic variables, anxiety, and depression. The standardized Beta (β) was reported. None of the variables included in the multivariate analysis showed collinearity over 0.70 (see Supplementary Tables 1, 2; Field, 2018). Linear regressions were also performed in sub-analyses for the age group ≥ 75 years. The significance level was set at p ≤ 0.05. The analyses were performed using SPSS version 27.



Ethics

The Norwegian Regional Committees for Medical Research Ethics found that the present study was not covered by the Norwegian Health Research Act. It was therefore approved by the privacy representative at the Norwegian Centre for Research Data (NSD) (Project #42438) according to the Norwegian Personal Data Act. In advance of the study, the informants received information, including a notice that they would be providing their consent by submitting the questionnaire. The participants were given the opportunity to ask questions and could withdraw from the study at any time until publication of the study.




RESULTS


Differences Between Old and Young Adults

Older adults reported significantly higher levels of meaningfulness compared to younger adults (3.5 vs. 3.3) (see Table 1). Correspondingly, significantly higher levels of the sources of meaning order and traditions (3.6 vs. 3.3), vertical self-transcendence (2.3 vs. 1.8), and horizontal self-transcendence (3.3 vs. 3.1) were measured. However, levels of accomplishment were significantly lower among older adults than among the younger ones (3.0 vs. 3.2). No differences in resilience, satisfaction with life, or the sources of meaning well-being and relatedness and liberality were observed between the groups. In the sub-analysis, when comparing the age group ≥ 75 with the other age groups, the score on meaningfulness was highest among the oldest (3.6 – not shown) and lower among the groups 65–74 and 18–64 (3.4 and 3.3, respectively – not shown). In the sub-analysis no significant differences between the age groups were found for resilience and satisfaction with life.


TABLE 1. Demographics and clinical characteristics of the sample divided into age groups.
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Sources of Meaning and Resilience – Relations to Meaningfulness

Several of the sources of meaning were significantly and positively related to meaningfulness (see Table 2) in the multivariate regression analysis. The differences between those aged ≥ 65 and those aged 18–64 were small: well-being and relatedness (β0.21 vs.17), horizontal self-transcendence (β0.18 vs.16), accomplishment (β0.23 vs.19), and vertical self-transcendence (β0.47 vs. 46), with the latter having the strongest association. Liberality was negatively associated with meaningfulness in both age groups (β−0.12 vs. −0.13). No significant associations were found for order and traditions. Among the older group, men had lower levels of meaningfulness. In a sub-analysis of the oldest of the old (≥75, N = 71), it was found that vertical self-transcendence (β0.47, p < 0.001 – not shown) and accomplishment (β0.29, p = 0.02 – not shown) were the only sources of meaning positively associated with meaningfulness. Resilience was not associated with meaningfulness among the older adults (see Table 2). However, a significant positive association was found in the 18–64 age group (β0.07).


TABLE 2. Bivariate and multivariate linear regression of the associations between demographics, anxiety, depression, sources of meaning, resilience, and meaningfulness (dependent variable).

[image: Table 2]


Resilience and Sources of Meaning – Relations to Satisfaction With Life

Among those ≥65 years old, no associations were found between sources of meaning and satisfaction with life (see Table 3). However, in a sub-analysis of the oldest of the old (≥75, N = 71), it was found that accomplishment was positively associated with satisfaction with life (β0.32, p = 0.03 – not shown). For the 18–64 age group, a significant positive association with satisfaction with life was found for well-being and relatedness (β0.17) and a negative association for vertical self-transcendence (β-0.06). There was no significant association between resilience and satisfaction with life in the ≥65 age group. However, a positive, significant relationship was found in the 18–64 age group (β0.15; see Table 3).


TABLE 3. Bivariate and multivariate linear regression of the associations between demographics, anxiety, depression, sources of meaning, resilience, and satisfaction with life (dependent variable).
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DISCUSSION

In the present study, the aim was to investigate sources of meaning and resilience, and the relations of these factors to meaningfulness and satisfaction with life. We sought to identify the special results among people in late adulthood (≥65 years) by comparing them with the rest of the population (18–64 years). This exploratory study aimed to generate knowledge in the Norwegian context as a preliminary knowledge base for possible policy and service development, considering health promotion for home-residing older people (≥65).

Regarding the first research question of whether there were differences between the age groups in terms of sources of meaning, resilience, meaningfulness, and satisfaction with life, the old age group (≥65) scored significantly higher on meaningfulness (see Table 1), though the effect size on this difference could be considered small (Cohen’s d = −0.17). In the sub-analysis of the age group ≥ 75 the score for meaningfulness was even higher, as opposed to studies reporting meaningfulness to decline in the older-old (Aftab et al., 2019; Steptoe and Fancourt, 2019). However, our finding is consistent with other research (Steger et al., 2006). Higher levels of meaningfulness among old people might be because this age group experience more fulfillment and existential stability in late life (Schnell, 2021). Similarly, the highly significant differences in the self-transcendence sources of meaning (see Table 1) could indicate that people in late adulthood more frequently search for objects beyond their immediate needs, with a vertical self-transcendence mean 1.8 vs. 2.3 (see Table 1), even though the effect size may not be considered large (Cohen’s d = −0.38).

In the present study, there were no differences between the age groups regarding satisfaction with life, despite that previous research has found satisfaction with life to increase in old age (Gana et al., 2013). It should be noted, however, that others found no correlation between satisfaction with life and age (Penick and Fallshore, 2005). In the present study there were no significant differences between the age groups in terms of resilience, even though lower scores on resilience for people in late adulthood have been found in previous research (Rothermund and Brandtstädter, 2003). This could be due to the mean age of 73 years, which could indicate a relatively young composition of participants in the age group ≥ 65 years in the present sample. However, nor the sub-analysis of the oldest of the old (≥75 – not shown) revealed differences neither in satisfaction with life nor resilience when comparing them with the other age groups.

The second research question asked about the association between sources of meaning and meaningfulness. Except for order and traditions, all sources of meaning were related to meaningfulness, and vertical self-transcendence and accomplishment had the strongest positive association (see Table 2). Conversely, liberality was negatively related. In a sub-analysis of the oldest of the old (≥75 – not shown), it was found that only vertical self-transcendence and accomplishment were associated with meaningfulness. Although there is some uncertainty regarding whether this sub-analysis was under powered because of the low number of cases (N = 71), it could indicate that these two sources are the most important when determining sources of meaning relevant for meaningfulness among people in late adulthood.

Vertical self-transcendence, which includes spirituality and religiousness, had the lowest score among the sources of meaning, although it was higher among the older participants than among the younger ones (see Table 1). This may reflect the expansion of secularity in the Norwegian context (Sørensen et al., 2012), which has been observed in other Scandinavian countries as well (Pedersen et al., 2018). At the same time, the older age group represents a life phase where a reversal of self-centering emerges, and a search for objects beyond one’s immediate needs seems to become more prominent (Schnell, 2021). Vertical self-transcendence was the strongest source of meaning related to meaningfulness in the multivariate analysis (see Table 2) where this variable alone represented 15.5% of the unique explained variance in meaningfulness after squaring the semi partial correlation (not shown). Thus, for individuals affiliated with religion and spirituality and the search for a supernatural reality, vertical self-transcendence may be highly important to their experience of meaning. Several resources, such as secular goals and beliefs, are available to everybody (Dezutter and Corveleyn, 2013). As such, people affiliated with a supernatural entity through beliefs and practices often have more resources available to them, as transcendent meaning systems appears to have a special ability to provide meaning, especially when no rational explanations of events are available (Pargament et al., 2005).

An important sub-scale of the accomplishment dimension is generativity, emphasizing an unselfish engagement for the community and future generations (Schnell, 2021). In previous studies, it has been shown that generativity has a strong association with meaningfulness (Schnell, 2011; Sørensen et al., 2019). Thus, it may be argued that selfless commitment to the good of the community and the next generations, as well as spiritual and religious approaches, may be the strongest sources of meaning for the old age group when related to meaningfulness. For those in the oldest age group, individual and self-centered awareness seemed to be less important in the material when seen together with meaningfulness, than it was for those in the lower age groups. According to Reker and Wong (2012), people find deeper meaning through commitment to a larger social cause and through values encompassing cosmic meaning and ultimate purpose, whereas the realization of personal potential and personal comfort may be less important for the meaning experience. This seems to be more obvious in old age if we follow gerotranscendence theory (Törnstam, 1989; 1997). Gerotranscendence theory describes a shift of meta-perspective, with more focus on internal values as well as the transcendent and the communal and less on materialistic and rational views. It is claimed that older adults optimize their performance related to selected and well-known values (Riediger et al., 2005). In the old age group vertical self-transcendence with religiousness and spirituality and accomplishment including generativity may represent such well-known and selected values. The finding that liberality was negatively associated with meaningfulness may also contribute to the understanding of gerotranscendence (Törnstam, 1989, 1997). Values such as freedom and individualism are highly valued in our modern Western society (Aakvaag, 2018). However, when seen in relation to meaningfulness, these values may appear less important for meaningfulness in old age, which also may be the case for other materialistic and individual views.

Previous research has found that hedonic sources like family and leisure were associate with satisfaction with life (Baumeister et al., 2013; Dewitte et al., 2021). However, the answer to our third research question is that none of the sources of meaning were related to satisfaction with life (see Table 3). Satisfaction with life is a construct representing a cognitive and global evaluation of life as a whole (Pavot and Diener, 2008), and is often understood as hedonic well-being (Keyes et al., 2002). It could be argued that the sources of meaning in SoMe are constructs especially related to meaningfulness, and thus they are characterized as eudaimonic and not related to satisfaction with life (Penick and Fallshore, 2005). At the same time, it is quite clear that sources in SoMe like well-being and relatedness (with sub-scales measuring enjoyment and sensitivity in private and with company) as well as liberality (with its sub-scales of freedom and comfort) would fall under what could be called hedonic sources (Baumeister et al., 2013). The positive association of the SoMe dimension well-being and relatedness with satisfaction with life in the 18–64 age group could substantiate this point (see Table 3). Still, there was no significant association between either eudaimonic or hedonic sources and satisfaction with life among people in late adulthood in the present sample. However, in the sub-sample of the oldest old (≥75), there was a positive association between the eudaimonic source accomplishment and satisfaction with life. Interestingly, this finding did not correspond with satisfaction with life, above described as hedonic well-being. Other measures of well-being, with a stronger focus on present or immediate satisfaction with life, could have a stronger relationship with the hedonic sources (Penick and Fallshore, 2005).

In the second and the third research questions, we asked if there was an association between resilience and meaningfulness, and between resilience and satisfaction with life, respectively. Based on partially coincident constructs between resilience and meaningfulness (Schnell, 2009, 2011; Bolton et al., 2016), and claims of an association between resilience and meaning (Reker and Wong, 2012), a positive association between resilience and meaningfulness could have been expected, even though direction between them would not be determined according to the research design. Also, positive associations between resilience and satisfaction with life was found in previous research (McCanlies et al., 2018; Jones et al., 2019). Interestingly, associations were not found in the present study neither between resilience and meaningfulness, nor between resilience and satisfaction with life.

Whereas resilience is often investigated in selected samples including participants who are struggling with demanding life events (McCanlies et al., 2018; Jones et al., 2019), the present sample was population based. Resilience was measured with the CD-RISC2, which included only two items (Vashnavi et al., 2007) and thus may have provided limited information about resilience, failing to capture the variety of domains pertaining to this concept (Infurna and Luthar, 2017). However, given that positive associations were found between resilience and meaningfulness as well as between resilience and satisfaction with life in the younger age group (see Tables 2, 3), there could be other explanations for the lack of significant associations between these domains among old adults (see Tables 2, 3).

It has been argued that younger people may struggle with demands in society and rely on resources like resilience and emotional strength, such as the ability to adapt and reintegrate despite experiencing adversity (Herman et al., 2011). Even if people in old age are retired and do not struggle with the demands of career and work requirements, they increasingly face demanding life situations, such as various losses, disabilities, and health challenges (Eurostat, 2020). While no association was seen between resilience and satisfaction with life, nor between resilience and meaningfulness among the older participants in the present study (see Tables 2, 3), the shift of meta-perspective in late adulthood from striving for a career and other individualistic and materialistic approaches to communal and transcendent entities (Törnstam, 1989, 1997) could contribute to an interpretation of this finding. The older participants in the present study may lean on the satisfaction with life that their life phase entails—a phase where fulfilment and existential stability can be expected to a great extent (Schnell, 2021). Since the sample in this explorative study contained only individuals with a permanent address connected to a flat or house, we argue that the material is context bound to home-dwelling people and reflects their view. It could be that resilience in terms of elasticity is not triggered in this group since they represent people in stable, safe conditions and with a good socio-economic background (Colerick, 1985). It should also be noted that Norway has the highest rank in the world in terms of material living conditions and satisfaction with life (The Organisation for Economic Co-operation and Development, 2020).


Strengths and Limitations

The strengths of the present study are the big sample size and random selection from the Norwegian National Registry. An obvious limitation of the study was its cross-sectional design, with no possibility of showing causal relationships. Another limitation was the response rate. Even though the 7,500 invited were randomly selected, it can be questioned whether the final sample can be designated as population based due to the 12.2% response rate. More effort could have been made to reach non-responders, for instance, using the Total Design Method (Dillman, 1978), but the recruitment procedure described above was approved according to Norwegian ethical standards.

The sample was skewed in terms of education level (60% in the sample vs. 30% in the population had >12 years of education) (Statistics Norway, 2021), which could have an impact on the results. At the same time, the frequency of church attendance measured in the sample (not shown) was similar to that in other population-based studies in Norway (Sørensen et al., 2012), which may indicate that the present investigation is not biased by overrepresentation of participants interested in religion, spirituality, and other transcendent approaches. Demographic variables may have relevance to the concepts in the research questions. The distributions of age (mean 51.7 years vs. 47.7 among the invited) and gender (54.5% women vs. 49.4% among the invited) in the final sample could be considered acceptable compared to the general population. Moreover, the share of people living alone (30.0%) was close to that in the general population (25.6%) (Norwegian Institute of Public Health, 2020). Against this background, it could be argued that the sample is representative of the Norwegian population.

The sub-analysis of the age group ≥ 75 years was performed knowing that the sample size (N = 71) was potentially too small for the number of variables included in the regression model. Accordingly, there are clear reservations when illustrating and elaborating the findings for the total sample of the old age group (≥65 years).

It is possible that constructs overlapped in the analyses. However, all Pearson correlation coefficients were lower than 0.70 (Field, 2018) when testing for collinearity between the employed continuous variables (see Supplementary Tables 1, 2). Resilience was measured with a two-item instrument (CD-RISK2), which may not have grasped all the domains relevant for this concept.




CONCLUSION

In the present Norwegian population-based study, it was found that people in late adulthood (≥65 years) scored significantly higher on meaningfulness compared to younger adults (age 18–64). Of the sources of meaning, vertical self-transcendence, including explicit religiosity and spirituality, had the strongest relation to meaningfulness for people in late adulthood, after adjusting for demographics, anxiety, and depression. For the same group, accomplishment, including generativity and unselfish engagement with the surroundings and future generations, also stood out as a prominent source of meaning when related to meaningfulness. No sources of meaning were associated with satisfaction with life in the older group. No associations between resilience and meaningfulness, nor between resilience and satisfaction with life, were found among people in late adulthood. However, positive associations were found between resilience and meaningfulness, as well as between resilience and satisfaction with life, in the 18–64 age group.



IMPLICATIONS

The present study was cross-sectional and exploratory. Further investigations are needed employing longitudinal research designs to examine whether eudaimonic domains like vertical self-transcendence and accomplishment impact meaningfulness among older adults. Intervention studies with selected samples may also be relevant. Such studies could investigate the significance of approaches connected to the most relevant sources of meaning, like those shown in the present study. If it is true that vertical self-transcendence and accomplishment are the most prominent sources of meaningfulness, this would strengthen the theory of gerotranscendence and the understanding of older people’s emphasis on communal and transcendent views in the Norwegian context.

We sought to search for sources associated with meaningfulness in old age. Such knowledge may facilitate health-promoting approaches for this age group (Knitzek et al., 2021). Meaning in life is a personal, subjective, and private issue (Reker and Wong, 2012). Health-promoting approaches emphasizing meaningfulness and its sources should therefore consider individuals needs and preferences (Slettebø et al., 2017). It has been suggested to support older people in continuing their discovery and creation of meaning by focusing on the different sources mentioned in the present article, for example, using life review (life history) as a clinical technique in settings with counselors (Penick and Fallshore, 2005). Another suggested intervention might be writing courses for older adults living at home (Lehmann and Brinkmann, 2019). As it is crucial in the communal view of older people (Törnstam, 1989) to perceive reciprocity in relationships and a sense of still having the ability to influence their communities (Bahl, 2018), creative writing and storytelling in groups have been proposed as aesthetic and existential practices in community with others (Synnes, 2015). Enabling customized religious and spiritual practices for older people who are not able to come to religious services on their own could be a more practically oriented approach. Regarding self-transcendence and the search for objects beyond immediate needs, the activities mentioned above may contribute to a deeper sense of meaningfulness. As meaningfulness may contribute to successful aging, resulting in better health and longevity (Steptoe and Fancourt, 2019), these approaches, among others, could help older people to stay at home longer (Norwegian Government, 2017).
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Variable

Age
65-69
70-79
80-89
90+
Sex (female)
Race
White/Caucasian
Black/African American
Other
Years of education
Word recall
Mental status
Depressive symptoms
Sense of purpose in life

Mean (SD)/n (%)

74.33(7.11)
1430 (31.14%)
2095 (45.55%)
932 (20.27%)

142 (3.09%)
2614 (56.84%)

3922 (85.28%)
551 (11.98%)
126 (2.74%)
12.24 (3.17)
8.98 (3.32)
12.73 (2.49)
1.41(1.89)
4.43(0.94)

Range

65-104

0-17
0-20
0-15

1-6
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Word recall

Mental status

Variable Estimate (SE) p Estimate (SE) p
Within-person effects
CESD (v30) —0.02 (0.03) 0.571 —0.01 (0.03) 0.587
Purpose (y20) 0.21(0.07) 0.001 0.13(0.05) 0.010
Purpose x age (y21) 0.01 (0.01) 0.068 0.02 (0.01) <0.001
Purpose x sex (y22) —0.06 (0.09) 0.507 0.08 (0.06) 0.219
Purpose x education (y23) 0.01 (0.01) 0.605 —0.01 (0.01) 0.601
Purpose x CESD (y24) —0.01 (0.03) 0.731 —0.00 (0.02) 0.850
Between-person effects
Intercept (yoo) 8.43(0.06) <0.001 12.90 (0.05)  <0.001
Age (vo1) —0.14 (0.01) <0.001  —0.04(0.01)  <0.001
Sex (female) (yoz) 0.97 (0.08) <0.001  —0.34(0.07) <0.001
Education (yos) 0.30 (0.01) <0.001 0.32(0.01) <0.001
Purpose BP (yo4) 0.36 (0.06) <0.001 0.11(0.04) 0.011
CESD BP (yps) —0.17(0.08) <0.001  —0.14(0.03)  <0.001
Purpose x CESD (ygg) —0.06 (0.03) 0.041 —0.01 (0.03) 0.676
Slope (y10) —0.17(0.01) <0.001  —-0.13(0.01)  <0.001
Age (y11) —0.01(0.00) <0.001  —0.01(0.00) <0.001
Sex (female) (y12) 0.00 (0.01) 0.830 —0.00 (0.01) 0.695
Education (y13) —0.00 (0.00) 0.206 0.00 (0.00) 0.216
Purpose BP (y14) 0.01 (0.01) 0.396 0.01(0.01) 0.112
CESD BP (y15) 0.00 (0.01) 0.932 —0.01 (0.00) 0.009
Purpose x CESD (y16) —0.00 (0.01) 0.844 —0.00 (0.00) 0.407
Random effects
Level-1 residual (ey) 4.20(0.12) <0.001 1.73(0.06) <0.001
Intercept variance (jo;) 3.91(0.15) <0.001 3.06 (0.13) <0.001
Slope variance (jL1) 0.01 (0.00) <0.001 0.01(0.00) <0.001

CESD, number of depressive symptoms on the Center for Epidemiological Studies-

Depression scale.
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Study details

[28] Bergman et al,
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Quantitative

[29] Bott et al., 2015,
the Netherlands,
Quantitative
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Quantitative
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2009, the Netherlands,
Quantitative
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Quantitative

Aims

Determine frequency
of consultations that
are perceived as
difficult by SCEN
physicians, which
complexities they
perceive,
characteristics
associated with
perceiving a
consltation as
difficult.

Describe whether
physicians can
conceive of granting
(or have granted) EAS
in patients with
cancer, another
physical disease,
psychiatric disease,
dementia or who are
Tol_ (without severe
disease).

Study why requests
are sometimes
judged not to meet
requirements of due
care, find out which
patient/SCEN
physician
characteristics are
associated with
judgments.

Study whether there
are any differences
between physicians,
consultants and
members of the
review committees
(RTE) in their
judgements of
patients’ suffering

Estimate incidence of
requests for EAS in
the absence of a
severe disease, get
insight in
characteristics and
reasons of patients.
who make such
requests, learn more
about how physicians
deal with requests.

Study to what extent
being Tol, as reason
fo request EAS,
oceurs in the
presence or absence
of a severe disease,
as well as
characteristics,
symptoms, and
reasons of these
patients, and
physician decisions.

Acquire a deeper
understanding of
what it is to be a
nurse in a home care
context or nursing
home taking care of
residents/patients
being oL, and gain
insight into nurses’ (@)
perceptions of (o)
attitude(s) toward,
and (c) ways of
dealing with ToL.

Explore the legal
understanding and
attitudes of nurses
and physicians
regarding euthanasia
‘within the context of
ol in older people.

Main results

1outofs
consultations are
perceived as
difficult.8.4% of the
consultations.
perceived as difficult
due to ToL., while
2.7% of the
consultations
perceived not to

be diffcult concerned
requests due to ToL.

For patients being
Tol. with medical
grounds for suffering:
3% performed EAS,
27% finds it
conceivable or has
performed, 73% finds
it inconceivabe.
Without medical
grounds for suffering:
2/18/82%

The reason to request
euthanasia was
“being tired with fe”
in 6% of the cases;
being Tol was
associated with a
higher likelinood that
the requirements of
due care were judged
not to be met.

For Tol_, 92% GPs,
97% consultants,
71% RTE could
imagine such a case
intheir practice.
Suffering in early
dementia and being
Tol. was least often
considered
unbearabie (all
<35%).

Requests based on
Wol were aimost
never granted.

79% had non-severe
iiness(es.).

Reasons for requests:
through with ife (65%),
physical decine (55%),
ol (48%), suffering
from ffe (28%).

Of patients for whom
‘being Tol played a
major role in the
request, 47% had
cancer, 25% had
another severe
disease, 28% had no
severe disease.

54% of requests by
patients without
severe disease were
refused.

The confrontation
with persons having
Tol instigates a
cognitive process of
searching to
understand the state
aperson is in, which
on its turn ensues in
an emotional
balancing between
courage and
powerlessness and a
behavioral approach
of action or dialogue.

Acute care healthcare
professionals were
more often
confronted with
patients who report
oL, compared to
chronic care.

In case of Tol. without
underlying pathology,
nurses showed more
comprehension for
the euthanasia
request compared to
physicians

Participant details ~ Main term

Tired of lving

physicians; 2015 and
2016/17 survey
Work exp.: Number
consultations/year.
6.3% <5; 26.2% 5-9;
27.45% 10-14;
40.05% 15+

N=1,456 (708, 287,
461)

Type: physicians
(GPs, elderly care
physicians, cinical
specialists)

Work exp. (years):
R=1-42, M(SD)=
18(9)

Tired of living

N=415

Type: SCEN
physicians (7% GPs,
11% nursing home
physicians, 12%
medical specialsts);
Work exp. (years): as
SCEN, 21% <4; 55%
4-8;24% 8+

Being tired with ife

N=231 (115, 99, 17)
Type: total (GPs,
consultants, RTE)
Work exp. (years):
GPs=25% <10, 26%
10-20, 49% >20;
Consultants
=M(SD)=4.52.1);
RTE=M(SD)=5.4
@7

Tired of iving

N=410 (77,125,
208)

Type: physicians
(nursing home
physicians, GPs,
clinical specialists)
Work exp.: min.
2years

Weary of lfe

Tired of lving

Workexp.: na.

N=25
Type: nurses

Work exp. (years):
R=1-33, M(SD)= 13
(8.7), all experience
with caring for
patients who were
ToL.

Tiredness of ife

N=345 (135,59, 75, Tiredness oflfe
76)

Type: total (GPs,
geriatricians, nurses
acute care, nurses
chronic care)

Work exp. (years):
GPs =21% <10; 9%
10-20; 70% >20;
Geriatricians =31%
<10; 32% 10-20;
87% >20; Nurses
acute=35% <10;
29% 10-20; 36%
>20; Nurses
chronic=29% <10;
29% 10-20; 42%
>20

Definition Framing

na. na.

Suffering caused by Psycho-social,

the prospect of existential

having to continue

living with a very poor

quality of life, not

predominantly

caused by a physical

or psychiatric

disease, leadingto a

persistent death wish

na. na.

na. Psycho-socil,
existential

na. (but requests for  Physical, social/

EASintheabsence  societal (rational)
of disease are
explained)

na. Medical

Tol. (Wol, ffe fatigue):
suffering caused by
the prospect of
having to continue
living with a very poor
quality of life, not
predominantly
caused by a physical
or psychiatric
disease, and closely
associated with a
death wish. This term
concerns the idea
that “life is not worth
living, or that you'd
be better off dead.”

Tol. (WL, ‘ife
fatigue): suffering
caused by the
prospect of having to
continue lving with
very poor quality of
ife, not predominantly
caused by a physical
or psychiatric
disease, and closely
associated with a
wish 1o die.

Existential (psycho-
logical)

Narrative (existential)

All studies were conducted inside the EAS debate. Framing in brackets refers to secondary perspectives. Work exp., work experience; R, range; M(SD), mean (standard deviation);

and n.a.. not available.
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Variable n (% missing) Potential Observed M SD 1 2 3 4
range range
1. Age 261 (7.4%) 81.90 4.33
2. Education 276 (2.1%) 2.82 0.95 -0.14*
[-0.26, -0.02]
3. Presence of Meaning 264 (6.4%) 1-4 14 3.02 0.70 -0.02 0.14*
[-0.14, 0.11] [0.02, 0.26]
4. Search for Meaning 258 (8.5%) 1-4 1-4 2.20 0.80 -0.09 0.19** 0.36**
[-0.21, 0.04] [0.07, 0.31] [0.25, 0.46]
5. Geriatric Depression Scale 278 (1.4%) 0-8 0-6 0.40 0.97 0.13* -0.23* -0.28" -0.14*
[0.01, 0.25] [-0.34,-0.11]  [-0.38,-0.16]  [-0.26, -0.02]

6. Meaning reflectivity 250 (11.3%)

M and SD are used to represent mean and standard deviation, respectively. Values in square brackets indicate the 95% confidence interval for each correlation. The mean
education reflects an education level between lower and higher secondary education. * indicates p < 0.05. ** indicates p < 0.01.
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Variable

Age (Missing—N = 23, 1.7%)
Sex
Female
Male
Other/prefer not to answer
Race
Asian
Black
Hispanic/Latino
Native American
Native Hawaiian or Pacific Isiander
White
Other
No response
Education
Elementary school
Some high school
High school graduate
Associate degree
Bachelor degree
Master degree
Doctoral degree
No response
Income (Missing—N = 149, 10.8%)

Mdn (N)

56.0

572
764
23

24
27
28

1,210
67
17

”
5
224
178
ar4
352
106
42
$60k-875k

Range (%)

19-120

4.4
553
1.7

1.7
2.0
2.0
05
0.1
876
48
12

0.1
0.4
16.2
129
343
255
76
3.0
<= 3k—150k+
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1. Age 65+

2. COVID-19-related stress perceptions
3. Presence of meaning

4. Search for meaning

5. Forgiveness of situations

6. Psychological distress

7. Hopelessness

8. Optimism

034
261
9.95
8.28
10.74
4.97
265
8.57

sD

0.48
0.82
3.05
3.26
256
4.48
2.39
241

-0.12*
0.12"*
-0.13*
0.08"
—0.26"
—0.19"
0.26"*

—0.17"
0.18"
—0.12"*
0.63"
0.42"
-0.37**

—0.12'
032"
-0.35"
—0.41"
0.46""

-0.03
0.28"
0.18"*

-0.14

5. 6.
-0.23"" -
-0.26"" 0.66"*

0.38™ —0.54*

-0.58""

‘p < 0.01, ***p < 0.001.
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Indirect association

Age — COVID-19 stress perceptions — Mental health

Age — COVID-19 stress perceptions — Presence of meaning

Age - COVID-19 stress perceptions — Search for meaning

Age — COVID-19 stress perceptions — Forgiveness of situations

Age — Presence of meaning — Mental health

Age — Search for meaning — Mental health

Age — Forgiveness of situations — Mental heaith

Age — COVID-19 stress perceptions — Presence of meaning — Mental health
Age — COVID-19 stress perceptions — Search for meaning — Mental health
Age — COVID-19 stress perceptions — Forgiveness of situations — Mental health

LCL, UCL, lower and upper confidence limits.

032
-0.10
0.10
-0.06
0.17
007
0.06
0.04
0.01
0.01

0.04
-0.01
0.01
—-0.01
0.02
0.01
0.01
0.00
0.00
0.00

95% C.I.

LcL ucL

0.50
—0.04
0.18
-0.02
0.30
0.13
0.14
0.07
0.02
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Young and middle-aged adults
< 65 years (N = 706)

Old adults > 65 years (N = 219)

Bivariate Multivariate Bivariate Multivariate
B P B P B P B P

Age 0.15 <0.001 0.07 0.008 0.03 <0.001 —0.08 0.046
Sex (women, men) —0.20 <0.001 —0.05 0.075 —0.20 0.004 —0.10 0.032
Civil status (single, pair-bonded) 0.11 0.003 0.05 0.047 0.02 0.786 0.07 0.105
Education 0.07 0.068 0.02 0.421 0.09 0.207 0.03 0.519
Sources of meaning

Well-being and relatedness 0.51 <0.001 0.17 <0.001 0.64 <0.001 0.21 0.001
Order and traditions 0.27 <0.001 0.05 0.110 0.47 <0.001 0.07 0.201
Vertical self-transcendence 0.55 <0.001 0.46 <0.001 0.66 <0.001 0.47 <0.001
Horizontal self-transcendence 0.49 <0.001 0.16 <0.001 0.64 <0.001 0.18 0.002
Accomplishment 0.37 <0.001 0.19 <0.001 0.55 <0.001 0.23 0.001
Liberality 0.11 0.004 -0.13 <0.001 0.38 <0.001 -0.12 0.044
Resilience 0.21 <0.001 0.07 0.015 0.19 0.005 0.04 0.424
Symptoms of anxiety —0.09 0.025 0.02 0.421 -0.07 <0.001 —0.05 0.283
Symptoms of depression —0.28 <0.001 —0.24 <0.001 —0.14 0.040 —0.01 0.812

B = Standardized Beta. p < 0.05, significant in bold. R? young and middie-aged 0.59, R? old aduits 0.69.





OPS/images/fpsyg-12-685125/fpsyg-12-685125-t003.jpg
Young and middle-aged adults
< 65 years (N = 706)

Old adults > 65 years (N = 219)

Bivariate Multivariate Bivariate Multivariate
B P B P B P B P

Demographic variables

Age 0.12 0.002 0.01 0.789 —0.05 0.470 0.05 0.405
Sex (women, men) —0.11 0.004 —0.04 0.165 0.00 0.961 —-0.15 0.018
Civil status (single, pair-bonded) 0.31 <0.001 0.21 <0.001 0.20 0.003 0.18 0.002
Education 0.13 0.001 0.04 0.208 0.19 0.006 0.05 0.453

Sources of meaning

Well-being and relatedness 0.27 <0.001 0.17 <0.001 0.29 <0.001 0.07 0.457
Order and traditions 0.02 0.686 —0.01 0.836 0.12 0.074 —0.03 0.732
Vertical self-transcendence —0.11 0.003 —0.06 0.043 —0.07 0.307 —0.09 0.146
Horizontal self-transcendence 0.10 0.008 0.01 0.812 0.18 0.006 0.07 0.366
Accomplishment 0.07 0.053 —0.01 0.791 0.25 <0.001 0.13 0.189
Liberality —0.03 0.444 —0.03 0.373 0.17 0.012 —0.06 0.462
Resilience 0.42 <0.001 0.15 <0.001 0.39 <0.001 0.07 0.316
Symptoms of anxiety —0.50 <0.001 —0.20 <0.001 —0.55 <0.001 -0.37 <0.001
Symptoms of depression —0.60 <0.001 —-0.33 <0.001 —0.49 <0.001 —-0.21 0.002

p = Standardized Beta. p < 0.05, significant in bold. R? Young and middle-aged 0.48, R? Old adults 0.40.
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Quotation with meaning unit

A group of children from a
Kindergarten come singing
through the corridors, dressed
as Lucia, and holding candes.
One of the residents is clearly
touched and happy about the
visit (Field notes).

One of the cleaners had fresh
shrimp as her husband fished
early in the morning today. She
has distributed them to all
departments. The pupil and the
apprentice clean them at the
Table. A male resident looks on,
and we get alitle conversation
about fresh shrimp and shrimp
fist (Field notes).

We have made a training trail
where one can go on a varied
surface, where there are
pebbles, where there is bark,
where there is gravel, to geta
bit of that balance training. (...)
We have chickens, cats, dogs,
visiting dogs, birds such as
budgies. (...) We have what

we calla “sound shower” where
you can go in, sit down, and
isten to birds chirping, or

you can choose a boat engine if
you ke, where you can hear the
waves (Manager interview,
nursing home 1).

A patient expressed joy in "hot
bread.” There s baked bread
every morning in the canteen,
which s brought to the
department (Field notes).

There was a patient who was
challenging, and they somehow
could not qite figure out how to
help him. Then they mapped [by
Dementia Care Mapping] him for
aday and an evening and found
quite a ot of interesting
information (Manager interview,
nursing home 2).

Category

Visit from kindergarten
Residents touched and happy

Cleaners actively participating
in the staffs’ effort of making
meaningful days for the
residents thus being part of the
‘community of practice

Thereis a training trail with
varied surface giving
‘opportunity for residents to
walk outside

There are different animals

visiting the nursing home where

the residents can enjoy
meeting animals if they lie.

Residents’ experience of joy
‘when eating newly baked
bread

Resident had challenging
behavior and mapping helped
finding information (on how to
prevent unrest)

Code

Open nursing home
Meaning in lfe

Social innovation in practice
Meaning in lfe

Meaningful activities

Nutritional status
Meaning in lfe

Meaningful activties

Subtheme

Opening the nursing home to
the surroundings

Expanding and strengthening
the community of practice

Faciitating custom acti

Ensuring suffcient nutrition and
faciitating enjoyable meattimes

Preventing nrest and disturbing
behavior

Main theme

Social innovation within working
practices in nursing homes
includes phenomenon which
contribute to a meaningful
everyday lfe for the residents

Social innovation within working
practices in nursing homes
includes phenomenon which
contribute to a meaningful
everyday lfe for the residents

Social innovation within working
practices in nursing homes.
includes phenomenon that
contribute to a meaningful
everyday lfe for the residents

Social innovation within working
practices in nursing homes
includes phenomenon that
contribute to a meaningful
everyday lfe for the residents
Social innovation within working
practices in nursing homes
includes phenomenon that can
contribute to a meaningful
everyday lfe for the residents
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Age (SD)

Sex, N (%)

Female

Male

Civil status, N (%)

Pair-bonded

Single

Education, N (%)

>12 years

<12 years

Meaningfulness (Range 0-5), mean (SD)
Sources of meaning (Range 0-5), mean (SD)

Well-being and relatedness

Order and traditions

Vertical self-transcendence

Horizontal self-transcendence

Accomplishment

Liberality

Satisfaction with life (Range 1-7), mean (SD)

Resilience (Range 0-8), mean (SD)

Total Sample (N = 925)

51.66 (16.57)

504 (54)
421 (46)

643 (70)
272 (30)

549 (60)
372 (40
3.3(0.9)

TR I R o
~N NN O =2 =+ 0 W s
R =
bDroyoiboo

Young adults < 65 years (N = 706)
45.05 (12.76)

400 (57)
306 (43)

494 (71)
204 (29)

441 (63)
263 (37)
3.3(0.9

oowow

0 W &
TETVOO 200D
bDhryooboo

I I e
o N o N =

Old adults > 65 years (N = 219)

73.00 (6.25)

104 (48)
115 (52)

149 (69)
68 (31)

108 (50)
109 (50)
3.5(0.9)

W oo
o »

o 0N w0
o W O O W Ww

22088 288
DPIIILDY

P

<0.001
0.020

0.61

0.001

0.030

0.89
<0.001
<0.001

0.002
<0.001

0.46

0.25

0.15

p < 0.05, significant in bold.





OPS/images/fpsyg-12-726150/fpsyg-12-726150-t002.jpg
Outcome variable (potential range)

Meaning reflectivity

n n
Category 1 Category 3 Category 4 F-value (df)
(talked about) (thought about) (interesting) (unconcerned)
Presence of Meaning (1-4) 3.07 (0.65)2 3.07 (0.67)2 2.40 (0.81)P 12.93 (3, 239)™* 243 0.14
Search for Meaning (1-4) 2.56 (0.77)2 2.01(0.72° 1.44 (0.45)° 22.99 (8, 230 234 0.23
Geriatric Depression Scale (0-8) 0.41 (0.88) 0.30 (0.70)2 0.85 (1.44)° 6.19 (3, 243)** 247 0.07

Standard deviations in parentheses. Post hoc comparisons using Tukey HSD tests. Mean values with different superscripts (a, b, c) are significantly different from each
other. Means without any superscript do not differ significantly from any other mean. Category 1 = “Yes, | have talked about this with others,” Category 2 = “Yes, | have
thought about it before,” Category 3 = “No, but | do find it interesting,” Category 4 = “No, that doesn’t concern me.” **p < 0.001.
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Presence of Meaning Search for Meaning Geriatric Depression Scale

B [95% CI] SE P B [95% CI] SE P B [95% CI] SE P

Intercept 1.93*[0.11, 3.75] 0.92 0.04 2.87*10.79, 4.96] 1.06 0.007 -3.60 [-8.59, 1.40] 2.55 0.16
Age 0.002 [-0.02, 0.02] 0.01 0.85 -0.02 [-0.04, 0.01] 0.01 017 0.07* [0.01, 0.13] 0.03 0.02
Education 0.09 [-0.01, 0.19] 0.05 0.08 0.10[-0.02, 0.21] 0.06 0.09 -0.42** [-0.72, -0.11] 0.16 0.008
Gender

Men 0.16 [-0.04, 0.36] 0.10 0.12 -0.02 [-0.25, 0.21] 0.12 0.88 0.15 [-0.46, 0.76] 0.31 0.63

Women? - - - - - - - - -
Civil status

Married/living together 0.11 [-0.08, 0.30] 0.10 0.27 0.12 [-0.10, 0.34] 0.1 0.28 -0.50 [-1.12,0.13] 0.32 0.12

Single/divorced/widowed? - - - - - - - - -
Meaning Reflectivity

Category 1 (talked about) 0.33* [0.06, 0.61] 0.14 0.02 0.60** [0.20, 1.00] 0.20 0.004 -0.18 [-1.23, 0.87] 0.53 0.74

Category 2 (thought about) 0.48** [0.20, 0.76] 0.14 0.001 0.51* [0.12, 0.89] 0.19 0.01 -0.65 [-1.67, 0.37] 0.52 0.21

Category 3 (interesting) 0.43* [0.10, 0.76] 0.17 0.01 0.16 [-0.29, 0.60] 0.22 0.49 -0.36 [-1.46, 0.73] 0.55 0.51

Category 42 (unconcerned) - - - - - - - - -
Presence of Meaning -0.68** [-1.11, -0.24] 0.22 0.002
Search for Meaning -0.01 [-0.43, 0.42] 0.22 0.98

N =249 (complete cases after multiple imputations). Pooled estimates of 20 imputed data sets to handle missing data on presence of meaning, search for meaning, and
meaning reflectivity. B, unstandardized coefficients; SE, standard errors; Cl, confidence interval. Significant predictor coefficients in bold. Category 1 = “Yes, | have talked
about this with others,” Category 2 = “Yes, | have thought about it before,” Category 3 = “No, but | do find it interesting,” Category 4 = “No, that doesn’t concern me.”
aReference category. **p < 0.01; *p < 0.05.
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Outcome

Presence of Meaning

Geriatric Depression Scale

Predictor

Meaning reflectivity
Category 1 (talked about)
Category 2 (thought about)
Category 3 (interesting)
Category 42 (unconcerned)
Meaning reflectivity
Category 1 (talked about)
Category 2 (thought about)
Category 3 (interesting)
Category 42 (unconcerned)
Presence of Meaning

Indirect effects
alb
a2b
adb

Total effects
alb +cl
a2b + c2
adb + c3

al
a2
ad

cl
c2
c3

B [95% CI]

0.62[0.33, 0.91]
0.73[0.45, 1.00]
0.64[0.33, 0.96]

-0.22 [-0.76, 0.33]
-0.49 [-0.96, -0.02]
-0.49 [-1.02, 0.03]

-0.27 [-0.43, -0.10]

-0.17 [-0.28, -0.05)
-0.19 [-0.32, -0.07]
-0.17 [-0.30, -0.05]

-0.38 [-0.92, 0.16]
-0.68 [-1.16, -0.20]
-0.66 [-1.20, -0.13

0.37"*
0.50%*
0.35"*

-0.10
-0.25*
-0.20

-0.19*

-0.07*
-0.10™
-0.07*

-0.17
-0.35™
-0.26"

SE

0.15
0.14
0.16

0.28
0.24
0.27

0.09

0.06
0.06
0.06

0.28
0.25
0.27

<0.001
<0.001
<0.001

0.44
0.04
0.07

0.002

0.006
0.002
0.006

0.7
0.005
0.02

N = 282. Paths from the covariates (gender, age, education, civil state) not shown for clarity (see OSF for full model output: https://osft.io/rmzad). B, unstandardized
coefficients; SE, standard errors; Cl, confidence interval. Category 1 = “Yes, | have talked about this with others,” Category 2 = “Yes, | have thought about it before,”

Category 3 = “No, but | do find it interesting,” Category 4 = “No, that doesn’t concern me.”

aReference category. ***p < 0.001; **p < 0.01; *p < 0.05.
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n* All n* Interviewees

Age, Mean (SD) 103 85.8(6.3) 15 84.8(7.9)
Women, % 103 58.7 15 66.7
Living alone, % 96 69.8 16 66.7
Quarantine/physical isolation currently 95 15

No quarantine or physical isolation 21 221 5 33.3
Quarantine, self-imposed 5 5.3 0 0.0
Avoiding physical contacts 69 72.6 10 66.6
Self-rated health 103

Poor 14 13.6 1 6.7
Average or higher 89 86.4 14 93.3
Cognitive capacity 83 14

Higher capacity (MMSE score > 25), % 71 855 13 829
Lower capacity (MMSE score < 25), % 12 14.5 1 71
Physical functioning, 500 m walk 101 15

No walking difficulties, % 61 60.4 9 60.0
At least some walking difficulties, % 2 28.7 3 20.0
Unable to walk 500 m (%) 11 10.9 3 20.0

The heading “All” refers to all those answering the questionnaire (n = 103); the
interviewees were a group of 15 people selected from the overall group.

*Presents the number of participants included in each studied variable or response
category; For all individuals the n ranges between 83 and 103 and for interviewees
14-15, respectively.

SD = Standard Deviation, MMSE = Mini-Mental State Examination;
IQR = Interquatrtile range; CAIDES85+ = Third follow-up of the Cardiovascular Risk
Factors, Aging and Dementia studly.
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Social contacts

Telephone and video calls
Face-to-face with family

Friends and acquaintances outdoors
Daily chores and activities
Housekeeping and yard work
Reading and knitting

Going for walks

Places and seasonal changes
Summer cottage

Nature and outdoors

Spring and summer
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Meaningfulness among all participants

| feel that my life has purpose (n=100) 7 11

I belong to a group or community that is important for me (n=94) i 54 21

| feel that what | do every day is significant (n=98) 13

%

W Disagree Does not disagree or agree Agree
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A Physical isolation/self-chosen quarantine Yes mNo

% |feel that what| do every day I belong to a group or community | feel that my life has purpose
is significant thatis importantfor me
100
p=0.035 p=0.035 p=0.140
80
60
40
20
0 u | | I
Disagree Neither Agree Disagree Neither Agree Disagree Neither Agree
B Self-rated health Poor m Average or higher
00
90 | feel that what | do every day | belongto a group or community | feel that my life has purpose
is significant thatis importantfor me
80
p=0.970 p=0.087 p=0.003
70
60
50
40
30
20
10

Disagree Neither Agree Disagree Neither Agree Disagree Neither Agree
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Meaningfulness among interviewees

| feel that my life has purpose (n=15) 20 73

| belong to a group or community that is o . .
important for me (n=15)

| feel that what | do every day is significant

87
(n=15) /

0 10 20 30 40 50 60 70 80 90
%

MW Disagree Does not disagree or agree Agree

100
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Surrounding (cultural) context

Relevance spheres

Secular context
Vernacular context
Historical context
Family context
Social context
Economic context
Educational context
Etc.

Spiritual context
Vernacular context
Historical context
Family context
Social context
Economic context
Educational context
Etc.

l

Individual

/

Religious context
Vernacular context
Historical context
Family context
Social context
Economic context
Educational context
Etc.
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Secular

Knowing: Cognition

Doing: Practice

Secular values
Secular beliefs
Existential knowledge
Secular views on afterlife
Etc.

2
(3

Organized activities
Organization involvement
Secular ritual participation
Private existential activities
Etc.

Spiritual values
Spiritual beliefs/concepts
Spiritual knowledge
Spiritual views on afterlife
Etc.

Organized activities
Organization involvement
Ritual participation
Private spiritual activities
Etc.

Religious values

Religious beliefs/creedal ascent

Religious knowledge
Religious views on afterlife
Etc.

Organized activities
Organization involvement
Ritual participation
Private religious activities
Etc.

Being: Importance

Etc.

Salience/self-rated value commitment
Secular existential experience
Coping possibilities/support
Personal history of values

Salience/self-rated spirituality
Spiritual experience
Coping possibilities/support
Personal spiritual history
Etc.

(1)

Salience/self-rated religiosity
Religious experience
Coping possibilities/support
Personal religious history
Etc.
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I

Phase 1: Identifying spiritualneeds

and resources

'

| Phase 3: Spiritual care treatment plan |—b|

Phase4: Providing spiritual care

}_.l

Phase 5: Evaluation

T

Phase 2: MMM
Understanding the individual patient’s specificneeds

Questionnaires
Dialogue/interviews
Daily interactions
Etc.

¢ Identifyinginterventions

¢ Identifyingapproach

*  Developingtreatmentplan
* Identifyingthe provider(s)
. Etc.

Person to person
Groups

Religious activities
Spiritual activities
Etc.

Evaluatingattheend
Continuous evaluation
Interwoven with other phases
Etc.
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Open Ended Questions

As a patient, what do you often think about here at the hospice?

Can you tell me what you think about death?

Prompting Questions

Will you explain to me what concerns you the most these days?

What does it feel like, for you, to be in your situation (here at the end of life)?
Will you tell me more about how you feel when thinking about death (dying)?
What do you think happens when you die/someone dies?
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Age

65
67
85
72
65
69
72
69
66
71

Gender

Female
Male
Female
Female
Male
Male
Male
Female
Female
Female

Dominating Cancer Type

Kidney and liver cancer
Leukemia

Stomach

Lung/breast

Leukemia

Lung cancer

Lung cancer

Breast cancer
Stomach cancer
Leukemia

Marital Status

Single
Married
Widowed
Widowed
Single
Married
Widowed
Cohabiting
Married
Divorced

Time Since Terminal Diagnosis

3-4 months ago
6-8 weeks ago

3 months ago

2.5 months ago

3 weeks ago

8-9 weeks ago

6-8 months ago
Approx. 2 years ago
6 weeks ago

2-3 months ago
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Age (years)

Mean (SD)M

Range

Marital status, n (%)
Married / cohabited
Divorced / widowed / single
Employment status, n (%)
Old-age pensioners
Disabled

Full or part-time employed

67 (7)
60-86

14 (61)
9 (39)

12 (52)
6 (26)
5 (22)
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Category (n)® Examples of quotations

God (14) I'm ready as soon as God understands [it's
the time], but | want to live at least until |
am 103 years old.

Farmily (10) 1 would like to see my grandson's
[university) graduation.

Conditional wish: i in the presence of [Would like to five] one more year [...] but

similar functioning levels and without  without being a burden to others or being

being a burden (3) bedridden.

Enjoying living (3) Now that the good weather comes
[springtime approaching], | want to live!

aFrequencies were not mutually exclusive.
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Category (n)* Examples of quotations

God (10) 1 would like to die, but God gave me this
punishment for living, and | have to accept
it.

Annoyance (9) Time passes so slowly, especially the
nights; it seems that the day never comes
again.

Uselessness (6) (Because) a person wanting to work and
not being able 1o |...] is not worthy.

Loss of meaning (5) I often ask myself “What am | stil doing
here?”

(Social) disconnection and 1o to the street to have a coffee [..]

loneliness (5) people always come, look at me but |
don't know anyone.

Sense of burden (3) I cannot do anything; | am here just to
overwhelm [the others].

Dependency (3) Because | am getting okder, with less
strength, and 'm no longer able to drag
myself.

(Fear of) suffering (3) I wanted to die so | do not have to be here
in suffering. | have a lot of pain.

Living outside my own home (3) I am very scorned here. | didn't need to be
here at the nursing home.

Loss of family members (1) 1 wish | had alreadly died when my little
children died.

aFrequencies were not mutually exclusive.
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Total
Sociodemographic characteristics
Age, mean (SD)
Sex [male]
Education [no formal education]
Institutionalized [yes]
Health condition
Pain frequency
Never
Seldom
Sometimes
Oftervalways
SRH
Bad
Reasonable
Good, very good, excellent
IADL, mean (SD)
ADL, mean (SD)
Number of health conditions, mean (SD)
Physical fatigue [yes]
Social functioning
Number of visits.
None
12
34
5+

Time with people centenarians did not live with

None
Oncelwesk
2-6/week
One or more/day
See or hear from relatives
None
12
3+
Have relatives as confidants
None
12
3+
See or hear from friends
None
1-2
3+
Have friends as confidants
None
1-2
3+
Feel alone
Yes, many times
Sometimes
Almost never
Never
Well-being
Satisfaction with life, mean (SD)
Positive VOL (total), mean (SD)
Positive VOL factor 1, mean (SD)
Positive VOL factor 2, mean (SD)

*Chi-square test; **one-way ANOVA;

121
121
121

121
121

112

118
121
121
115

106

104

81

7

74

78
81
81
81

‘Fisher’s exact test.

Total

n (%) or mean (SD)

121(100.0)

101.0(1.5)
19(15.7)
56 (45.5)
49 (40.5)

19.(17.4)
22(20.2)
32(29.4)
36(33.0)

20(17.9)
42(37.5)
50 (44.6)

371321

8.23 (4.26)

3.61(1.94)
49 (42.6)

8(7.6)
35(33.9)
24.(22.9)
38(36.2)

16 (15.4)
18(17.3)
38(36.5)
32(30.8)

3@.1)
22(22.4)
73(74.5)

21(25.9)
35(43.2)
25(30.9)

25(30.1)
18(21.7)
40(48.2)

43 (60.6)
19 (26.8)
9(12.7)

15 (20.3)
22(29.7)
18 (24.3)
19 (25.7)

6.54(1.93)

16.7 (6.0)
9.39 (3.58)
7.32 2:81)

No
n (%) or mean (SD)

37 (30.6)

100.9 (1.5)
4(10.8)
15 (40.5)
17 (45.9)

4(11.9)
4(11.8)
9(26.5)
17 (60.0)

14 (42.4)
10(30.3)
9(27.3)

2.99(2.56)

763 (4.16)

330(1.61)
17 61.5)

2(6.1)
16 (48.5)
7@12)
8(24.2)

8(24.2)
9(27.3)
9(27.3)
7@12)

1(30)
7@12)
25(75.8)

9(39.1)
1147.8)
3(13.0)

12 (60.0)
4(16.7)
8(33.3)

21(87.5)
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1(4.2)

5(208)
8(33.3)
5(208)
6(25.0)

5.79(2.06)
1.1 (4.9)
6.08(3.04)
5.07 (2.60)

Will to Live

Yes
n (%) or mean (SD)

38(31.4)

101.0 (1.4)
8(21.1)
17 (44.7)
15(39.5)

10/(28.6)
10(28.6)
7(20.0)
8(22.9)

383
12 (33.3)
21(58.9)

3.86 (3.49)

804 (4.53)

4.0 (2.19)
15 (39.5)

3858
9(265)
7(206)
15 (44.1)

4(125)
6(188)
13 (40.6)
9(28.1)

103.1)
11 (34.4)
20(62.5)

6(20.7)
14 (48.3)
9(31.0)

8(26.7)
7(233)
15(50.0)

12 (42.9)
11(39.3)
5(17.9)

4(15.4)
9(34.6)
7(269)
6(23.1)

6.93(2.00)
200 (4.9)
11128
884 (2.48)

No clear positioning
n (%) or mean (SD)

46 (38.0)

1012 (1.5)
7(15.2)
23(50.0)
17 37.0)

5(12.5)
8(20.0)
16 (40.0)
11(27.5)

3(7.0)
20(46.5)
20(46.5)

4.18(3.39)

887 (4.13)

354 (1.94)
17 (38.6)

3(79)
10 (26.3)
10 (26.3)
15 (39.5)

4(10.3)
3(7.7)
16 (41.0)
16 (41.0)

13.0)
4(12.1)
28(84.8)

6(20.7)
10(34.5)
13 (44.8)

5(17.2)
74
17 (58.6)

10 (52.6)
6(31.6)
3(15.8)

6(25.0)
5(20.8)
6(25.0)
7(29.2)

681 (1.59)
182 (4.5)
105 (2.8)
7.71 (2.06)

0.665™
0.473"
0.687*
0.701*

0.040%

<0.001*

0.240"
0.402
0.281*
0.471"

0.457*
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0.128"
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0.928"
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<0.001*
<0.001*
<0.001*
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