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Editorial on the Research Topic
 Exploring bereavement and public health: the role of family and friend caregivers in community well-being




The circle of bereavement after the deaths of family and friends broadly influences societal health (1, 2). As yet, no public health surveillance systems quantify bereavement at population or geographic scales. This is a huge gap in our understanding of population health factors. Consider the course of bereavement among family caregivers. They are a group who is largely unseen in their grief, both before and after the death of the care recipient. With an intentional research focus on bereavement, their needs as well as those of the broader society could be met with effective and timely care for the emotional distress and declines in physical health. Bereavement is a global issue shaped by cultural and local practices (3). The support of bereaved populations requires a broader frame for research questions, study designs that incorporate qualitative and quantitative methods, and a longitudinal perspective. This collection of papers is designed to encourage scaling by showing research designed to fill these gaps. With this Research Topic “Exploring bereavement and public health: the role of family and friend caregivers in community well-being”, we recruited studies that highlight the public health implications of bereavement beyond individual grief. As seen through the lens of caregiver bereavement, public health must develop strategies to overcome the challenges faced by caregivers and their communities and address their underrepresentation in the work of researchers, funding agencies, and policymakers (4). To achieve this goal, we sought to draw attention to the essential roles of caregivers and emphasize the impacts of caregiving and bereavement on caregivers' mental, physical, and social well-being. In doing so, we hope to amplify the importance of efforts to enhance the overall well-being of caregivers and create stronger support networks for those experiencing the loss of the persons in their care.

In recognition of this reach, Frontiers in Aging & Public Health partnered with Frontiers in Public Mental Health to promote this series. Grief is universal, and thus an international matter. This recognition formed the basis for selection of the articles selected for inclusion. The eight articles in this collection provide readers with a glimpse of this broader landscape. A second volume is currently under development. Forty-five authors from across the globe contributed their research. The larger community showed their interest in this topic with 29,876 article views and 3,794 downloads to date.

Weathers et al. showed that 54% of 2,259 adults in Ireland surveyed in 2021 and 2022 reported having experienced one or more losses during the COVID-19 pandemic. Of these, 14% met criteria for prolonged grief disorder and 26% indicated sub-threshold prolonged grief disorder, leading the authors to conclude that the findings provide support for public health models of bereavement care.

Nielsen and colleagues measured prolonged grief symptoms in a sample of 1,735 adults in Denmark who were bereaved by the death of a relative over a period of 10 years. Compared to a low grief trajectory group (45%), a high grief trajectory group (6%) showed persistent high grief symptom levels and had significantly more general practitioner appointments, mental health service use, prescription medication use, and excess mortality.

Tognela et al. interviewed 16 bereaved parents in Australia about their social support experiences—including when it goes well and when it doesn't—showing that social support is a dynamic, relational, and subjective process where attunement between the supporter and recipient matters. The findings align with concern about approaches that uncritically positioned bereavement care as a community responsibility without acknowledgment that community members are not always equipped to provide such support (1).

Schwind et al. provide a multidisciplinary, multi-national perspective of family caregiving and wellbeing in adult chronic illness. In drawing on their scholarly expertise in Australia, Germany, and Switzerland, the authors outline a compelling argument for reimaging research and practice so that that the wellbeing of families, structural enables and barriers, and broader family and social contexts, become central areas of focus.

In a systematic review, Cui et al. conducted a qualitative meta-synthesis of studies to explore the experiences and needs of family members following perinatal infant deaths. The researchers identified 10 studies from nine countries that together showed several unmet needs requiring comprehensive, tailored support strategies.

Andriessen et al. interviewed 34 men bereaved by suicide in Australia. The findings showed the profound, multifaceted impacts of suicide bereavement, including disruptions to close relationships and caregiving roles such as being a full and present parent.

Tay et al. conducted a retrospective cohort study of linked health facility records of 1,224 dyads comprising deceased lung cancer patients and their bereaved spouses in the United States over an 8-year period. After controlling relevant covariates, analysis showed that spouses with preexisting mental health conditions were over four times more likely to develop mental health conditions following bereavement compared to spouses with no preexisting mental health diagnoses.

Finally, Chen et al. used data from the China Health and Retirement Longitudinal Study to investigate the trajectories of depressive symptoms associated with child bereavement among older adults in China. Analysis showed the presence of four trajectories of depressive symptoms associated with child bereavement: low depression that rapidly increases (12%), high depression that rapidly declines (12%), high depression that slowly increases (23%), and stable low depression (53%).

The International Alliance of Carer Organizations—representing 17 countries—reported an estimated 251.5 million persons are engaged in family caregiving (5). In addition to family caregivers, individuals employed in public safety, public health, and other professional fields are also exposed to high rates of deaths and dying. These are individuals who are particularly vulnerable to the health risks associated with bereavement. Building on this first volume, a second volume is planned, which will continue the focus on caregiving while broadening the umbrella of populations to include professional caregivers and increasing the scope of associated domains of investigation. To guide clinical care and policy support, it is essential to expand the research focus on bereavement.
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Objective: As a result of the aging of the world population, a high number of older adults lose their children during their lifetime. Depression due to child bereavement is a significant psychological problem. Therefore, it is necessary to investigate the trajectories of depressive symptoms associated with child bereavement among older adults in China and determine the influencing factors.
Methods: In this study, data from the China Health and Retirement Longitudinal Study were used as the longitudinal data, and 284 women and 117 men aged over 60 years were included. A latent growth mixture model was used to identify trajectory patterns in depression due to child bereavement over time. Multivariate logistic regression analysis was used to determine the influencing factors.
Results: Four trajectory patterns of depressive symptoms associated with child bereavement were identified: a low depression rapidly increasing group (12.0%), a high depression rapidly declining group (12.1%), a high depression slowly increasing group (23.1%), and a low depression stable group (52.8%). The findings of the multivariate logistic regression analysis showed that residence, sleep status, satisfaction with life, and self-report of health were related to the trajectory patterns of depressive symptoms among the participants.
Conclusion: This study revealed heterogeneity in changes in depressive symptoms among older adults with child bereavement in China. The government and medical institutions should consider these trajectory patterns of depression and adopt individualized support measures based on the characteristics of different groups.

Keywords
 child bereavement; depressive symptoms; developmental trajectory; latent growth mixture model; older adults


1 Introduction

Aging is a critical public health issue worldwide (1). In the 2020 China Census, the proportion of older adults aged 60 years and above was 18.70%, an increase of 5.44 percentage points compared with that in 2010 (2). In the context of global population aging, the concept of “healthy ageing,” as proposed by the World Health Organization (WHO), is especially important (3, 4). However, as the older adult population increases, a high number of older adults may lose their children during their lifetime (5). Child bereavement can be the most distressing event for older parents, especially in China. In traditional Chinese culture, children play an important role in the family. They not only offer emotional and material support to their older adult parents but also fulfill their filial support obligations. Moreover, children are regarded as the most crucial spiritual sustenance for the Chinese older adult (5, 6). According to a report (7), it is estimated that 10 million families will experience child bereavement in China by 2035. Due to the physical frailty factors associated with the aging process, the mental health of older adults is more likely to be influenced by loss (8, 9), and the risk of developing depression may be high (10). Studies (7, 11) have shown that the loss of a child can be more persistent and intense in older parents than other types (such as loss of spouse) of bereavement-related depression, and it may also induce the persistence of abnormalities in the inferior parietal cortex. Therefore, losing children can result in a huge psychological shock for older adults. Thus, the early prediction of and interventions for influencing factors will be of great significance in reducing the prevalence of depression related to child bereavement.

In older adults, depression after losing their children, which manifests as emotional and psychological responses such as helplessness, sadness, self-blame, and self-guilt, can change over time (12). Studies have shown that approximately 34% of mothers and 35% of fathers suffer from moderate-to-severe depression 3 to 5 years after they lose their child (10). In addition, depression related to child bereavement is a chronic stressor in older adults, exerting cumulative and detrimental effects on their psychological well-being (13). However, some studies have found heterogeneity in older adults in terms of the depression status (14, 15). Some older adults who have a brief but intense experience of depression show a gradual decline in depressive symptoms, whereas others show progressively increasing symptoms of depression (16). Research has found that the trends in depression caused by child bereavement are different at different periods. For example, some older adults experience less intense depression in the short term after the loss of a child, whereas others experience significant depression within 18 months after the loss (17). These results suggest that longitudinal trajectories in child-bereavement-related depression are heterogeneous (18).

The majority of the existing studies have focused only on the changes in depressive symptoms among young or middle-aged parents with child bereavement, but without taking into account the trajectory patterns in older adults with child bereavement (18, 19). In addition, since the trajectory patterns of child-bereavement-related depression change in individuals over time (20), changes in depressive symptoms can be regarded as a stage-sequential process (21). This observation points to the specific pattern of bereavement-related depression in older adults who have lost a child.

Currently available studies have limitations in understanding the evolution of bereavement-related depression. The majority of these studies rely on cross-sectional surveys or qualitative research. Cross-sectional studies (22–24) only capture a single-point depressive state and do not consider long-term changes. Qualitative research, though insightful, cannot systematically quantify these temporal shifts. Furthermore, traditional longitudinal data analysis methods (18) assume a homogeneous population and overlook individual differences, which leads to inaccurate conclusions. In contrast, the latent growth mixture model (LGMM) (25), which is designed for longitudinal data, can reveal heterogeneity in growth trajectories. By estimating the parameters for different latent classes, it identifies distinct change patterns. The present study uses five-year follow-up data from a representative older adult Chinese sample. Using the LGMM, it aims to uncover trajectory patterns of depression in older adult parents who have lost their children and fill gaps in the current literature.



2 Methods


2.1 Data source

The data were acquired from the China Health and Retirement Longitudinal Study (CHARLS) database, which is a high-quality public database that includes information on middle-aged and older residents in China. Currently, the CHARLS database has been used in various research fields, such as economics, demography, public health, and nursing. The data used in this study were drawn from three waves of surveys of the CHARLS database conducted in 2013, 2015, and 2018. The inclusion criteria were as follows: (1) baseline age≥60 years; (2) indicated child bereavement (loss of at least one child) in the baseline survey in 2013; and (3) participants who completed all three phases of the survey. The exclusion criteria were as follows: (1) missing depressive symptom scores in one phase or more and (2) missing data on other influencing factors. In 2013, the total number of older adult individuals with child bereavement was 1,007. When the survey was conducted in 2015, 1,054 individuals were successfully followed up, and 198 were lost to follow-up or had died. In 2018, 834 individuals were followed up again, and 220 were lost to follow-up or had died. The total number of samples lost to follow-up or dead was 418, which accounted for 33.3%. In total, 401 participants aged 60 to 93 years were included in this study, with 284 (70.80%) being female and 117 (29.20%) being male. The sample selection process is presented in detail in Figure 1. A comparison of baseline characteristics was carried out to verify the representativeness of the sample. Specifically, the demographic characteristics (age, gender, educational level, residence, and marital status) of the 401 participants were compared with those of the total number of older adult individuals who had experienced child bereavement in 2013. The findings of this comparison showed that there were no statistically significant differences between the two groups (all p > 0.05). Further details are presented in Table 1.

[image: Flowchart illustrating participant selection from an initial sample of eighteen thousand six hundred twelve in 2013. Exclusions occurred at each step, resulting in a final analyzed sample of four hundred one participants.]

FIGURE 1
 The study flow chart.




TABLE 1 Comparison of demographic characteristics.
[image: Table comparing demographic characteristics between the initial sample of older adults with child bereavement and the final included sample, listing age, gender, education level, residence, and marital status with corresponding means or percentages, statistical test values, and p-values.]



2.2 Dependent variable

Bereavement-related depressive symptoms in older adults were quantified using the 10-item version of the Centre for Epidemiologic Studies Depression Scale (CES-D-10) (26). CES-D-10 was derived from the 20-item Epidemiological Studies Depression Scale. The 10 items in CES-D-10 included three depression items, five physical symptom items, and two positive emotion items. Each item had four options: “Rarely or none of the time (<1 day),” “Some or a little of the time (1–2 days),” “Occasionally or a moderate amount of time (3–4 days),” and “Most or all of the time (5–7 days).” Each item was scored on a scale of 0 to 3, with the exception of items 3 and 5, which were reverse-scored. The total score ranged from 0 to 30, and participants who scored ≥ 10 points were considered having depressive symptoms. The Chinese version of this scale achieved a Cronbach’s alpha value of 0.813 when administered to the older adult population in China (27).



2.3 Independent variables

Data regarding influencing factors were collected in 2013. Fifteen factors were included: (1) age; (2) gender; (3) residence; (4) marital status; (5) educational level; (6) smoking; (7) drinking; (8) number of living children; (9) number of deceased children; (10) disability; (11) sleep restlessness; (12) life satisfaction; and (13) difficulty with any one of the instrumental activities of daily living (IADLs, namely doing household chores, cooking, shopping, managing money, and taking medications) (28); (14) chronic comorbidity; (15) self-report of health.



2.4 Statistical analysis

Statistical analysis of the data was carried out using SPSS 27.0 software. The LGMM analysis was conducted using Mplus 8.3 software. The best-fit model was selected by comparing fit indexes across multiple models, taking into account both practical significance and statistical indicators. This approach ensured that the selected model not only statistically fit the data well but also had meaningful implications for understanding the latent growth patterns. The fitting indices for this model verification were as follows: (1) Akaike information criterion (AIC), Bayesian information criterion (BIC), and sample-adjusted Bayesian information criterion (aBIC); (2) entropy; and (3) test statistics: Lo–Mendell–Rubin likelihood ratio test (LMRT) and bootstrapped likelihood ratio test (BLRT) (29). The lower the values of AIC, BIC, and aBIC, the better the fitting effect of the model. The closer the entropy value is to 1, the more accurate the classification of the model. Both LMRT and BLRT reached a significant level (p < 0.05), which indicated that the model with k categories showed a better fitting effect than the model with k-1 categories. To ensure clinical significance, each category should include at least 5% of the participants (30). Chi-square test was used to investigate the relationship between sociodemographic and clinical variables in different subgroups. Multivariate logistic regression, with potential categories of depression among older individuals who have lost a child as the dependent variable, was used to identify the influencing factors for different potential categories of depression among this population. Statistical significance was set at p < 0.05, and all p values were two-sided.



2.5 Ethical approval

Approval for the CHARLS data was granted by the Ethics Review Committee of Peking University, with the reference number IRB00001052-11015.




3 Results


3.1 Identification of the trajectory patterns of depressive symptoms of child bereavement among older adults

This study analyzed the trajectory patterns of three-wave CES-D-10 scores in individuals with child bereavement. The participants’ overall CES-D-10 scores were 9.88 ± 6.574, 10.48 ± 7.182, and 11.08 ± 7.325 at wave 1, wave 2, and wave 3, respectively. The fit indexes of the LGMM were used to identify three trajectory groups. Compared with other models, model 4 showed lower AIC and BIC values. As shown in Table 2, in model 4, both LMRT and the BLRT were statistically significant. Therefore, model 4 was identified as the best model.



TABLE 2 Fitting of the LGMM of depressive symptoms of older adults with child bereavement in China.
[image: Table displays fit indices for one- to five-class GMM models, including LL, AIC, BIC, aBIC, Entropy, P(LMRT), P(BLRT), and class probabilities; lowest AIC, BIC, and highest entropy observed for five-class model.]

Using model 4, a trajectory plot was constructed with CES-D-10 scores as the vertical axis and wave 1 to wave 3 as the horizontal axis. This plot categorized the trajectory patterns of depressive symptoms among older Chinese adults who have experienced the loss of a child into four distinct groups, as shown in Figure 2:

	1. Low depression rapidly increasing group (C1): This group had a low initial score (7.05) (I = 7.846, p < 0.05), and depressive symptoms improved effectively over time (S = 5.925, p < 0.05). It consisted of 41 older adults, accounting for 12.0% of the older adults.
	2. High depression rapidly declining group (C2): This group had a high initial score (17.28) (I = 16.532, p<0.05), and depressive symptoms declined rapidly over time (S = -4.600, p<0.005). It consisted of 46 older adults (12.1%).
	3. High depression slowly increasing group (C3): The mean intercept and mean slope were 16.673 (p < 0.05) and 0.925 (p > 0.05), respectively, and the initial score (17.08) of this group was high (I = 16.673, p < 0.05), with an overall increasing trend. In addition, depression symptoms did not significantly improve over time (S = 0.925, p > 0.05), and this group consisted of 96 older adults (23.1%).
	4. Low depression stable group (C4): This group had the lowest initial score (5.67) (I = 5.844, p < 0.05), and depressive symptoms remained stable over time (S = 0.0445, p < 0.05). This group had 218 older adults (52.8%).

[image: Line graph showing CES-D-10 depression scores for four groups over three time waves. C1 scores increase rapidly, C2 scores decrease rapidly, C3 scores increase slowly, and C4 scores remain stable.]

FIGURE 2
 The trajectories of depressive symptoms among bereaved older adults in China.


The significant level of variance in the intercepts between the four patient groups (p < 0.05) indicates that there are individual differences in the initial levels of depressive symptoms between older adult individuals who have experienced the loss of a child. In contrast, the lack of significant variance in the slopes between the four groups suggests that there are no individual differences in the rate of change of depressive symptoms among these older adult individuals.



3.2 Single-factor analysis of influencing factors for trajectory patterns of depressive symptoms in older adults with child bereavement

Using these latent classes as grouping variables, the baseline characteristics of older adults with child-bereavement-related depression belonging to different trajectory categories were compared. The results showed that there are statistically significant differences between the four groups (p < 0.05) in the distributional comparisons of gender (χ2 = 11.823, p = 0.008), residence (χ2 = 16.904, p = 0.001), sleep restlessness (χ2 = 16.904, p < 0.001), life satisfaction (χ2 = 27.985, p < 0.001), difficulty with IADLs (χ2 = 50.953, p < 0.001), number of chronic diseases suffered (χ2 = 20.806, p = 0.014), and self-report of health (χ2 = 22.677, p < 0.001). Further information is presented in Table 3.



TABLE 3 Comparison of general data of different depression trajectory groups (N = 401).
[image: Data table displaying demographic and health-related variables across four groups (C1 to C4) with sample sizes, codes, variable categories, chi-square statistics, and p-values, focusing on age, gender, residence, marital status, education, smoking, drinking, number of children, disability, sleep restlessness, life satisfaction, IADL difficulties, chronic diseases, and self-reported health. Significant p-values are present for gender, residence, sleep restlessness, life satisfaction, IADL difficulty, chronic diseases, and self-reported health.]



3.3 Logistic regression analysis of influencing factors for trajectory patterns of depressive symptoms in older adults with child bereavement

Logistic regression was conducted using the results of the trajectory category analysis as the dependent variable and all significant variables from the single-factor analysis as independent variables. The results revealed that in the comparison of C1 with the reference group C3, city dwellers and those with sleep restlessness for <1 day, 1–2 days and 3–4 days were more likely to be categorized as C1. Similarly, when comparing C2 with the reference group C3, city dwellers were more likely to be categorized as C2. In addition, when comparing C4 with the reference group C3, city dwellers; those with sleep restlessness of <1 day, 1–2 days, and 3–4 days; and those with self-reported good health were more likely to be categorized as C4. Older adults who were not satisfied with life were more likely to be classified as C3 (all p < 0.05). Further details about logistic regression analysis are presented in Table 4.



TABLE 4 Multivariate logistic regression analysis of the trajectory of depressive symptoms of older adults with child bereavement (N = 401).
[image: Table showing logistic regression results for different groups (C1, C2, C4 vs. reference C3) by related factors, including β, standard error, Wald chi-square, p-value, odds ratio, and ninety-five percent confidence interval. Key factors are city residence, various sleep restlessness durations, satisfaction with life, and self-reported health, all with statistically significant results at p < 0.05.]




4 Discussion


4.1 Analysis of the trajectory of change in depressive symptoms in older adults with child bereavement

This study categorized the trajectory of depressive symptoms in older people with child bereavement into four categories: a low depression rapidly increasing group (12.0%), a high depression rapidly declining group (12.1%), a high depression slowly increasing group (23.1%), and a low depression stable group (52.8%), as determined by the LGMM. This suggests the heterogeneity of depressive symptoms in older adults with child bereavement. This finding serves as a guideline to future researchers, emphasizing the need for a nursing assessment system with group heterogeneity and individual heterogeneity.

The proportion of older adults in the C1 group was 12.0%, who had increasingly obvious symptoms of depression, which is consistent with the studies of Pohlkamp et al. (31) and D'Epinay et al. (32). In this study, older parents with bereavement experienced the loss of their most beloved children, and in the early stage of the loss, they may experience shock and even deny the truth. However, as reality continued to hit them, they gradually experienced an emotional breakdown and an increased sense of isolation. In traditional China, first, others may sympathize with the older parents with child bereavement, but over time, these parents may suffer from strange looks, be regarded undesirable, or even be bullied. In China, it is considered an individual tragedy to have no surviving child because the Chinese believe that without a surviving child, there are no descendants and they cannot inherit the bloodline, which is considered an act of shame to the ancestors (33). Therefore, in older adults with child bereavement, depressive symptoms gradually worsen and have lasting effects, even affecting their physical health, consistent with the findings of a previous study (32). These older adults are in the most vulnerable situation as they are older (mean age = 68.46 years), live in rural areas (70.7%), and have a low level of education (61% illiterate and 39% with primary school education or lower). These data indicate that older adults with child bereavement are less likely to have high incomes and receive pensions. Therefore, providing effective social support and promoting the idea of a new era of parenting can contribute to mitigating some adverse effects of the loss among older individuals.

In contrast to the C1 group, the depression level in older adults in the C2 group decreased rapidly over time, and the proportion of those with a significant reduction in depression levels in the C2 group accounted for 12.1%. This trajectory model has long been confirmed in the studies (34, 35), and it even predicts that 7–9 years after bereavement, depression levels of these parents are similar to those of parents with no bereavement (34). Over time, the majority of them gradually recovered from their child-bereavement-related depression through having surviving children, receiving social support, and actively participating in social activities (36). Thus, their psychological condition reached a relatively stable stage with no prolonged grief disorder or post-traumatic stress disorder. This indicates that their depressive symptoms of losing a child had decreased (34). Nevertheless, it is important to emphasize that despite a decline in bereavement-related depressive symptoms, routine mental health assessments and social support should continue, and new stressors that these older adults may encounter should be investigated. Encouraging support and involvement from community, friends, and family is advised, and social volunteering also helps (21). This service is grief-recovery-oriented, which enriches their social networks, improves life satisfaction, and enables them to regain control of their lives. In addition, it is crucial to provide professional and high-quality counselling to these older adults to prevent grief rumination (37).

The proportion of older adults in the C3 group was 23.1%. These older adults had high CED-S-10 scores, indicating no improvement in depressive symptoms, which is in line with the study of Lykke et al. (10). These older adults experienced a multifaceted attack on physical, psychological, and life support after a child loss, such as increased incidence of chronic diseases, loss of their main source of caregiving, termination of family lineage, loneliness, and prolonged grief, resulting in depression. Therefore, they found it difficult to accept the loss of their children and had persistent bereavement-related depressive symptoms, which is consistent with previous studies (33, 38). The concept of “child-rearing for old age” is deeply rooted in Chinese culture, and when older people are confronted with having no child after the loss of their only child, their risk of depression is high and persistent (33, 39). Within 3 to 5 years of losing a child, if older adults show poor psychological resilience, they become more vulnerable to stressors, which in turn may contribute to long-term depression and even social withdrawal (10, 39). This is because communicating with older parents about the death of their child is difficult and can be hurtful and stigmatizing (39). Older adults necessitate continuous care and social support, including old-age security, psychological aid, and grief counselling. Primary care organizations should consistently track, evaluate, and intervene in the activities of older parents with child bereavement, encompassing living needs, mental health, physiological disease, and even spiritual needs. In addition, states should increase benefits (pension and medical insurance) to these older adults and provide social services, especially mental health services.

The highest percentage of older adults with child bereavement was observed in the group with stabilized low depressive symptoms, which is consistent with a previous study (24). This trajectory group had a slow increase in depressive symptoms at first and then a gradual decrease. Depression peaked at one timepoint, and its overall volatility was low. This may be related to individual coping style and resilience. An individual’s adaptability, which is an important coping quality, plays a key role in recovery when they experience adversity. Previous studies (24, 40, 41) have shown that high resilience and positive coping are negative predictors of depressive symptoms and that when individuals face adversity or a major negative life event, it stimulates their protective mechanisms (e.g., resilience) to resist negative emotions, effectively alleviating maladaptation after the loss of a child. Therefore, we explored the characteristics of individuals in the group with low depressive symptoms to provide effective intervention measures to other groups. In addition, we should encourage individuals in this group to continue maintaining a good mental state and ensure that their living needs are met.



4.2 Analysis of factors influencing potential categories of depressive symptoms


4.2.1 Demographic factors

The trajectory of bereavement-related depressive symptoms has been found to be associated with residence, with urban older adults with child bereavement being less likely to be in the C3 group than rural older adults. Previous studies (42) have found that place of residence was a predictor of bereavement-related depressive symptoms, with urban older adults having significantly lower depressive symptoms than rural older adults, which is consistent with the results of this study. This observation is primarily attributable to the fact that urban areas are rich in high-quality healthcare resources, which makes it easier for the older adult to access professional psychological interventions (43). In urban areas, a well-developed social security system reduces the financial burden, and a variety of social activities provide adequate emotional support. Rural areas, however, are weaker in terms of medical care, security, and social support, which makes older adults in these areas more prone to high levels of depressive symptoms. The government should pay close attention to the social and psychological needs of the older people with child bereavement in rural areas. On the one hand, it should increase the investment in rural healthcare resources and should actively carry out mental health screening and free medical consultations in these areas; on the other hand, it should improve the social security system in rural areas, increase the standard of old-age pensions, and set up a special relief fund to alleviate their financial burdens. Furthermore, older adults with bereavement in rural regions should be given priority access to psychological services, and volunteers should be organized to care for them, encouraging them to express their life and psychological needs, so as to comprehensively improve the medical, economic, and social conditions of these individuals, to promote their psychological health, and to reduce the risk of depression.



4.2.2 Others factors

In this study, older adults with child bereavement who experienced restless sleep most or all of the time were more likely to be categorized into the C3 group than in the C1 and C4 groups. This indicates a strong association between poor sleep quality and a specific depressive symptom trajectory. Continuous restlessness in sleep may disrupt the normal psychological and physiological rhythms of these older adults, gradually leading to a more severe and complex pattern of depressive symptoms as represented by the C3 group. Sveen et al. (37) also reported that older adults with child bereavement who had severe insomnia showed significant depressive symptoms, which is consistent with our finding and suggests that sleep quality is an important predictor of the trajectory of depressive symptoms. The trajectory of bereavement-related depressive symptoms has also been found to be associated with satisfaction with life, and older adults who are dissatisfied with their life are more likely to be categorized into the C3 group those in the C4 group. Dissatisfaction with life can create a negative psychological environment, which may exacerbate the depressive symptoms of these older adults over time. A study has shown (21) that older parents who have lost their children reported more depressive symptoms and lower life satisfaction than older parents who have not lost their children. The present study further emphasizes that life satisfaction is a significant factor influencing the trajectory of depressive symptoms. A lower level of life satisfaction at the initial stage may set the stage for a more challenging trajectory of depressive symptoms. In addition, the results of this study showed that older adults with child bereavement who self-reported good health were approximately 5.5 times more likely to be categorized into the C4 group than those with poor self-reported health. Self-reported health reflects an individual’s subjective perception of their physical and mental state. A positive self-reported health status may be associated with better coping mechanisms and a more optimistic attitude, which in turn contributes to a more favorable trajectory of depressive symptoms. However, in Ye et al.’s (38) study, self-reported health status was not a factor for depression among older adults with bereavement. This discrepancy might be due to the limited sample source in Ye et al.’s (38) study, which was restricted to three cities in China and may not be well representative of the general population. The co-occurrence of these factors increases the complexity of bereavement-related depression, resulting in higher levels of depression in the C3 group. These findings reveal that the government should prioritize care for older adults with child bereavement who are residing in rural regions and who report poor health. By offering appropriate material needs and personalized health plans that can prevent the development of depression and improve their health conditions and by providing volunteer help to these individuals, the government can better address the situation.





5 Limitations

This study has some limitations. First, due to the long-term follow-up of the study cohort, some older adult individuals who had experienced child bereavement were lost to follow-up, resulting in a limited sample size for this study. Although a baseline characteristic comparison analysis was carried out to verify the representativeness of the sample, the validity of the model was, to a certain extent, still restricted. Second, because this study did not incorporate data from every longitudinal data point, the effects of specific alterations in individual health factors on the evolution of bereavement-related depressive symptoms could not be investigated. This limitation restricts our understanding of how these factors interact and contribute to the dynamic nature of bereavement-related depression. Third, key potential factors such as income and time since losing a child were not included. Income can affect access to resources and wellbeing, and the impact of the grieving period varies depending on depressive symptoms. Not including income and time since losing a child may limit our ability to fully capture all relevant influences on depressive symptoms. Finally, due to the long time span, it was difficult to measure the effects of environmental changes and other latent influencing factors. Therefore, in future studies that explore the trajectories of depressive symptoms among older adults who have experienced loss of a child, it is necessary to further reduce the dropout rate and increase the sample size. In addition, efforts should be made to enhance the ability to describe the relationship between depression resulting from the loss of a child and baseline factors and to expand the exploration of other key factors.



6 Conclusion

In conclusion, this study identified four different latent categories of depressive symptoms in Chinese older adults who lost a child, revealing the diverse trajectories of depression levels in older adults with child bereavement. The government and medical institutions should develop predictive social security policies and healthcare measures based on the changing characteristics of depression trajectories. In addition, it is recommended that medical institutions prioritize long-term dynamic evaluation for rural older adults with a high level of sleep restlessness, who usually are not satisfied with life and self-report that their health is fragile. Future studies should develop a dynamic evaluation system for different levels of depressive symptoms in older adults with child bereavement in China to better address the depressive symptoms of older adults at different times.
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Background: Caregiving to lung cancer patients is distressing, isolating, and associated with a high burden of anxiety and depression. However, few population-based studies in the U.S. have examined the risk of mental health conditions (MHCs) among spouses of lung cancer patients after the death of their partner. Guided by Anderson’s Behavioral Health Utilization model, we examined the role of sex, pre-bereavement MHC, and decedents’ healthcare utilization on the risk of having a diagnosed MHC after the death of a lung cancer patient.
Methods: This retrospective cohort study linked state-wide health facility records of 1,224 dyads—deceased lung cancer patients and their bereaved spouses (824 female, 400 male)—in Utah between 2013 and 2021. Bereavement-related mood/stress-related conditions were identified for spouses using diagnostic codes (starting from day 1 following the patients’ deaths). The Kaplan–Meier curves and Cox proportional hazard models were used to estimate the risk for a composite outcome of MHC/death and the risk of MHC, after adjusting for censorship due to death and controlling for covariates.
Results: The majority of spouses were aged 65+ (female: 67%; male: 33%), white/non-Hispanic (female: 89%; male: 90%), and urban-dwelling (female: 69%; male: 71%). Spouses experienced 374 events (MHCs/death) across the follow-up period. Adjusting for census-tract level income, cancer stage, insurance, censoring due to death, and the interaction between sex and MHC, spouses with preexisting MHCs had 4.09 times higher risk of developing MHCs during bereavement (95% CI: 2.70, 6.19) compared to spouses without pre-existing MHCs. Spouses of decedents with some college education (aHR: 0.68, 95% CI = 0.48–0.97) and longer survival (aHR: 0.85, 95% CI = 0.74–0.99) had a lower risk of MHCs compared to those of decedents with high school education and shorter survival.
Discussion: This population-based study supports evidence for multi-level risk factors associated with having MHC after the death of a spouse with lung cancer. Findings suggest the need for targeted bereavement support for subgroups of spouses at greater risk of MHCs.
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Introduction

Cancer caregivers, particularly those supporting patients at the end of life, are a vulnerable population with increased mental health risks (1, 2). Research shows that partners of cancer patients experience anxiety and depression at levels higher than the general population and comparable to those of the cancer patients themselves (3–5). In addition to poorer self-reported mental health, cancer caregivers experience greater psychiatric morbidity before and after bereavement. Population-level studies from other countries have established that spouses of cancer patients have a 30% higher risk than spouses of non-cancer patients of developing new-onset substance abuse, depression, or stress-related conditions within the year following a cancer diagnosis. A 29% increased risk of these mental health diagnoses in bereavement persists, even after adjusting for confounders and other pre-existing mental health diagnoses (6). Similarly, in the United States (US), analyses of commercial insurance claims data found that, compared to non-cancer caregiver controls, almost 2 in 10 (19.6%) cancer caregivers had new mental health diagnoses in the year after losing their partner (7).

Lung cancer is characterized by a high rate of recurrence, low survival (8), and distressing symptoms that contribute to poor quality of life for patients and family caregivers (9–11). The intense symptom management and stigma associated with lung cancer may be particularly isolating for spouse caregivers (11, 12). Lung cancer patients have a higher prevalence of anti-cancer treatment utilization at the end of life (13), which has been associated with poorer mental health among cancer caregivers (14, 15). Analyses of cancer caregivers covered under the same health insurance policy found that caregivers of lung cancer patients were more likely to be diagnosed with a new mental health disorder following the patient’s diagnosis compared to caregivers of non-lung cancer patients (18.9% vs. 10%) (7).

During cancer caregiving, wives have been observed to report poorer mental health than husbands (16). However, studies report mixed findings by gender in bereavement. While the loss of a spouse is among the most distressing life events across genders, husbands experience greater overall physical health impacts compared with wives after losing their spouse (17–19). Yet, with regard to mental health, the findings are less clear. While wives have been reported to experience a prolonged trajectory of distressing symptoms compared with husbands in population studies in Denmark (20), the opposite finding has been observed in a Korean cohort (21). Additionally, symptoms may also differ by gender and time. In the acute bereavement phase, husbands exhibit greater initial shock, while wives exhibit greater long-term psychological resilience around the 1-year mark (22). However, these mixed findings regarding gender could be due to the greater participation of female individuals in caregiving research, as well as the influence of social norms that facilitate female caregivers’ expression of distress and mental health care (23), highlighting the need to examine gender effects in bereavement using population-based approaches.

While the majority of population-based studies on bereavement have been conducted outside of the US (6, 24), findings from these studies may be less generalizable to the US healthcare system. Examining the risk factors associated with MHCs among lung cancer spouses, a population vulnerable to the mental health impact of caregiving is needed to provide scientific evidence for targeted bereavement interventions in this population. Given these gender-based differences in bereavement mental health, we sought to focus on the relationship between gender and mood- and stress-related mental health diagnoses after the loss of a partner to cancer. Guided by Anderson’s Behavioral Health Model (25), we tested the hypothesis that predisposing characteristics (female sex) and need characteristics (spouses’ pre-existing mental health conditions and decedents’ healthcare utilization) would be associated with the risk of bereavement MHCs (Figure 1).

[image: Conceptual diagram showing three categories—Predisposing characteristics, Enabling characteristics, and Need characteristics—each listing specific factors, with arrows pointing to a central box labeled Mental Health Conditions in Bereavement.]

FIGURE 1
 Adapted Anderson Behavioral Health Model for spouses’ bereavement mental health utilization.




Methods

This secondary analysis used data from bereaved spouses and partners of decedents diagnosed with lung cancer between 2013 and 2018 in Utah identified with the Immunotherapy, Palliative, End of Life Treatment Utilization, and Spousal Outcomes (ImmPETUS) cohort (23). ImmPETUS was developed to facilitate the study of changes in cancer patients’ end-of-life and primary caregiver health utilization during a period of rapid adoption of immunotherapies in advanced cancers. The ImmPETUS cohort is a linked dataset comprising demographic, clinical, end-of-life, and spousal caregiver data that combine several key population datasets in Utah: the Utah Population Database’s (UPDB) statewide health facility data from the Utah Department of Health, the Utah All-Payer Claims Database (APCD), and the Utah Cancer Registry (UCR).


Data sources


UPDB

The UPDB is a statewide database that enables the linkage of health and family records from statewide health registries, sociodemographic data, vital records, and genealogical data for all Utah residents at the individual level. The UPDB health facility data are complete as they contain all inpatient, ambulatory surgery, and emergency department administrative data for every encounter in the state, regardless of insurance coverage, including encounters among the uninsured population. However, the UPDB’s health facility data does not capture administrative data from care settings outside of inpatient, ambulatory surgery, and emergency department settings, such as physician visits.



APCD

The Utah APCD contains all administrative data, including pharmacy records for the insured population, Medicaid, and commercial Medicare Supplemental and Advantage plans for older adults aged 65 years and above. The APCD does not collect data from non-commercial Medicare plans, health plans covering fewer than 2,500 individuals (26), the Veterans Health Administration or TRICARE system (serving active service members and veterans), Indian Health Services (tribal and urban Indian health programs), and individuals who self-pay are underrepresented (27). As such, the data collected by the APCD represent approximately 60%–70% of Utah’s non-Medicare population (28).



UCR

The UCR collects, stores, and manages cancer surveillance data in Utah for the Surveillance, Epidemiology, and End Results (SEER) program of the National Cancer Institute. The UCR captures data on cancer staging, diagnosis, and sociodemographic data current at the time of the index cancer diagnosis. According to the SEER program, cancer data from the UCR are complete and valid (29).

To maximize coverage of the population and data completeness, we linked the UPDB health facility, Utah APCD, and UCR data for the sample. Eligible cancer patients (1) had a record in the UCR; (2) had a diagnosis of lung or bronchus cancer between 2013 and 2018; and (3) were at least 18 years of age or older at the time of cancer diagnosis. Spouses and partners aged 18 and above were identified with UPDB’s family groups, which are derived using a combination of marital records and children’s birth records. Cancer patients with a non-natural cause of death (e.g., an accident) were excluded.




Measures

The variables were selected a priori and informed by Anderson’s Behavioral Health Utilization Model (25). We examined the associations between predisposing (spouses’ sex, age, ethnicity, and socioeconomic characteristics), enabling (rurality and insurance type), and need characteristics (spouses’ pre-existing MHCs, decedents’ stage at cancer diagnosis, survival, and cancer decedents’ healthcare utilization) and the outcome of MHCs.


MHCs

The outcome of interest was a documented diagnosis of mood- or stress-related disorder documented in administrative data any day after day 1 of the death of the partner. Anxiety, depression, and stress-related disorders were identified with International Classification of Disease (ICD) 9 and 10 codes identified by other large, published studies using administrative records that were developed by or verified with physician input (6, 30) (codes are listed in Supplementary Table 1).



Predisposing characteristics

Our primary independent variable was binary sex derived from birth records. We also adjusted the models for age (years), spouses’ ethnicity (non-Hispanic White, Hispanic, and non-Hispanic other ethnicity), census-tract level median annual income quartiles ($16,900–$46,604; $46,605–$60,057, $64,058–$74,624, $74,625–$193,958) obtained from the UPDB’s American Community Survey data, and the maximum education level of decedent as recorded on death certificates (less than high school, high school graduate, some college, college graduate, and postgraduate).



Enabling characteristics

Rurality was based on the Utah Department of Health definitions of Urban (counties with a population of 100 persons or more per square mile), Rural (7–99 persons per square mile), and Frontier (<7 persons per square mile) (25). Decedents’ primary insurance type (Medicaid, Medicare, Private, and Other) was also assessed.



Need characteristics

We assessed spouses’ pre-existing MHCs and decedents’ stage at cancer diagnosis (localized, regional, and distant) and survival (time from diagnosis to death, in years). Inpatient and emergency department visits after cancer patients’ diagnosis were included as a covariate to assess healthcare utilization.




Analyses

Descriptive statistics were calculated for the sample, and standardized mean differences were used to compare effect sizes between male and female individuals in the sample. The Kaplan–Meier curves and survival analyses assessing the composite outcome of death and MHCs were conducted, followed by cause-specific analyses, accounting for censoring at death. To avoid overfitting, we included spouses’ sex, age, and history of MHCs, and patients’ cancer stage, survival, education, census-tract level income quartile, inpatient stays, and emergency department visits in the models. To account for the higher use of mental healthcare among female individuals, in general, we included the interaction of sex with mental health condition in the models. After applying the inclusion and exclusion criteria, missing data for each variable were assessed. The proportion of missing information for all variables did not exceed 8%. We assumed missing data to be missing at random and used multiple imputation models to address the missing data (31). After identifying variables with missing data, we used the Hmisc and rms packages in R to impute the data using the AREG method to impute the data and aggregate the information across 23 iterations of the imputed data (32–34). All analyses were conducted in R with significance at a p-value of <0.05.




Results


Characteristics of the sample

A total of N = 1,224 spouse-patient dyads (female spouses n = 824; male spouses n = 400) were identified after excluding lung cancer patients without spousal links (n = 31,379) and patients who were living (n = 14,824; n = 3; Figure 2). Female spouses had a median age of 68 years (interquartile range (IQR) = 61–76), and male spouses had a median age of 70 years (IQR = 64–77; Table 1). The majority of spouses were non-Hispanic White (female n = 723, 89%; male n = 354, 90%) and lived in urban areas (female 566, n = 69%, male = 285, 71%). Almost one in five female and male spouses lived in census tracts with the lowest quartile of annual household income. Greater proportions of male spouses had lost a partner with less than a high school education (19% vs. 17%) and a high school education (37% vs. 33%), while greater proportions of female spouses lost a partner with a post-college education (9.5% vs. 5.5%).

[image: Flowchart illustrating patient-spouse dyads selection for a lung cancer study. Initial count is sixteen thousand fifty-one dyads. Four exclusion criteria reduce the number to one thousand two hundred twenty-four for the final lung cancer cohort.]

FIGURE 2
 Cohort selection.




TABLE 1 Differences in characteristics between male and female spouses (N = 1,224).
[image: Statistical summary table comparing characteristics of patients by spouse sex, with columns for females (n equals 824) and males (n equals 400), and rows for age, ethnicity, mood disorder, rurality, education, income, cancer stage, insurance type, inpatient and emergency visits, plus standardized mean differences and confidence intervals.]

Pre-existing MHCs prior to decedents’ deaths were observed in 6.6% of female (n = 64) and 5.3% (n = 21) of male spouses, respectively. A greater proportion of cancers diagnosed at distant stages was observed for deceased partners of both female and male spouses (67% and 73%, respectively), and the majority of decedents were insured through Medicare (partners of female spouses n = 580, 73%; partners of male spouses n = 268, 68%). Deceased partners of female and male partners had a median of 3 inpatient visits and 1–2 emergency department visits after their cancer diagnosis, with a majority of decedents dying at home (62%–64%). Female spouses were significantly younger (standardized mean difference, SMD = −0.16, 95% CI = −0.28–0.04), differed in deceased partners’ maximum education level (SMD = 0.17, 95% CI = 0.05–0.29), and cancer stages (SMD = 0.22, 95% CI = 0.10–0.34), which supported the fact that these differences were not large in magnitude.



Events (composite outcome of MHCs and death)

To account for the possibility of death as a competing event to MHCs, i.e., spouses may die prior to presenting to a health facility where MHCs would be documented, we developed a composite outcome of MHC and deaths. A total of 374 events contributed by N = 1,224 spouses were documented across the study period. Figure 3 features the Kaplan–Meier curves by sex that describe the estimated overall probability of mood disorder or composite outcome (mood disorder or death) over time (years). The curves suggest that female spouses had a greater probability of mood disorder (Figure 3A), male spouses had a greater probability of death (Figure 3B), and that male and female spouses had a similar probability of any event (mood disorder + death; Figure 3C).

[image: Panel A: Kaplan-Meier line chart compares bereaved spouses’ risk of mood disorder diagnosis by gender, with females in pink and males in blue, over eight years since bereavement, showing lower survival for females.   Panel B: Kaplan-Meier chart displays risk of death by gender for bereaved spouses, with females and males represented as above, indicating lower survival probability for males.   Panel C: Kaplan-Meier curve presents risk of either mood disorder diagnosis or death for bereaved spouses by gender, with curves nearly overlapping. Tables beneath each chart list numbers at risk and events by gender over time.]

FIGURE 3
 Kaplan–Meier curves for overall probabilities of MHC, death, and MHC + death. (A) Probability of MHC by bereaved spouses’ sex. (B) Probability of death by bereaved spouses’ sex. (C) Probability of MHC + death by bereaved spouses’ sex.




Cox proportional hazards models

Separate Cox proportional hazards models evaluated differences in time to the composite outcome and mood disorder accounting for censorship due to death (cause-specific model). After adjusting for the interaction between sex and MHCs, neither model showed a difference in the risk of MHCs in bereavement based on sex or decedents’ healthcare utilization.


Model for the composite outcome

After adjusting for covariates, the risk of MHC/death was increased for each 10-year interval for surviving spouses. Specifically, at a given point in time, a 10-year increase in spouses’ age at diagnosis was associated with a hazard ratio of 1.37 (95% CI: 1.19, 1.55). Having a diagnosed MHC prior to the cancer decedents’ death was associated with a three times higher risk (aHR: 3.16, 95% CI: 2.21, 4.53) of MHC/death. Compared with decedents whose maximum lifetime education was at the high school level, spouses of decedents with some college-level education (aHR: 0.69, 95% CI = 0.52–0.90) and who were college graduates (aHR: 0.64, 95% CI = 0.41–0.99) had a lower risk of MHCs in bereavement (Table 2).



TABLE 2 Adjusted Cox proportional hazards for the composite outcome (time to MHC or death).
[image: Table displays adjusted hazard ratios, standard errors, and confidence intervals for various spousal and decedent characteristics affecting outcomes, with statistically significant coefficients bolded. Variables include spousal sex, age, mental health condition, time from diagnosis to death, and decedent’s education and health visits after cancer diagnosis.]



Cause-specific model

In the cause-specific analysis, spouses’ age was no longer a significant predictor of the risk of an outcome; however, the decedents’ length of survival was associated with spouses’ risk of MHCs. An additional year of survival was associated with a 15% decrease in the risk of spouses experiencing an MHC in bereavement. As in the previous analysis, having a previously diagnosed MHC was associated with a significantly adjusted hazard ratio of 4.09 (95% CI: 2.70, 6.19). Spouses of decedents with some college-level education had a lower risk of bereavement MHCs (aHR: 0.68, 95% CI = 0.48–0.97) compared with decedents with a high school-level education, after accounting for censorship due to death (Table 3).



TABLE 3 Adjusted Cox proportional hazards for the cause-specific model (time to MHC adjusted for censorship due to death).
[image: Data table summarizing hazard ratios and confidence intervals for variables affecting outcomes after cancer diagnosis, including spouse characteristics, decedents’ maximum education, and healthcare visits. Significant findings are bolded, such as spouse’s pre-existing mental health condition and some college education.]





Discussion

Examining the impact of bereavement MHC over time is important for cancer spouses—a population at greater risk of developing psychiatric disorders after the death of their spouse. This was one of the few population-based studies in the US that examined diagnoses of MHCs among lung cancer spouses after the death of a partner.

Bereaved lung cancer spouses have been observed to be particularly at risk compared to non-cancer caregivers and even caregivers of decedents with other cancer types, and lung cancer caregivers’ distress can exceed even that of patients themselves (3). Hu et al.’s analyses of two national registries in Sweden and Denmark observed that spouses of lung cancer had a 45% higher risk of new MHCs compared to spouses of patients with less aggressive cancers (e.g., prostate cancer spouses HR = 1.05, any cancer HR = 1.14) after the diagnosis of cancer in their partners (6). However, there is limited epidemiologic research comparing differences in bereavement MHCs by cancer types in the US, except for a few. A 2021 study by Hess et al. using IBM MarketScan Administrative Data in the US observed that lung cancer caregivers had the highest proportions of new MHC-related diagnoses (18.9%) in the first year after a cancer patient’s diagnosis compared with gastric (17.8%), colorectal (14.7%), sarcoma (14.3%), and breast cancer (10.1%) caregivers (7). Taken together, these findings support that lung cancer spouses may be a particularly at-risk caregiving population; however, future research comparing across cancer types is needed to verify these outcomes among spouses of other cancer patients in the US population.

While we anticipated that the female sex of the surviving spouse would be associated with greater MHCs, our cause-specific analysis did not find a statistically significant difference after accounting for earlier mortality in male spouses. This finding may be due to the lower reporting and help-seeking behaviors of male individuals for MHCs in general (35). Our previous studies examining prescriptions of antidepressants and anxiolytics in families of decedents in the last year of life observed higher proportions of antidepressant prescriptions among wives compared with husbands (36), supporting the possibility that female individuals seek more care for MHCs. However, gender differences in the timing of symptoms may influence these findings. Other registry-based studies have found that male individuals exhibit prolonged grief symptoms more acutely, while female individuals have a more protracted trajectory of symptoms (20). Given our observation of earlier mortality in male individuals, there is a possibility that more acute and severe mental health symptoms associated with earlier mortality in male individuals may have affected these findings. While outside the scope of our study, future studies comparing outcomes with a non-bereaved matched cohort are recommended to better distinguish the gender effect of bereavement on mental health and mortality.

Losing a spouse is among the most difficult life events for adults, and 10–20% of bereaved spouses will develop severe or prolonged grief responses (37). Our findings support the finding that having a previously diagnosed mood or stress-related disorder was associated with over four times higher risk of having an MHC, which is in line with findings from other survey-based epidemiologic studies of complicated grief (38). Future studies should also examine serious mental health diagnoses such as schizophrenia, bipolar, major depressive disorders (39), or co-occurring substance or alcohol use disorders (6, 40, 41) to better identify the most at-risk individuals who may benefit from targeted support in bereavement.

We focused on MHCs that were documented in administrative data, which may reflect a sample with more severe MHC who were diagnosed or treated in healthcare settings (42). It is important to note that these data may neither capture mental health outcomes for individuals with subclinical but meaningful levels of symptoms nor cases if individuals do not seek health care for their MHCs. A study of 168 bereaved cancer caregivers of lung and gastrointestinal cancer patients found that 30.4% of caregivers self-reported clinical levels of depressive symptoms, while 43.4% reported clinically significant levels of anxiety after the death of their loved one (43). Thus, it is possible that the prevalence of MHCs may be higher in the bereaved lung cancer spouse population than these findings observed.

The greater risk of MHC in this caregiver population may be due to the unique stresses of lung cancer caregiving (4, 10, 11). While we hypothesized that greater overall healthcare utilization in deceased patients would be associated with greater bereavement MHC, this association was not supported in our findings. A possibility may be that we assessed the number of inpatient and emergency department visits beginning after patients’ cancer diagnoses, which may fail to capture the more stressful contexts of high-intensity care that cluster toward the end of life (44). In addition, dyadic effects may also exist, as poorer bereavement mental health in caregivers has been associated with perceived distress in their loved one prior to death (43). These factors associated with the end-of-life care context would be important to examine in future analyses.

Population studies observed that bereaved cancer spouses have an increased risk of psychiatric disorders if their partners had advanced cancers and cancers with poorer prognoses (6). Our findings add that longer survival among cancer decedents was associated with a lower risk of MHCs in bereavement. A possibility is that longer survival may facilitate greater emotional adjustment in spouses of cancer patients, particularly when death is expected (45). This finding is in contrast with our previous analysis of the hospice patient population that observed that longer hospice duration was positively associated with mortality risk for bereaved husbands but not wives in the general population (46). These findings collectively suggest that gender and trajectories of decline may play a modifying role in the end-of-life cancer caregiving stress experience.

Although we adjusted for multiple factors, our findings were unable to account for psychosocial factors or cultural influences on bereavement that can serve a protective or risk role. For example, perceived interpersonal support is protective for psychological wellbeing and health-related quality of life among cancer caregivers (47, 48). Additionally, caregiving and subsequent bereavement may be perceived as normative and a fulfillment of a spousal responsibility, influenced by certain cultural or ethnic backgrounds (49). Conversely, some cultures and communities may hold beliefs that discourage seeking bereavement support (50) or mental health services more broadly (51). Future research integrating self-reported or qualitative methods and exploring bereavement mental health outcomes in more racially and ethnically diverse samples may be helpful in distinguishing the contribution of psychosocial and cultural influences.

Finally, while our study did not have access to individual-level household income, our findings supported that socioeconomic status may be protective of spousal bereavement MHC. While indirect, this finding supports the implications that dyadic factors may continue to influence surviving members of dyads after the death of a partner. The higher level of educational attainment may be associated with greater income or wealth for the surviving partner, which should be examined in future studies using individual-level measures of socioeconomic status. Examining the socioeconomic influences associated with bereavement is important as financial hardship in surviving spouses has been associated with an increased risk of suicidal ideation (38).


Limitations

While the strengths of this study were a population sample and the use of objective data, limitations include the retrospective nature of the study and the potential for detection bias. Individuals who do not have healthcare encounters in inpatient, ambulatory surgery, or emergency department settings or do not seek care for MHCs are not represented in these data. Studies using self-reported data may observe different findings. Future studies should evaluate MHCs using other measures, including self-reported measures. Due to the smaller sample and rarer occurrences of MHC, we limited the examination of additional predictors to prevent overfitting of the data. Thus, there is a possibility of potentially unmeasured confounders, such as access to social support, cultural factors, and the end-of-life caregiving context. Additionally, data from this study were specific to a single state, which poses implications for generalizability. Nevertheless, population data allow us to minimize selection bias compared with smaller, prospective samples, which is a strength of this study.




Conclusion

Bereavement is a major life stressor that can contribute to mental health morbidity and is one of the major stressors associated with serious illness caregiving. Building population-level evidence for the pervasive impacts of cancer caregiving is important to guide care delivery across the cancer continuum and beyond. Future research should investigate these outcomes in a more nationally representative sample and investigate other mental health outcomes that may be relevant to difficult loss. Nevertheless, our findings hold implications of greater mental health assessment and support for bereaved partners that may be at risk for greater mental health challenges after the loss of a spouse to lung cancer, such as lung cancer spouses that have pre-existing MHCs.
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Introduction: Men bereaved by suicide have an increased risk of adverse psychosocial outcomes, including mental health problems and suicidal behaviour. Despite the potentially strong impact of suicide on their life, little is known of how men experience and cope with grief after suicide. The study aimed to investigate men’s experiences of the psychosocial impacts of and coping with suicide bereavement.
Methods: Adhering to the Consolidated Criteria for Reporting Qualitative Research, we designed a study involving semi-structured interviews with a purposive sample (N = 34, Mage = 49.44 years) from across Australia. The transcripts of the interviews were subjected to a codebook thematic analysis.
Findings: The analysis identified three themes: (1) immediate reactions, (2) psychosocial impacts, and (3) psychosocial coping. The findings are underscored by the profound, multifaceted impacts of suicide bereavement, from immediate emotional reactions to long-term mental health effects and trauma. Suicide bereavement frequently disrupted participants’ close relationships and their role as a carer. Participants’ diverse coping strategies included maintaining a bond with the deceased, seeking distraction, or channelling grief into action-oriented approaches. While some potentially maladaptive strategies, such as overworking or substance use, provided temporary relief, other strategies led to personal growth, with some men using their experience to support others or raise awareness about suicide prevention and postvention.
Conclusion: The findings indicate that support must focus specifically on men’s experiences of grief after suicide, and appeal to their coping strategies and feelings of responsibility and role as a carer. Further research is urgently needed to establish best practice to support this population, vulnerable to mental health problems and suicidal behaviour.
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1 Introduction

Suicide bereavement can present profound and unique challenges for men, including heightened risk across mental, physical, and social domains. Men bereaved by suicide experience a significantly higher risk of suicide compared to non-bereaved men, with some evidence suggesting this risk exceeds that experienced by individuals bereaved by other causes (1, 2). Men bereaved by a partner’s suicide are at increased risk of suicide, mental health issues, substance use disorders, and hospitalisation for a range of health issues (3–5). Mental health outcomes such as posttraumatic stress disorder (PTSD), mood and anxiety disorders, and self-harm are considerably more prevalent in men bereaved by suicide than in non-bereaved men. These men are also more likely to seek psychological therapy and be hospitalised for psychiatric conditions (4).

Men bereaved by suicide also navigate a complex emotional landscape. Guilt, self-blame, and isolation are central to their experience, as they often wrestle with a sense of responsibility for the death and endure an intensely personal and frequently solitary grieving process (6, 7). Traditional masculine norms can exacerbate these difficulties, as expectations of stoicism and self-reliance may lead many men to suppress or distance themselves from their grief. This emotional repression can intensify distress and create barriers to accessing critical social and professional support networks (6, 7).

Men’s coping mechanisms may further reflect the interplay between their grief experiences and personal and societal expectations of masculinity. The literature suggests that avoidance-based strategies, such as overworking or engaging in high-risk behaviours, are common and may serve as a means of emotional regulation consistent with ideals of control and resilience (8, 9). While some men eventually seek support through community networks, others may remain isolated, missing opportunities for connection and shared understanding with those who have had similar experiences (8, 9).

The impacts of suicide bereavement can also extend to men’s relationships and physical health. Men bereaved by a partner’s suicide may experience increased rates of disability, somatic health issues, and difficulties in maintaining family relationships (4). Some adopt the role of protector within their families as a coping strategy, which can offer a sense of purpose but also contribute to distress by diverting attention from their own grief and emotional needs (8, 9).

Despite these far-reaching effects, men bereaved by suicide are less likely to access formal support services or resources than women in similar circumstances, highlighting a significant unmet need (10). Research focusing specifically on suicide bereavement in men is urgently required to better understand their experiences of suicide bereavement, coping mechanisms and help-seeking behaviours, which may guide the development of tailored support services. This study aimed to address this gap by investigating the experienced psychosocial impact of and coping with suicide bereavement in men. In this study, grief refers to the psychosocial impact of bereavement, and coping refers to the strategies used to manage grief (11). Findings regarding experiences with help-seeking will be reported elsewhere.



2 Methods


2.1 Study design and sampling

We conducted the study according to the Consolidated Criteria for Reporting Qualitative Research (12). We recruited a purposive sample of men bereaved by suicide throughout Australia, between June and July 2024. StandBy Support After Suicide (StandBy), a national suicide postvention service, disseminated the study announcement through their local service delivery sites and collaborating centres. The researchers disseminated the announcement to various (suicide) bereavement services, and professional organisations of clinicians and counsellors. The announcement was also shared with non-government organisations and community-based men‘s organisations, and through social media to reach non-help-seeking men. Snowball recruitment was used by inviting participants to share the announcement with other potential participants. All potential participants were required to contact the researchers. The sample was stratified to include help-seeking and non-help-seeking participants from various locations. Participants were offered a $30.00 AUD gift voucher as reimbursement.

Participants could choose between taking part in a semi-structured individual telephone/online interview, or an online or in-person group interview. Group interviews would be organised if more than one participant expressed interest and would be held at various locations in Australia at the premises of StandBy and co-facilitated by a StandBy lived experience facilitator. Research has shown that individual and group interviews complement each other regarding the breadth and depth of data collected on sensitive topics (13). Offering multiple methods also aimed to allow more potential participants to take part in the research (14), an approach successfully used in previous studies (15, 16). At the end of the interview, participants were invited to take part in an evaluation of their research participation by filling out a short anonymous questionnaire over the subsequent 2 weeks. The findings of this evaluation will be reported elsewhere.



2.2 Inclusion criteria

Eligible participants had to: (i) identify as man/male, (ii) be aged 18 years and over, and (iii) be bereaved by the suicide of a close person (such as a family member or friend) at least 6 months before participation. The ‘six months’ criterium was included to avoid recruiting participants who might still be in crisis after the bereavement, and we have used it successfully in previous qualitative suicide bereavement studies [(e.g., 15, 16)].



2.3 Sample

Based on the literature on information power (17), and our experience with qualitative suicide bereavement research [(e.g., 15, 16)], we estimated the required sample size at approximately 15 participants. Nonetheless, given the shortage of research with this population, it was a priori decided to provide an opportunity to all eligible participants to participate within the available time window (June–July 2024). As the analysis of the final interviews did not yield new codes, we determined that the sample size was adequate.

A total of 48 potential participants contacted us and 34 from across Australia participated in the study. Reasons for not participating were being unavailable (n = 7), being ineligible (i.e., being bereaved less than 6 months: n = 3; not identifying as man/male: n = 1), and participant withdrawal (n = 3).

The mean age of participants (N = 34) was M = 49.44 (SD = 13.76, range 23–71 years). The average time since the bereavement was M = 8.62 (SD = 10.12, range 0.5–43 years). There was no significant correlation between age of participants and time since bereavement.

About one in three participants (38.2%) had lost a child to suicide (son n = 9, daughter n = 4), one in six (17.6%) had lost a sibling (brother n = 5, sister n = 1), and one in six (17.6%) had lost a parent (father n = 4, mother n = 2). Four participants had lost a spouse or partner (11.8%), and five participants (14.7%) had lost another family member (n = 1) or friend (n = 4).

If participants had lost more than one person to suicide, the bereavement they felt most important was recorded. Six participants spoke about more than one person who had died by suicide. These included the participants’ mother, mother-in-law, grandfather, friends, and colleagues. A total of 26 participants (76.5%) had used formal support (i.e., from services or counsellors) after the bereavement. The others had contacted a service only once or had not sought formal support.



2.4 Data collection

We developed a semi-structured interview guide, adaptable for individual and group interviews, with open-ended questions allowing for probing and follow-up questions (18). The lead questions inquired about what helped or hindered coping with suicide bereavement, the needs for support and how to meet such needs, experiences and help-seeking, and what participants perceived as effective in help-seeking. The interview guide was based on a strengths-based approach to validate the lived experience and agency of the participants, to explore protective factors and what is helpful and supportive from their perspective in terms of coping and help-seeking after the bereavement.

Due to limited participant interest in group interviews, only individual interviews were conducted. Researcher K.A. conducted all interviews and recorded field notes after the interviews. Interviews lasted on average M = 50.69 min (SD = 10.53, range: 27–68.5). Nineteen interviews were conducted via Zoom (55.9%), and 15 via telephone (44.1%). The mean duration of telephone interviews was shorter than Zoom interviews (44.17 min vs. 55.84 min, p < 0.001). Telephone interviews were often scheduled during the lunch break when participants were at work, which may, at least partly, explain the difference in duration. The interview duration was not associated with age of participants or time since bereavement. All interviews were audio-recorded and professionally transcribed with transcriptions checked for accuracy.



2.5 Research team and reflexivity

The study was based at the Centre for Mental Health and Community Wellbeing at The University of Melbourne, a national and international leader in suicide and mental health research. The lead researcher, K.A., is a social worker with ample experience in qualitative (suicide) bereavement research. N.L. is an early career researcher focusing on gender and mental health promotion. S.B. is a clinical psychologist and Clinical Director at StandBy Support After Suicide. T.D.G. is a Partnership Coordinator and lead for Men Priority Population Group at StandBy Support After Suicide. D.C. is an Associate Professor specialised in evaluating suicide prevention service delivery, and men’s mental health research. K.K. is an experienced suicide-related research psychologist and psychotherapist. Several team members have lived experience of suicide. The research team met regularly to ensure consistency throughout the study.



2.6 Data analysis

We uploaded the deidentified interview transcripts in NVivo14 (19) and conducted a thematic analysis (20). Two researchers (N.L. and K.A.) created a codebook based on independent analysis of three transcripts (21). Next, one researcher (N.L.) coded the remaining transcripts while holding regular discussions with the lead researcher. The same two researchers further analysed the data through an iterative process based on the six steps described by Braun and Clarke (22), adopting an inductive approach to capture the meaning of the data rather than its explicit content. Mind maps (i.e., diagrams) were used as a visual aid to conceptualise potential themes, which were checked against the data before deciding the themes.




3 Findings

The findings describe the impacts and experiences of suicide bereavement, including immediate reactions (theme 1), psychosocial impacts (theme 2), and psychosocial coping (theme 3). Table 1 summarises the themes and subthemes.



TABLE 1 Summary of themes and subthemes.
[image: Table presenting qualitative research findings with three themes: Immediate reactions, Psychosocial impacts, and Psychosocial coping. Each theme includes subthemes and corresponding anonymized participant quotes illustrating emotional and psychological responses to bereavement.]


3.1 Theme 1: Immediate reactions

Participants described the profound and wide-reaching immediate effects of the bereavement, impacting every aspect of their lives. They reported an intense sense of disorientation and identity loss, as their understanding of themselves and their future was fundamentally altered. One participant shared: “Everything I thought I knew or everything I thought about my future and what that looked like, that just completely shattered …. My understanding of who I was and my place in the world and all of that just completely fell apart.” (P65). In some cases, this severity of impact was linked to the unexpected nature of the death by suicide; “the immediate feeling that I had was shock. It felt like I did not actually get to go through the proper grieving process for quite a long time. I was in that shock for a long time.” (P51).

However, when the suicide was less unexpected, the impacts could still be substantial: “I knew it was going to happen. That does not make the loss any easier and it does not make it any less shocking than when it happened.” (P15).

A few participants described an immediate acceptance, particularly where they perceived the person who died by suicide had been suffering prior to their suicide; “I do not think I was ever really … that sad because … he found life agonising I think and so very quickly I realised that … he made a decision that gave him peace. I saw him the day before and he was the calmest and happiest I’d seen him in over a decade.” (P20).



3.2 Theme 2: Psychosocial impacts

This theme describes the profound personal effects of suicide bereavement on participants by exploring the emotional, psychological, and relational challenges they experienced. The impact of grief, mental health struggles and trauma, as well as the impacts on relationships are central to understanding how men navigate life after losing someone to suicide.


3.2.1 Subtheme 1: Grief

For many participants, emotional experiences of grief were dominated by feelings of anger, guilt and confusion at the intentionality of the death by suicide. This anger could be directed at the person who died by suicide, other people who they felt were responsible for their death, or systems that failed them; “I was zeroed in white hot rage with a sniper rifle accuracy of exactly who I blamed for the action [son’s name] took on that … morning.” (P49). Reflections on feelings of guilt frequently stemmed from participants attributing some degree of responsibility for the suicide to their own actions, such as ending a romantic relationship with their partner shortly before their death. Others experienced guilt relating to their own perceived inaction; they thought they had not done enough to provide support or prevent the suicide: “I felt like a fair bit of guilt about the fact that I had not realised he was struggling so much, felt like I should have been able to help him, and I should have known … if I had known, then he would not have done it.” (P03).

Many participants described oscillating through different strong emotions, particularly immediately following their bereavement by suicide, that felt completely outside of their control: “… you could’ve come and knocked on my door and there would’ve been one of four different [versions of myself] there at the door … I could be in a good mood, I could be okay with life, but I do not want to talk about [son’s name]. I could be okay, but I need to talk about [son’s name]. Or I could be not in a good place, and I still need to talk about [son’s name], or I’m in a really bad place and I cannot go there at all. It’s not like I could ever pick that’s who I was that day. It’s just that’s who I happened to be that day.” (P66).



3.2.2 Subtheme 2: Mental health, trauma and suicidality

For many men, suicide bereavement precipitated significant declines in their mental health and wellbeing. In some cases, the impacts were immediate and severe, as illustrated by a participant who entered voluntary psychiatric hospitalisation shortly before his partner’s memorial: “… six weeks later, I ended up in the [Hospital], the psychiatric ward, because I did not want to be here, and I felt really strange, so I knew that that was the safest place to go.” (P40). Others experienced mental health problems for the first time, including diagnoses of depression, anxiety, PTSD, and prolonged grief disorder (complicated grief): “I was feeling just completely overwhelmed. I had never experienced mental ill health before in terms of depression and anxiety, and I learned ways to cope with those.” (P12).

Experiences of PTSD were common among participants, particularly those who found the body of the deceased. Trauma could be triggered in many ways, even by searches for suicide bereavement support services: “… it’s quite traumatic. So, even to look up suicide bereavement services, or read any research on it and stuff like that, there’s still that slight trigger there.” (P51). While some men experienced recovery from these mental health problems, they often felt that “the wounds will always be there, and they always have ripple effects” (P18).

While participants were not directly asked to disclose their own suicidality, eight participants mentioned experiences of suicide ideation following their bereavement by suicide. Half of these individuals knew more than one person who had died by suicide, and all but one had lost a first-degree relative to suicide. A man whose child had died by suicide related that experiencing suicidality following bereavement was common among others in his support group for suicide-bereaved parents: “… the amount of times I’d speak to other bereaved parents and they would say that they are suicidal after the death of a child. For me, it’s a normal response. It’s such an impossible loss; to be thinking about the same thing, it just seems like a natural response … the amount of parents who attempt or complete suicide after the death of a child … I would suspect it would be very high …” (P02).

Some men experienced passive suicide ideation, sometimes linked to changed ways of thinking about mortality following their experience of suicide bereavement: “I think that that sense of fear of death … has abated but I still spend plenty of time thinking when will it be my turn to die, when will I get that opportunity to die?” (P17). Others attempted suicide, in some cases repeatedly: “Tried to take my own life … [I was] in a black hole, yeah, really deep. Took me a long time to get out of it.” (P43).

The degree to which participants attributed experiences of mental health problems and suicidality to their experience of suicide bereavement varied and was often mediated by their relationship to the deceased and other impactful or traumatic events in their lives: “It’s all bundled up to be honest. I think it’s all my traumas from throughout my life. So yes, definitely [my brother dying by suicide] plays a part in it but it’s also my brain surgeries and my disability and stuff like that. It all plays a part” (P20).



3.2.3 Subtheme 3: Relationships with family and romantic partners

Many participants experienced a substantial impact on their relationships. For those whose bereavement by suicide occurred further in the past, there was often a reflection that the mental health and trauma-related effects of the bereavement were inseparable from its impacts on their relationships with those close to them, with both aspects compounding their distress. “I think where I’m not recovered is the impact on my whole family … You can work on stuff yourself, but when it’s a relationship that’s harmed and there’s multiple different actors and dimensions to it, I think that’s the ongoing effect from a traumatic event … that one person’s journey [will lead them to] look at [the experience of suicide bereavement] in one particular way [that] is different to somebody else’s. You wind up with quite different world views about things.” (P26).

Many fathers bereaved by the suicide of a child reported the breakdown of their relationship with their romantic partner (mainly the mother of the deceased child). They described this breakdown as compounding the grief from their child’s death: “… parents who lose a child, 80 % of us get divorced … Marriages fail three or four years down the track, including mine … it’s like great pain on top of pain that we have got to deal with.” (P02). Participants attributed these relational difficulties to various factors, including their own grief response: “[My child’s suicide] had a really big impact on my marriage … I guess I was probably a pretty challenging person to be around going through that grief and bereavement.” (P65), use of alcohol to cope: “… my wife and my other kids, they were going to leave me. They said if I do not stop drinking and that, they are going to go.” (P43), or insufficient provision of social support: “I did not talk it through much with my partner, and probably was a factor in a year or so later us separating.” (P54).

Participants bereaved by suicide as children often experienced a profound loss of emotional support, particularly when the deceased parent had been the primary caregiver, and the surviving parent was unable to meet their needs. “… my dad was the type of guy that did not really talk about his emotions much and did not really open up. I wasn’t able to talk with him about it … I’m an only child. My mum was the parent that did most of the stuff for me, most of the taking me to school, sporting events, music lessons, whatever … To lose that mother, caregiver role, all I had was this pragmatic dad that I did not really need” (P65).

Regardless of the parenting role of the person who died by suicide, men bereaved as children often reflected on how their surviving adult family members were less able to provide care and support due to the impacts of their own grief: “my mum was very badly affected by my dad’s death … she really wasn’t able to really be a supportive parent herself. So it’s like both parent figures just were gone in a day, that whole structure changed. I was on my own and had to come to grips with that. So I think that compounded things.” (P26). Some participants felt that the absence of formal and emotional support for both themselves and their grieving family members highlighted a missed opportunity for intervention: “I could have probably done with a bit of counselling and a bit of guidance. I think the people around me in my family could have done with a lot of support, and that would have supported me as a child, but it did not happen.” (P02).



3.2.4 Subtheme 4: Social isolation

Many participants reported often feeling socially isolated. This was more common, or intensified, for men who typically did not share personal feelings or issues with those close to them: “I do not have any close friends where I feel comfortable [talking about my bereavement] … We focus on things that are good. We do not talk about how stressful and hard work was or our relationship problems … We deal with our stuff outside of the social circle …” (P13). This self-isolation was often justified by the conviction that they were alone in their experiences and that others could not understand their emotions or thoughts: “I’ve got to figure out my own solution … I know lots of people experience it, but at the time, it just felt like no one’s going to understand …” (P51).

Some men who did seek social support found it to be limited, particularly when trying to connect with family and friends who were also grieving. Some described how collective grief made meaningful conversations difficult: “[My wife] and I spoke all the time but we were too immersed in our own grief and the three remaining siblings and the two daughters-in-law, they were all just coping and dealing [by] themselves. … It was trying to take apart the details leading up to the event and trying to understand the why collectively. But I did not get a sense that they were ever going to give me what I needed …” (P49). Over time, this participant withdrew from these conversations, fearing he would become a burden.

Beyond family, men also described a sense of social isolation in the broader community, where their grief felt known but unspoken. The perceived stigma surrounding suicide contributed to this silence: “… the stigma around suicide, it just made it really difficult to actually have those open conversations. It was something that was in the air, this feeling that everyone knew how dad passed, but it was never really openly talked about. For me, having someone to be able to start that conversation without the burden having to be on me to actually bring it up would have been nice.” (P51) Some who attempted to initiate discussions found that others withdrew, particularly following the immediate aftermath of the death: “a lot of people do not necessarily want to talk much about it. Once there’s the funeral …, it just quickly goes away. You can see some people shy away if you try to engage. Which is what I found. I did not think my friends would do that. But they did not want to engage much.” (P11).

For some, this lack of engagement led to the breakdown of friendships, deepening their isolation. In response, some sought out support groups to find a sense of connection with others with similar experiences: “a lot of people I have not seen for years … We did not have a lot of friends after [our son died by suicide]. I do not know if it was shame or they did not want to talk about it or whatever, but yeah, we sort of become a bit isolated … It’s hard because there’s other people that are in that situation, that you could support each other, so that’s why I started up the support group … so that we could all support each other.” (P43).




3.3 Theme 3: Psychosocial coping

This theme illustrates participants’ diverse coping mechanisms following suicide bereavement, informed by both their personal preferences and complexity of their emotions. Some strategies aimed to maintain an ongoing connection with the deceased, while others focused on reflection, self-care, or active efforts to address their grief. Participants also addressed engaging in escapism and distraction, including substance use, overwork, and emotional detachment, as temporary means to manage overwhelming feelings. Additionally, practical and problem-focused coping often provided a sense of agency and control amidst the chaos of grief.


3.3.1 Subtheme 1: Continuing bonds and connection

Many participants engaged in acts of memorialisation to honour and maintain a connection with the deceased. This often involved visiting the place of interment, with one participant describing the comfort they found in returning to this location: “I was quite enjoying coming here because this is where his ashes were … I said to [my partner] I need to make a road trip. I drove back up here again.” (P11). Others found solace in talking about the deceased with friends and loved ones, acknowledging their positive qualities and shared memories: “It’s also about acknowledging the good parts of the mates that are lost … being able to talk about them and with your loved ones, and being able to talk with your friends about that.” (P46). In some cases, participants continued their bond with the deceased by engaging in conversations with them, using these interactions to preserve a sense of connection: “I have quite deliberate structured conversations with my dad … about things that I think I would have conversations with him about if he was alive.” (P26).

Many participants expressed that publicly acknowledging their loved one’s mental health problems and death by suicide was integral to honouring their memory. For them, speaking openly was not only a means of processing their own grief but also a way of remaining true to the person they had lost: “we were not going to hide that [brother’s name] had a mental illness. We were not going to hide that this is the decision that he made … If we had done that, I feel like that that would have been a disservice to his memory. It would have been dishonest towards [him] and about the person that he was.” (P16).

This openness often led to unexpected connections with others, fostering reciprocal sharing of grief and healing: “if in a conversation, an opportunity comes up to just mention the fact that I’ve lost my daughter, it’s amazing how the conversation opens up and the number of people who then reveal their own experiences, whether it’s a friend of theirs who took their life or their own struggles with mental health or a family member … that’s been also quite a cathartic experience, feeling that through our tragedy we have been able to help other people process or grapple with their own difficulties.” (P42).



3.3.2 Subtheme 2: Reflection and restoration

Many participants described the positive impacts of engaging in self-care activities to help cope with their grief. The specific nature of these activities varied based on personal interests, but the benefits were often linked to staying busy, connecting with others, and finding mental relief. One participant highlighted the immediate sense of calm that came from their creative pursuits: “I’ve discovered art since and that helps me a huge amount … you get out there and it’s like, bang, yeah, okay, I feel better.” (P02). Others engaged in self-care by taking time away from work or study.

In addition to leisure activities, self-compassion and dedicating time to care for themselves emotionally were crucial in managing the complex grief of suicide bereavement. This involved acknowledging difficult emotions and allowing space to process them: “The most helpful thing in my grief was recognising the days that I was having most trouble and just taking time for myself, being gentle with myself and honouring my emotions” (P16). Over time, this internal journey led some men to reach a sense of acceptance, as they gradually allowed themselves to experience happiness again: “I’ve spent a lot of time feeling like I wasn’t entitled to feel any kind of joy … so it’s a matter of gradually learning to give yourself permission” (P17).

Participants described how self-care and self-compassion were coping strategies that often led to greater emotional regulation and improved relationships with others: “… if I feel sad or angry now, I just try to manage it and I do not let that linger for a day. I try not to let that affect my relationship with my partner … Managing those emotions and feelings rather than feeling down for an extended period of time or pushing people away when I do not feel like talking or communicating to them. Just a reminder to yourself that not everyone will understand what you are going through so you cannot blame them.” (P69).



3.3.3 Subtheme 3: Avoidance and distraction

Participants reflected on how some of their coping strategies were potentially maladaptive. Many described experiencing a sense of “numbness” for weeks or months following the bereavement. As this numbness began to fade, it was often replaced by a sense of emotional detachment: “… you are just going about your day and not really taking in everything or feeling a lot … It’s just feeling blank, feeling not very present, putting on a façade, like putting on a bit of a mask and being like, yeah, it’s all good. But then, deep down … more of that sadness came through.” (P51).

For some, this emotional restraint felt socially enforced, particularly by other men around them. One participant shared how masculine social norms restricted emotional expression, even among close friends: “It was a month [after] my wife passed away … We’re drinking tequila at the kitchen table … The biggest thing in my life was the loss of my wife. Do you know what subject we spent half an hour talking about? Whether golf was a game or a sport. I look back on it now and feel that moment was a betrayal … I was screaming inside to deal with issues.” (P47).

Substance use was also a common strategy: “I drank a lot for probably two or three months after, every night I drank a lot of alcohol.” (P16). While offering temporary relief, participants felt that the use of alcohol or drugs to cope could also negatively impact their lives: “I drank a lot. I smoked a lot of pot … overdid it a few times and just realised that it was really setting me on a bad track …” (P26), or strain family relationships: “My wife was sort of looking after [our surviving children] … whereas I was on the piss and taking drugs, that was my outlet.” (P43).

Overwork was frequently mentioned as a distraction from the emotional pain of suicide bereavement, often viewed similarly to substance use: “I think I coped with it by just working like a lunatic and drinking way too much alcohol.” (P02). Overworking could also provide a sense of control or escape or be a way to honour the memory of the deceased. For example, men who pursued mental health advocacy or awareness felt they were continuing the legacy of their loved one: “… my partner at the time said why are you doing that, why are you taking on more, you have just lost your daughter. Why are you taking on more and doing these things? I tried to explain that it was partly a reaction to losing my daughter, that she was someone who stepped up and did stuff, and I sort of felt like I needed to do that.” (P54).



3.3.4 Subtheme 4: Active and practical

Several participants adopted a problem-focused approach to coping with their grief, particularly those who identified with traits of “self-reliance and stoicism … I’ve got to figure out my own solution to the problems, and no one else was really going to be able to understand or help” (P51). These participants often directed active coping efforts towards the source of their grief - suicide - with many engaging in suicide prevention efforts, including fundraising, or awareness raising activities: “I feel like I’m making a difference … I’ve got to focus that anger and energy into a direction, otherwise it’s probably going to consume me.” (P02).

Some participants used their own lived experience of suicide bereavement to support others: “I am a lived experience advocate … I do men’s mental health training and workshops.” (P47). Others entered mental health-related fields, driven by their personal loss: “I have learned so much since my dad passed away, about myself … I have a purpose of helping other people with their mental health in general, but specifically people who have been bereaved by suicide …” (P64).

While these active coping strategies often helped men feel “functional,” some participants acknowledged that deeper emotions remained unaddressed, particularly when these strategies were used in lieu of accessing formal support services. As one participant reflected: “I had basically coped for 10 years being crazy, but functional” (P47). Another further identified this need for agency as a distinctly masculine coping strategy, shaped by societal expectations of men’s roles: “It’s like I got control. I can fight. I can yell … Men, in terms of control, influence, and power, have traditionally been afforded more control over outcomes in various areas of society … I think that does play into how we approach agency in grief and bereavement” (P65).





4 Discussion

This study aimed to investigate how men have experienced the impact of the suicide of a close person, and their grief and psychosocial coping after the bereavement. The study fills a major gap in informing best practice in supporting this population. Thematic analysis identified themes in three key domains: bereaved men’s immediate reactions to the death by suicide; the impacts including grief experiences, their own mental health and suicidality, shifts in relationships with others; and the way they coped with suicide bereavement.


4.1 Immediate reactions and impacts of suicide

All participants in this study talked about how experiencing bereavement by suicide was a life-changing event with immediate and long-term impacts. Initial reactions included feelings of shock, disbelief and sadness, which are commonly reported in the suicide bereavement literature (23, 24). For many of the participants, suicide bereavement was a traumatic experience, shattering their dreams for their future. Consistent with the general suicide bereavement literature, many participants also reported feeling angry towards themself or the deceased person; they struggled with trying to understand why the suicide had happened, and feelings of guilt for not being able to foresee and prevent the suicide (23, 24). Struggles with meaning-making have also been reported in studies with men bereaved by other traumatic causes [(e.g., 25)].

Many study participants had experienced the onset or exacerbation of mental health problems after the bereavement, such as depression, anxiety and PTSD. For a few, this resulted in psychiatric hospitalisation. The literature indicates that suicide bereavement is a risk factor for mental health problems, especially when there are pre-existing mental health or relationship problems (1, 26, 27), as was the case for some of our participants. Suicide-bereaved men compared to non-bereaved men have been found to have an 80% higher risk of mental health problems over 5 years after bereavement, and a double risk for psychiatric hospitalisation (4). Studies that compared suicide-bereaved men and women tend not to find significant differences in mental health problems; however, it has been noted that increases in scores of mental health problems in suicide-bereaved men could be masked due to higher baseline scores in women (11, 28).

Experiencing suicidal ideation or suicide attempts was a concern for several participants. Suicide bereavement, especially after suicide of a close family member, is an important risk factor for suicidal ideation, attempted suicide and death by suicide for men and women (27, 29, 30). However, there is evidence from the literature (1), including large population studies (31), that men bereaved by suicide are at increased risk of hospitalisation for suicide attempts and suicide mortality compared to non-bereaved men and those bereaved by other causes (1, 2). As attempted suicide is a major risk factor for suicide, suicide prevention efforts should be targeted at this high-risk group of suicide-bereaved men.

Participants reported a strong impact of suicide bereavement on their relationships and roles as a family carer, such as a father or spouse/partner. Some participants also felt a lasting impact of losing a parent by suicide during their childhood. While the importance of relationships was already noted in pioneering suicide bereavement literature (32), few studies have examined this issue (33). A recent study with suicide-bereaved adolescents and parents reported how bereavement disrupted the family equilibrium creating a limbo maintained by individual differences in grieving needs and grief reactions (34). It has also been noted that externalising problems in bereaved children are more associated with bereaved mothers’ distress and their parenting and communication, than with those of fathers, highlighting their potential importance as a family carer (35).

Loneliness is associated with suicide attempts after sudden bereavement, including suicide bereavement (36). In suicide-bereaved men, feeling disconnected from others can compound the experiences of grief after suicide (7). This was described by many study participants who experienced relationship breakdowns and feelings of loneliness after the bereavement. While some felt disconnected from their social networks, for others it appeared to be a choice to self-isolate or be selective in sharing their grief. This finding expands our understanding of this aspect of suicide bereavement by describing how men may deliberately suppress their emotions to protect their families from the weight of their mourning (6). Suicide-bereaved men have attributed their emotional repression to masculine ideals of stoicism and the importance of self-control and being strong to support their loved ones (9).

In addition, men bereaved by a partner’s suicide (4) or a child’s suicide (37) have been found to have higher rates of unemployment and sick leave (4), or absences from work (37) than non-bereaved men, which may decrease opportunities for social interactions and support. As self-disclosure and social interaction may contribute to posttraumatic growth in people bereaved by suicide, interventions may focus on promoting social support (38), though studies specifically with men are needed.



4.2 Psychosocial coping

Expression of and coping with grief is deeply influenced by gender and sociocultural expectations. Doka and Martin (39) characterised masculine grief as instrumental or problem-solving, and feminine grief as intuitive or emotional, with one coping style being not necessarily less or more effective than the other. Although gender has a strong influence, it does not determine grief styles. Therefore, they proposed that grief styles represent a continuum between instrumental (action-oriented) and intuitive (affective-oriented) grieving (39). In Western societies it is more commonly expected and accepted that women express and share their grief, and for men to control and conceal it, as confirmed by some of our participants. The suicide bereavement literature indicates that men tend to grieve in secret, bottle up and mask their feelings, and feel uncomfortable publicly expressing their grief feelings (28, 40). Keeping strong to support a spouse or other bereaved family members may lead to delayed grief expression. This may lead to suicide-bereaved men feeling ignored and unacknowledged as a bereaved person, which has also been reported in studies with bereaved fathers (41), and adolescents bereaved by suicide (34, 42).

Participants in our study have used a range of coping strategies including strategies to engage with and/or to avoid their grief. Consistent with the grief dynamics described in the Dual Process Model of coping with bereavement (43), participants adapted and oscillated between loss-oriented and restoration-oriented stressors. Many participants shared experiences of how they actively maintained a bond with the deceased person, for example, by visiting the interment place. This is corroborated by the literature which found that maintaining a continuing bond is mainly a positive experience that may contribute to meaning-making (44). Men may express the continuing bond more privately than women, for example through conversing with the deceased (44).

While some participants took time for self-care and to acknowledge difficult emotions, many participants reflected on how they avoided engaging with their grief, for example by detaching emotionally, finding distractions, or engaging in substance use or work. Other studies have also noted engaging in substance use and work as a coping strategy in men bereaved by suicide (7, 8). Suicide-bereaved men often experience the same range and depth of emotions as women but struggle to identify and express them (9), or they express them differently (28, 40). As stated by our participants and the literature, engaging in work may contribute to regaining a sense of control and meaning, though some men lose motivation for work (45, 46).

Many participants adopted an active and problem-solving coping style, for example by engaging in fundraising, suicide prevention or bereavement support activities. The scarce literature on this topic reported that people (men and women) who had been bereaved by suicide for 5 years or more (i.e., long-term bereaved) had lower scores on mental health problems, higher scores on personal growth, and had taken up more caregiving roles at support group meetings (47). Our findings extend the scarce suicide bereavement literature on this topic (48, 49) as our study indicates that engaging in support and community activities may be particularly beneficial for suicide-bereaved men. It can alleviate feelings of loneliness and provide a way of honouring the deceased person and an opportunity for finding purpose, meaning, and personal growth.

Adopting an active coping style can also be understood in the context of agency and self-empowerment, i.e., taking action to create a new future and find meaning (50). According to the general literature, individuals may engage in active coping strategies such as seeking knowledge by reading books or other resources on suicide and bereavement, helping others through altruistic actions like participating in suicide research, or becoming a peer supporter (50–52). These actions align with the active coping styles reported by our participants, enabling them to manage their bereavement while supporting others simultaneously.

Our findings indicate that the motivation to become a peer supporter is strongly associated with one’s own suicide bereavement experience, the support they have received, and a wish to ‘give back’ by providing support and hope to others (47, 53). Our participants also wanted to ‘make a difference’, for example by tackling silence around suicide, creating public awareness, and contributing to preventing the suicide of others. Studies suggest that most peer supporters tend to experience their involvement positively, but they may also encounter important challenges related to being confronted with others’ suicide grief and navigating group or individual support relationships (49). Nonetheless, the involvement of trained peer workers has been identified as contributing to the effectiveness of suicide bereavement support (54).



4.3 Implications

The study findings have important implications for developing support for men bereaved by suicide. Support offered to this population must focus specifically on experiences of grief after bereavement by suicide and appeal to men’s coping strategies (55). Although study participants used various coping strategies, the most prevalent were feelings of responsibility and keeping strong to support others, including spouse/partner or children. Several participants were also aware of the importance of self-care. Therefore, the support offered may appeal to their role as a caregiver and accommodate both instrumental and action-oriented coping. Support services might actively engage with the lived experience of suicide-bereaved men to further develop and tailor support offered to this population (52, 55).

Given the scarcity of research in this field, further studies are urgently needed to examine support and services specifically offered to men bereaved by suicide and their potential to alleviate grief and mental health distress and decrease their risk of suicide (56, 57). Evaluation studies may contribute to establishing the evidence-base of various types of support (including peer and professional support), and to ensure that optimal support is offered to this population, vulnerable to mental health problems and suicidal behaviour.



4.4 Strengths and limitations

The study successfully used multiple recruitment channels to recruit a large purposive sample of men who had experienced bereavement due to suicide. Participants varied in age, time since bereavement, type of relationship with the deceased, including non-family members, and location across Australia, which resulted in a rich data set. Nonetheless, a few limitations must be acknowledged. Recruitment of voluntary participants through suicide bereavement organisations may have attracted participants with a more active coping style. Those who were more verbally skilled and felt comfortable discussing their experiences may have been more likely to volunteer than others. Thus, the findings may not reflect the views of men who did not participate. The study relied on self-report of experiences up to more than 30 years previously, which is open to recall bias. The study did not collect data on ethnocultural or sexual diversity, or focus on social support or grief trajectories. Additionally, although participants had ample opportunity to talk about their experiences, it is possible that some important issues were not shared.




5 Conclusion

The study investigated the psychosocial impact of and coping with suicide bereavement in men. There is strong evidence of a substantial impact of suicide bereavement on men’s feelings of grief, trauma, mental health, suicidality, and relationships, to the extent that it may affect their feelings of responsibility and care for others such as their spouse/romantic partner or children. The participating men used various coping strategies including maintaining a continuing bond with the deceased, self-awareness and self-care, finding adaptive and/or maladaptive distractions through substance use or work. Some also used active approaches such as becoming a peer supporter which contributes to reclaiming a sense of agency and control amidst the chaos of grief. Further research is urgently needed to establish best practice in line with men’s coping strategies to support this population, vulnerable to mental health problems and suicidal behaviour.
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Purpose: This meta-review of qualitative studies aims to explore the experiences and needs of family members following perinatal infant deaths.
Design: A qualitative meta-synthesis was conducted.
Data sources: Four databases, PubMed, CINAHL, EMBASE, and Web of Science, were searched from inception through November 2024. An initial search using the keywords “perinatal death”, “family members”, and “qualitative research” retrieved 496 articles. Based on predefined inclusion and exclusion criteria, 10 studies were selected for inclusion.
Review methodology: The Critical Appraisal Skills Programme (CASP) Qualitative Research Checklist was used to assess the quality of included studies.
Results: Ten studies from nine countries were analyzed, yielding five overarching themes: negative emotional reactions, searching for the cause of death, rebuilding of life, reconstruction of meaning, and need for support.
Conclusion: Negative emotional responses are an inevitable and profound part of the bereavement process for families experiencing perinatal loss. Identifying the cause of death helps families understand their loss and reduces uncertainty and self-blame. Central to the grieving process is the reconstruction of emotional and psychological meaning, which involves redefining life's purpose and gradually restoring a sense of normalcy. However, many of these families' needs remain unmet. There is an urgent need for multidisciplinary strategies to provide comprehensive, tailored support.
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1 Introduction

Perinatal mortality remains a critical global public health issue. According to the World Health Organization (1), perinatal death encompasses the period from 22 weeks of gestation through to the first 28 days post-birth. In 2019, an estimated two million babies [90% uncertainty interval (UI) 1.9–2.2] were stillborn at 28 weeks of gestation or later, with a global stillbirth rate of 13.9 per 1,000 total births (90% UI 13.5–15.4) (2). Studies from Europe, Australia, and the United States have shown that perinatal loss not only imposes significant emotional and psychological burdens on families but also contributes to increased societal and healthcare costs (3–5). For mothers and their families, the confirmation of fetal death is a psychologically traumatic event with long-term effects extending beyond emotional distress to physical and social dimensions (6). Fathers too, experience substantial emotional trauma, often intensified by witnessing their partner's suffering (7, 8).

Despite international consensus guidelines clearly advocating comprehensive family support for perinatally bereaved families (9), gaps persist between the emotional support needs of bereaved parents and the care provided in clinical practice. Research highlights that the quality of bereavement care significantly influences how parents cope with and recover from their loss (10, 11). However, parents frequently report dissatisfaction with the offered support, citing inadequate healthcare resources and insufficient attention to individual emotional needs (11). Current bereavement care often focuses primarily on physical aspects, neglecting the systematic integration of tailored psychosocial support (10, 12). This incongruity underscores the urgent need to re-evaluate support frameworks by critically analyzing lived experiences. A nuanced understanding of lived experiences is essential in informing effective, empathetic perinatal bereavement interventions. Meta-synthesis offers a valuable method for synthesizing qualitative evidence, allowing for a deeper exploration of complex emotional and psychological processes (10, 13). Qualitative research is particularly well-suited to capturing the multidimensional emotional trajectories and the dynamic process of the bereaved and providing a contextualized framework for clinical practice.

Therefore, this meta-synthesis aims to analyze, interpret, and integrate existing qualitative research on the experiences and needs of families affected by perinatal infant deaths. It seeks to answer the following questions: (1) What are the experiences and needs of family members whose infants die during the perinatal period? (2) What recommendations can be drawn from these studies to inform clinical practice, education, and future research to better support families experiencing perinatal loss?



2 Methods


2.1 Research design

Meta-synthesis is a well-established methodology for integrating qualitative findings in health services research (14–16). It serves as an umbrella term for the synthesis of results derived from various qualitative methods and is commonly used to interpret and contextualize qualitative evidence (17). This methodology allows for a deep understanding of participants' meanings, experiences, and perspectives, made possible by the qualitative nature of the included studies, and a broad synthesis by incorporating findings across diverse healthcare settings and populations (18).



2.2 Search strategy

To identify relevant literature, four electronic databases, PubMed, CINAHL, EMBASE, and Web of Science, were searched from their inception to 30 November 2024. Articles were screened based on predefined inclusion and exclusion criteria formulated using the Population, Intervention, Comparison, Outcomes, and Study (PICOS) framework (19). The search was limited to articles in English or Chinese. A detailed search strategy is provided in Supplementary Table 3. This meta-synthesis followed the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines. Additionally, the reference lists of the included articles were manually reviewed to identify further eligible studies.



2.3 Study selection

All search results were imported into EndNote, which was also used to import articles and remove duplicates. Two researchers independently screened titles and abstracts using the inclusion and exclusion criteria, followed by a full-text review to confirm eligibility (Figure 1).
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FIGURE 1
 Flow chart.


The inclusion criteria were as follows: (a) The study population included parents who had experienced a perinatal death (fetal/neonatal deaths between the 22nd week of gestation and the 28th day after birth); (b) The study focused on parental experiences needs to be related to perinatal deaths; (c) The context was explicitly related to perinatal deaths; (d) The research design was qualitative, using methods such as phenomenology, ethnography, grounded theory, hermeneutics, narrative analysis, or thematic analysis and primarily analyzed textual data rather than digital data; (e) The publication timeframe extended from database inception to 30 November 2024; and (f) The articles were peer-reviewed and published in English or Chinese. Exclusion criteria were as follows: (a) Conference abstracts, dissertations, or gray literature; (b) Studies from which qualitative data could not be extracted; and (c) Articles with full text literature was unavailable through PubMed LinkOut, LibGen, and the host institution's interlibrary loan system.



2.4 Quality assessment

All included studies were assessed using the Critical Appraisal Skills Programme (CASP) Qualitative Checklist, which assesses whether each included study had: A clearly stated aim; An appropriate methodology and study design; A suitable recruitment strategy; Sound data collection and ethical considerations, Rigorous data analysis; Clear presentation of findings; and overall research value. Two researchers (CNN and WXY) independently reviewed each study based on a checklist. In case of disagreement, a third researcher (WSS) facilitated consensus through discussion. Two such disagreements arose during the review and were resolved through this collaborative process. A quality assessment form was created (Table 1). To enable comparison across studies. This table summarized key quality indicators, including the purpose of the study, appropriate qualitative methods, study design, recruitment strategies, data collection methods, the relationship between the researcher and the participants, consideration of ethical issues, data analysis rigor, findings presentation, and the value of the study.

TABLE 1  Use of the critical assessment screening programme (CASP).

	No.
	Author/Year
	CASP-items
			1
	2
	3
	4
	5
	6
	7
	8
	9
	10
 	1
	Downe et al. (2013)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	2
	Camacho-Ávila et al. (2019)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	3
	Lizcano et al. (2019)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	4
	Kuforiji et al. (2024)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	5
	Zheng et al. (2024)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	6
	Azeez et al. (2022)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	7
	Kavanaugh et al. (2005)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	8
	Sutan et al. (2012)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	9
	Arach et al. (2022)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y
 	10
	Horey et al. (2012)
	Y
	Y
	Y
	Y
	Y
	C
	Y
	Y
	Y
	Y


1. Was there a clear statement of the aims of the research? 2. Is a qualitative methodology appropriate? 3. Was the research design appropriate to address the aims of the research? 4. Was the recruitment strategy appropriate to the aims of the research? 5. Was the data collected in a way that addressed the research issue? 6. Has the relationship between researcher and participants been adequately considered? 7. Have ethical issues been taken into consideration? 8. Was the data analysis sufficiently rigorous? 9. Is there a clear statement of findings? 10. How valuable is the research? Y, yes; C, can't tell; N, no.




2.5 Data extraction and analysis

Data were extracted independently by two researchers (WXY, SL), including and included authors, year of publication, sample size, age and sex of participants, time of death, newborn age, country of publication, study design and analytical method. The extracted information was compiled in tabular form and cross-checked by a third researcher (WSS). Thematic synthesis followed the framework proposed by Thomas and Harden (24). First, the primary studies were systematically reviewed and iteratively read by CNN and WXY to generate Initial codes. Second, SL and WSS grouped these codes into descriptive themes by comparing their similarities. Finally, CNN refined these themes to identify overarching analytical constructs, generating new insights and hypotheses. These analytical themes were supported by key findings from the original articles, providing a more comprehensive synthesis of the research field. Any discrepancies encountered during the process were resolved through discussions in group meetings.




3 Results


3.1 Record search results

The study selection process is illustrated in Figure 1. The initial search identified 496 articles, of which 134 duplicates were removed using EndNote software. After title and abstract screening, 362 articles were reviewed, and 318 were excluded based on predefined inclusion and exclusion criteria. Subsequently, 44 full-text articles were assessed, and 34 were excluded for the following reasons: (1) non-qualitative study design (n = 15); (2) focus on healthcare providers' perspectives rather than family members (n = 8); (3) lack of extractable qualitative data (n = 6); and (4) duplicate study populations or contexts already represented in included studies (n = 5). Finally, 10 full-text articles met the eligibility criteria and were included in the quality assessment and synthesis.



3.2 Quality assessment of included studies

All 10 included studies fulfilled at least nine out of the 10 criteria on the Critical Appraisal Skills Programme (CASP) qualitative checklist, indicating robust methodological quality. Consequently, all 10 studies were retained for the final qualitative synthesis.



3.3 Basic characteristics of the included studies

The 10 studies employed three principal qualitative methodological approaches: phenomenological design (n = 5), exploratory-descriptive design (n = 3), generic qualitative methodology (n = 2). Analytical methods included inductive thematic analysis and content thematic analysis (Table 2).

TABLE 2  Basic characteristics of qualitative studies included in the meta-synthesis.

	Author/Year
	Country
	Research design
	Data analysis
	Downe et al. (2013)
	Britain
	Phenomenological study design
	Inductive thematic analysis
 	Camacho-Ávila et al. (2019)
	Spain
	Hermeneutic phenomenology design
	Inductive thematic analysis
 	Lizcano et al. (2019)
	Colombia
	Descriptive phenomenological design
	Inductive thematic analysis
 	Kuforiji et al. (2024)
	Nigeria
	Hermeneutic phenomenology design
	Inductive thematic analysis
 	Zheng et al. (2024)
	China
	Interpretivist constructionist phenomenology
	Inductive thematic analysis
 	Azeez et al. (2022)
	Australia
	Descriptive, exploratory research
	Inductive thematic analysis
 	Kavanaugh et al. (2005)
	America
	Descriptive phenomenologic approach
	Inductive thematic analysis
 	Sutan et al. (2012)
	Malaysia
	Qualitative, exploratory and descriptive analysis
	Inductive thematic analysis
 	Arach et al. (2022)
	Uganda
	Qualitative study
	Content thematic analysis
 	Horey et al. (2012)
	Australia
	Qualitative study
	Content thematic analysis





3.4 Demographic characteristics of study participants

Sample sizes in the included studies ranged from 10 to 32 participants (Table 3). The study populations consisted of family members of neonates who had died, aged between 18 and 63 years, with 125 female and 59 male participants. All 10 studies reported the time since death, ranging from 5 weeks to 12 years. The studies were conducted in a variety of countries: Australia (n = 2), the United Kingdom (n = 1), Spain (n = 1), Colombia (n = 1), Nigeria (n = 1), China (n = 1), the United States (n = 1), Malaysia (n = 1), and Uganda (n = 1). All 10 studies were published between 2005 and 2024.

TABLE 3  Demographic characteristics of individual study participants included in the meta-synthesis.

	Author/Year
	Sample size
	Age of participants
	Sex
	Time since loss
	Age of baby
	Downe et al. (2013)
	n = 25
	18–44
	Female = 19 Male = 6
		24–42 weeks
 	Camacho-Ávila et al. (2019)
	n = 21
	26–43
	Female = 13 Male = 8
	3 months−5 years
	24 weeks−6 days
 	Lizcano et al. (2019)
	n = 15
	18–54
	Female = 0 Male = 15
		22–38 weeks
 	Kuforiji et al. (2024)
	n = 14
	22–41
	Female = 14 Male = 0
	< 5 years
	< 28 days
 	Zheng et al. (2024)
	n = 28
	32.96 ± 4.97
	Female = 28 Male = 0
	< 1 years
	≥24 weeks
 	Azeez et al. (2022)
	n = 10
	31–42
	Female = 0 Male = 10
	1–12 years
	30 min−27 days
 	Kavanaugh et al. (2005)
	n = 23
	>18
	Female = 17 Male = 6
	5–21 weeks
	26, 27 weeks
 	Sutan et al. (2012)
	n = 16
	23–37
	Female = 16 Male = 0
	6–12 months
	26–39 weeks
 	Arach et al. (2022)
	n = 32
	17–68
	Female = 18 Male = 14
	< 2 years
	≥28 weeks
 	Horey et al. (2012)
	n = 17
		Female = 14 Male = 3
	< 7 years
	





3.5 Key findings of the meta-synthesis

Thematic analysis of 33 key quotes from the 10 included studies generated five overarching themes: negative emotional reactions, searching for the cause of death, rebuilding life, reconstruction of meaning, and need for support (Table 4).

TABLE 4  Supporting quotes as related to five themes.

	Author/Year
	Supporting quotes underpinning the five themes
		Emotional outpouring
	Finding cause of death
	Need for support
	Meaning reconstruction
	Rebuilding life
 	Downe et al. (2013)
	Beyond distress: Bowled over by the horror…
	Expressed a strong drive to find out why their baby died.
	Filling the gap someone to help you and guide you…
	Making irretrievable moments precious
	Positive caring in the care: ‘they hold a special place in our lives
 	Camacho-Ávila et al. (2019)
	The shock of losing a baby and the pain of giving birth to a stillborn baby
	Not knowing the cause of death or not having a clear explanation about the causes.
	Receiving individualized care from midwives and physicians could become the most important source of comfort for parents.
	“We have had a baby.”
	Saying goodbye to the deceased baby, having the baby's footprint, keeping the memory of the baby alive
 	Lizcano et al.
 (2019)
	It leaves him devastated, in pain, and feeling shattered.
		To give support and strength to their wives or partners
	Finding Meaning in Loss
	By acknowledging and giving a special meaning to the presence of the deceased child in their lives and home.
 	Kuforiji et al. (2024)
	Caused feeling of anxiety and uncertainty.
		Mothers expected comprehensive emotional support from health care professionals
		In reassuring mothers of hope for future pregnancies and living babies.
 	Zheng et al. (2024)
	Restrained expressions of grief.
		Receiving unexpected levels of help, understanding, an support from family, friends, and colleagues
	Reshaping beliefs and views about life and death.
	Gained a renewed sense of purpose and direction and felt motivated to make positive changes in their lives.
 	Azeez et al. (2022)
	A complicated grief experience
	Disbelief at neonatal death outcome
	Disenfranchised grief: lack of social recognition and acknowledgement
	It challenging to balance expressing their grief with a desire to support others and attend to responsibilities
	
 	Kavanaugh et al.
 (2005)
	Feeling intense emotions after the death
	Parents tried to make sense of their loss and determine why it occurred
	Feeling abandoned or unsupported.Seeking diversions and support
	Creating and Cherishing Memories of their Infant
	Contemplating future pregnancies
 	Sutan et al. (2012)
	Confusion Feeling of emptiness Anger Anger Anxiety over subsequent pregnancy
	Parents tried to make sense of their loss and determine why it occurred.
	Support during grief.
	By practicing religious activities they were able to reduce the pain they suffered and make their mind more accepting of the situation.
	
 	Arach et al. (2022)
	Pain, confusion, facing multiple challenging roles, concern about the health of the partners, health care providers' reaction, blame and guilt.
	Women were commonly blamed by their partners and in-laws for the perinatal deaths. This could be because family members were searching for the cause of the perinatal deaths.
	Family and community support
		
 	Horeyet al. (2012)
	Hazy, emotionally wrecked My biggest fear, and that's what a lot of people would have about it, is ‘oh shit, I might have done something wrong and now I'm going to be blamed.
	Because I'm not asking questions and I don't have the what if. And even though it was unexplained I did everything I could to find out for myself.
	Your doctor makes other decisions for you like. They are quite happy to make those decisions and guide you so why is suddenly when things go wrong... everyone backs off.
	It was like another way of reconnecting with him. You get such a level of detail about your child that you wouldn't get in a different setting.
	The autopsy did explain the death and gave the parents new information to consider when planning for another baby.





3.6 Negative emotional reactions

Perinatal loss evokes complex and intense emotional responses. Mothers who experienced stillbirths often reported feelings of regret and self-blame, attributing the loss to delayed care-seeking, lack of resources, or choosing to give birth at home (20). The diagnosis of stillbirth during antenatal care was associated with prolonged anxiety and emotional distress (21). Most participants blamed themselves for the outcome, resulting in deep guilt and psychological trauma (22). The death of a newborn was described as one of the most devastating experiences in a parent's life, with distress persisting for years (23). Unlike other types of bereavement, perinatal loss was associated with not only emotional pain but also physical symptoms such as sleep disturbances, nightmares, tingling, and somatic pain (24). Family members reported feelings of shock, uncertainty, loneliness, loss, guilt, self-blame, and anger (25–27). The confirmation of a newborn's death marked the beginning of an emotionally taxing grieving process, often worsened by a lack of communication and support from healthcare providers (27). Almost all mothers mentioned intense loneliness following the loss (28), especially when the death was sudden and unexpected, leading to profound feelings of helplessness and disbelief (23, 25, 26). Some women internalized blame for the loss, and the absence of empathetic communication from medical professionals deepened their isolation (28, 29). This isolation extended beyond emotional loneliness, encompassing confusion about the future and shaken sense of identity.



3.7 Finding the cause

Parents expressed a strong desire to understand the cause of their infant's death (26, 29). In seeking explanations, some fathers compared their experiences with those of family and friends, revisiting medical decisions and evaluating the healthcare system's response (23). The need for support and support in understanding the cause was especially acute (20). In many cases, women were blamed by their partners and in-laws, reflecting a broader cultural need to assign responsibility (20). Parents also sought meaning through philosophical or spiritual interpretations of death (26). Autopsies were highlighted as the most definitive method for establishing the cause of death, especially in cases of stillbirths (30–32). However, parents needed detailed, compassionate explanations about autopsy procedures, free from blame, and delivered within a supportive and trusting healthcare environment (32). Across both stillbirth and neonatal death cases, transparent communication from healthcare providers was a recurring need.



3.8 Need for support

Participants frequently reported that not all healthcare professionals were adequately trained to communicate compassionately about perinatal death (28). Mothers desired comprehensive emotional support from healthcare professionals, including opportunities to discuss their feelings openly with doctors and midwives (21). Personalized care from these professionals was seen as particularly comforting (27). Parents reported that they would have coped better if professionals had communicated more transparently during hospitalization (29). In addition to professional support, emotional support from family and friends played a critical role in coping. Parents appreciated those who remained present and comforting after the loss and expressed a desire for continued support even after the funeral (20, 26). Many fathers reported difficulty balancing their own grief with their perceived responsibilities to support others (23). Many participants also described engaging in activities to stay busy, distract themselves, and seek social support.



3.9 Reconstruction of meaning

Many participants reported that perinatal loss caused them to question the meaning of life. Some sought to reconstruct meaning through reflective practices, spiritual interpretations, and remembrance (33). Creating and conserving memories of the deceased child, such as through keepsakes or rituals, was seen as an important way to cope (29). The experience of loss brought about a shift in participants' worldviews. Parents learned to integrate the child's memory into their ongoing lives and identities, sometimes perceiving the deceased child as a continued spiritual presence (25). Others processed the trauma by making sense of the event and reevaluating their lives in its aftermath (22).



3.10 Rebuilding lives

Perinatal bereavement often leads to a re-evaluation of life priorities and values. Some fathers expressed gratitude for the experience of fatherhood, however brief, and described how the loss had deepened their appreciation for loved ones. When fathers give meaning to perinatal death and acknowledge the spiritual presence of their children in their lives, they can move beyond the pain of losing their children (25). Through meaning-making and spiritual reflection, some parents were able to move forward, regaining a sense of purpose and direction (22). The birth of a healthy child after the loss was often seen as part of the healing process, helping parents recover from grief and renew hope (26).




4 Discussion

This review synthesizes findings from 10 qualitative studies on the experiences and needs of families affected by neonatal death. It provides valuable insights that confirm and extend existing knowledge on this important topic.


4.1 Negative emotional reactions

Perinatal bereavement is a deeply traumatic experience, often marked by grief, guilt, and somatic symptoms. These reactions align with established theories of traumatic loss. Stroebe and Schut's Dual Process Model (1999) (34) provides a theoretical framework to understand the oscillation between loss-oriented and recovery-oriented coping strategies observed in the included studies. Parents often experience profound distress compounded by feelings of loneliness, lack of information, guilt, and self-blame. Unlike other forms of bereavement, perinatal loss represents not just the physical absence of a child, but the chattering of future hopes and imagined lives. Many mothers internalize blame, attributing the death to their actions or decisions, which can lead to lasting psychological trauma. Cultural differences also shape grief expression. Whereas, Western studies emphasize individualized grief (35), participants in Nigeria and Uganda described a communal grief burdened by stigma (20). These findings highlight the importance of culturally sensitive bereavement care. In low-resource settings, structural inequalities often intensify parental guilt, reinforcing the need for context-specific bereavement protocols as advocated by the International Stillbirth Alliance Conference (36, 37). Timely, compassionate communication and the provision of clear information are critical. Healthcare professionals should engage with parents early following a diagnosis of stillbirth, offering both informational and emotional support.



4.2 Finding the cause

Understanding the cause of death is a central need for bereaved parents. This review suggests that perinatal bereavement not only causes profound emotional trauma but also triggers a deep need to understand why the death occurred. For many parents, discovering the cause becomes one of their most urgent concerns following the loss (26, 29). The “search for meaning” aligns with Neimeyer's constructivist theory of grief, which emphasizes the importance of sense-making in adapting to loss (38). Parents' intense need to understand the cause of their infant's death often includes intense questioning, self-reflection, particularly by fathers, internal attribution of responsibility within the family, and seeking explanations through philosophical and religious perspectives. These reactions reflect not only emotional needs but also reveal the importance of social and cultural factors in dealing with such events. For parents, this need is not only motivated by rational curiosity, but also to find a way to process and accept reality. Understanding the exact cause helps parents reduce feelings of self-blame and uncertainty, focus their grief, and inform future reproductive decisions.



4.3 The need for support

Perinatal bereavement is a complex and multi-layered experience that impacts not only individual mental health but also the wider family and social support network. Research has shown that the quality of care and support received before and after an infant's premature death is a critical factor in parents' immediate and long-term wellbeing (39). This support must extend beyond medical care to include emotional, social, and psychological dimensions. Nurses and midwives play a vital role in post-bereavement care and are frequently cited as a primary source of support (40). Their presence, active listening, and emotional responsiveness are key to helping parents navigate their grief. Beyond hospital settings, community-based services, such as primary care clinics and outreach programmes, are critical in providing ongoing support (30, 39). These community resources can provide both long-term emotional support and practical help as families gradually recover.

Peer support consistently emerges as valued source of comfort and strength. In line with the Sands International Bereavement Care Guidelines (2023) (41), peer networks are recommended as adjuncts to clinical care. Parents often report that connecting with others who have had similar experiences provides affirmation, comfort, hope, and a sense of shared understanding (42, 43). Such support reduces feelings of isolation and helps parents feel less alone in their grief. Personalized care also plays a crucial role in the healing process. Community organizations and professional bodies can provide training and educational resources to help family members better support bereaved families. Healthcare professionals must be equipped with the skills to offer empathetic and culturally sensitive care. However, some relatives may lack sufficient knowledge or skills to engage, which can increase parental isolation and distress (44). Raising public awareness and improving communication skills across the community is therefore essential to ensure that support systems do not inadvertently contribute to feelings of abandonment.



4.4 Reconstruction of meaning

While perinatal bereavement brings profound sorrow, it can also offer an opportunity for families to reframe and redefine their lives. This review shows that, despite overwhelming grief, many parents strive to reconstruct meaning and redefine their values and goals. Acts such as preserving fond memories, collecting meaningful mementoes, reframing life perspectives, and engaging in deep reflection help parents rediscover purpose amid their loss. Parents often continue to acknowledge the presence of their deceased child in their life and family and imbue that presence with lasting meaning. This aligns with Tedeschi and Calhoun's (45) concept of post-traumatic growth, a process of meaning-making through memorialization and spiritual reframing parallels. Additionally, participants' efforts to integrate the deceased child into family narratives resonate with Klass's (46) theory of continuing bonds, challenging earlier grief models that prioritized detachment. Rather than a simple reflection on the past, this process involves reimagining life and forging a future shaped by the child's enduring influence. Such meaning-making may improve psychological resilience and strengthen family relationships. Many mothers, for example, choose to journal about their thoughts and feelings, allowing them to explore how the experience has transformed them (47). As young women find meaning in their experiences and gain new insights into their loss, the support provided during follow-up may undergo a critical shift. Tools such as the Perinatal Bereavement Care Checklist (48), which incorporates cultural and spiritual assessments into care planning, can help clinicians offer more sensitive and personalized support.



4.5 Rebuilding lives

Perinatal loss is often one of the most devastating experiences a family can endure, consistent with prior research (25). Yet, this review suggests that such loss can also become a catalyst for personal growth and renewed purpose, in line with Bonanno's resilience theory (49). The emotional upheaval caused by perinatal death can lead to a reassessment of life priorities, fostering greater gratitude, self-awareness, and motivation for positive change. This emotional shift exemplifies the ability of humans to find and appreciate the good in life despite the grief they face. When family members are able to assign meaning to the loss and acknowledge the spiritual presence of the child in their lives, they are often better equipped to cope with grief and embrace life anew. Practices such as meditation, prayer, or other forms of spiritual practice offer valuable coping resources, helping families face life's uncertainties with greater openness and resilience. For many families, a subsequent healthy pregnancy represents a key step in the healing process. It can restore hope and vitality while easing the lingering pain of loss. However, healthcare professionals must be sensitive to acknowledge psychosocial impact of prior loss and support parents accordingly (50). This includes grief education and training to ensure that professionals can respond with both competence and compassion during and after bereavement.



4.6 Strengths and limitations

The strengths of this study lie in its systematic approach to data retrieval and synthesis, as well as the international representativeness of the included studies, which enhance the reliability and relevance of the findings. A comprehensive literature search and rigorous data analysis helped ensure the review's credibility. However, some limitations must be acknowledged. The inclusion of only English and Chinese publications may have introduced language bias, and restricting the review to published studies could have excluded relevant gray literature. Additionally, nine of the ten included studies were conducted in Western countries, which limits the generalisability of the findings to other countries with different cultural backgrounds and healthcare systems. The relatively small number of studies included (n = 10) may also reflect publication bias or gaps in qualitative research on perinatal bereavement in non-Western contexts. Future research should explore the experiences and needs of mothers and mothers separately, as the grief responses, coping strategies, and support needs can differ significantly between parents. This would help inform more targeted and effective interventions.




5 Conclusion

Negative emotional reactions are an inevitable part of perinatal bereavement. Understanding the cause of the infant's death is fundamental need for parents, as it provides clarity, reduces self-blame, and supports emotional processing. Equally vital is the reconstruction of meaning on an emotional and psychological level, which involves redefining the meaning of life, finding new purpose and direction, and gradually restoring normality to life. Despite the profound impact of such losses, many needs of bereaved families remain unmet. There is an urgent need for multidisciplinary strategies to provide comprehensive support during and after bereavement.


5.1 Implications

Firstly, policymakers should develop a standardized and systematic bereavement care protocols to ensure coordinated support for affected families. This includes transparent communication regarding autopsy procedures, timelines, and results. Genetic counseling should be made available to assess future pregnancy risks. Psychological support services, including individual counseling, group therapy and support groups, should be accessible, and health education resources should be developed to enhance parents' knowledge and health literacy related to perinatal bereavement through health talks, pamphlets, and online resources.

Secondly, healthcare teams should include doctors, nurses, psychologists, and social workers, working collaboratively to provide all-round support to families. Specialized training should be provided to nurses and other healthcare professionals to help them acquire skills in communicating with bereaved families, and members of the team should communicate with each other on a regular basis to ensure information sharing and service coordination. Training should include psychological foundations, grief counseling and cultural sensitivity. Post-discharge outreach and partnerships with local community organizations can extend support beyond clinical settings.

Thirdly, healthcare professionals should adopt a personalized care approach that respects unique emotional needs and preferences. Compassionate communication, attentive listening, and flexible support are essential. Respecting parents' emotional expressions and personal choices ensures that they feel valued and understood. Healthcare professionals should demonstrate empathy and support in their interactions with families, listening to them, responding to their specific needs, and helping them find strength and direction in their grief. Nurses, social workers, occupational therapists, and psychologists should provide targeted interventions, which can be done through personalized assessment, whereby each family is assessed in detail to understand their psychological state, social support network and specific needs. Personalized assessments can guide the development of care plans, while continued contact, through regular home visits, telephone counseling, or online support, can help cope and recover over time.



5.2 Recommendations for future research

Perinatal bereavement is both a deeply personal tragedy and a challenge to healthcare systems and communities. Strengthening professional training, improving communication of medical information, establishing a multidisciplinary support system, and fostering the joint participation of all sectors of society are key to supporting grieving families. Future research should continue to explore the complexities of perinatal bereavement and contribute to the evidence base for effective, culturally responsive interventions. In doing so, we can ensure that no family faces this experience without hope or support.
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Background: Bereavement may affect the health of relatives, causing increased use of health care services and increased mortality shortly after the patient's death. However, the long-term consequences for those with a high level of grief symptoms remain largely unexplored. We aimed to investigate associations between grief symptom trajectories and four long-term health outcomes among relatives bereaved by natural death: contacts to general practice and mental health services, use of psychotropic prescription medication, and mortality, over a period of 3–10 years post-bereavement.
Method: We assessed grief symptoms using the Prolonged Grief-13 scale in a cohort of 1,735 bereaved relatives at three different time points (prior to bereavement, 6 months after bereavement, and 3 years after bereavement) and identified five main grief trajectories. The trajectory with persistent low levels of grief symptoms in relatives [n=670 (45%)] was called the low grief trajectory (LGT) and was used as reference. The high grief trajectory (HGT) consisted of 107 (6%) relatives with persistent high grief symptom levels. We investigated associations between grief trajectories and (1) contacts to general practitioner (GP) including out-of-hours using negative binomial regression analysis, (2) contacts to mental health services (GP talk therapy, private-practice psychologist or psychiatrist), (3) use of psychotropic medications (antidepressants, anxiolytics and sedatives) using logistic regression analysis, and (4) mortality using Cox regression analysis. The follow-up period started at 3 years after bereavement and long-term outcome were further followed until 10 years after the patient's death.
Results: Relatives in the HGT had a significantly higher yearly incidence of GP contacts until seven years after bereavement compared to the LGT. The HGT was associated with higher use of mental health services [OR = 2.86 (95% CI 1.58; 5.19)], antidepressants [OR = 5.63 (95% CI 3.52; 9.01)], sedatives and anxiolytics [OR = 2.60 (95% CI 1.63; 4.14)], and excess mortality [HR = 1.88 (95% CI 1.1; 3.2)] compared to the LGT.
Conclusion: This study shows that patients with high and sustained grief symptoms have an increased healthcare use up to 10 years after loss. Future research should assess whether current health care services sufficiently meet the prolonged needs of these relatives.
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Introduction

The death of a close relative due to severe illness is a life-changing event for most people. According to the recently developed integrated process model of loss and grief, the death of a significant other is a multidimensional experience causing suffering and may contain both physical, emotional, cognitive, social, and spiritual dimensions (1). Bereavement may affect the mental and physical health, including development of depression and heart failure (2). Hence, the reactions to loss cause increased use of health care services and higher mortality of relatives immediately after the death of a close relative (3). Register-based studies have shown that bereaved relatives often have a higher use of psychologist sessions after bereavement (4), a higher risk of being hospitalized (4, 5), and being prescribed more psychotropic medication, such as antidepressants and sedatives, compared to their non-bereaved peers (4). However, we lack knowledge of whether the most vulnerable relatives use more health care services and whether there is an impact on their mortality in a long-term perspective.

A large amount of research has been conducted on Prolonged Grief Disorder in recent years and diagnostic criteria have been described (6). However, grief reactions that not necessarily meet these criteria may describe common reactions to loss and may affect the bereaved relative and their long-term reactions to bereavement. A few bereavement studies have included grief symptoms beyond the first year after the death of a close relative and have focused on the prevalence of grief symptoms (7–11). Between 2 and 20% of bereaved relatives experienced prolonged grief symptoms during the 5 years following bereavement (7–10). In a population-based sample, 1/3 of the population reported that they had experienced severe grief due to bereavement measured by a single question (11). Low socio-economic status, low self-reported health, higher symptoms of depression and anxiety and higher use of health care services were associated with more severe grief (11). This is in line with prior studies concerning predictors of adverse outcome (12, 13). The long-term impact on mental and physical health after bereavement was found to be affected, especially in those with limited social contact (14) and may impact the daily life of relatives for years.

Mortality in connection with bereavement has been investigated in register-based studies (15–17). Increased mortality risk has been found after sudden or traumatic bereavement, loss of a child, and prior mental health conditions such as depression (3, 15–17). Yet, reduced mortality has also been found in bereaved relatives (18, 19), and the authors draw attention to benefits of caregiving as it may buffer the distress of relatives (the stress-buffering effect) (19).

Thus, bereavement has been shown to have a long-term impact on bereaved relatives (3, 15, 20). However, follow-up studies of long-term effects of bereavement have not included data on grief symptoms and short-term psychological reactions. As the reactions of bereaved relatives are heterogenous (21), we need more knowledge on whether patterns of grief and psychological reactions may predict the long-term wellbeing and psychological consequences.

In a prior study, we examined the development of relative's grief symptoms based on the Prolonged Grief-13 Scale (22) by conducting grief trajectories from short time before to three years after the patient's death in a cohort of 1,735 relatives (23, 24). We identified five distinct grief trajectories that described common reactions to illness and loss. Two of the five trajectories showed minimal differences in symptom level at the three time points of measurements. The high grief trajectory (HGT) constituted a small group of 107 persons (6%) who had a consisting of high levels of persistent grief symptoms, whereas 670 persons (38%) had a low grief trajectory (LGT) of persistent low levels of grief symptoms (24). The remaining three common grief trajectories were between these extremes and had fluctuating symptom levels. In all, 310 (18%) had a high/decreasing grief trajectory (HDGT) and 526 (29%) had a moderate/decreasing grief trajectory (MDGT), and both of these trajectories had high/moderate symptom levels before the patient's death that decreased after death. The last grief trajectory constituted 122 (9%) who had a late grief trajectory (LaGT) with low levels of grief symptoms before death with a peak at 6 months after the patient's death (23, 24). At 6 months before the death of the patient, we found that the HGT group had more frequent contacts to the GP, more GP talk therapy, and more prescriptions of antidepressants and sedatives compared to the LGT group (24).

In the present study, we aimed to investigate associations between these grief trajectories and the long-term use of primary healthcare, prescription medication and mental health services, as well as mortality from 3 years up to 10-years after bereavement.

We hypothesized that individuals with high grief symptom levels, especially those in the HGT group, would have a higher use of health care services and higher use of psychotropic medications. The HGT group was vulnerable in prior studies regarding reactions to illness and bereavement and we hypothesized that this group would have a higher mortality compared to the LGT group.



Materials and methods


Study design and setting

The study is based on a prospective, population-based cohort established in Denmark in 2012 and followed to 2022. The Danish health care system is tax-funded. Services are free of charge for residents, and GPs serve as gate-keepers to secondary care, including palliative care and psychiatric services (22). However, 40% of the costs of psychotherapy by a psychologist is self-paid after referral from a GP (23). Seven GP talk therapy sessions are free of charge per year, and GPs attending peer supervision may provide 20-min sessions focusing on mental health issues (24).



Study population

In 2012, we obtained register-based information on all patients receiving drug reimbursement due to terminal illness, i.e. patients with a life-expectancy of only a few weeks or months (25). Weekly we sent letters to patients newly registered with drug reimbursement and asked for the patient's closest relative to complete the questionnaire (26). Enrolled relatives completed a questionnaire at the time of inclusion (T0), at 6 months after bereavement (T1), and at 3 years after bereavement (T2), and the outcome variables were followed in individual time periods for up to seven years after T2 (Figure 1). The study period ended December 31, 2022. Information regarding the relation to the patient (partner, adult child, other) was collected in the baseline questionnaire at T0.


[image: Flowchart outlining a study design where grief trajectories are assessed using questionnaires before, six months after, and three years after a patient's death. Seven years of follow-up data are collected from national Danish registers, tracking use of primary care, mental health services, medication, and mortality outcomes.]
FIGURE 1
 Timeline of exposure (grief trajectories) and register-based outcome variables.




Grief trajectory exposures

The Prolonged Grief-13 (PG-13) scale (22) was used to measure grief symptoms at T0, T1, and T2. At baseline (T0), we used an adapted version of the scale (26) including “loss” changed to “illness” to correspond to the time prior to the patient's death in line with prior studies (27).

We have previously identified five specific grief trajectories based on the PG-13 measures at T0, T1, T2 using a semi-parametric group-based trajectory model (GBTM) for repeated measurements (28, 29). Details of the method have been described elsewhere (23, 24).



Healthcare service, prescription medication and mortality outcomes

A unique personal registration number is granted to all Danish citizens. This number allows for linkage between individual-level records in Danish registers and the collected questionnaire data, which was processed at Statistics Denmark.


Contacts to general practice

GP contacts included total daytime contacts (face-to-face, prevention, talk therapy, phone, e-mail, and home visit), daytime face-to-face consultations, and out-of-hours (OoH) initial contacts (phone and video contacts) obtained from the Danish National Health Service Register (30).



Psychotropic medication

The use of psychotropic medication was measured as registered prescriptions on antidepressants (N06A), sedatives/hypnotics (N05C), or anxiolytics (N05B) according to the Anatomical Therapeutic Chemical (ATC) Classification System obtained from The Danish National Prescription Registry (31).



Mental health services

Mental health services included GP talk therapy (no, yes), psychotherapy sessions with a private-practice psychologist (no, yes) or private-practice psychiatrist (no, yes) after referral from a GP. The categories (GP talk therapy, psychologist and psychiatrist) were merged due to low numbers in the categories (30). The data was retrieved from the Danish National Health Service Register (30).



Mortality

We identified bereaved relatives who had died during follow-up. Data on dates of death was retrieved from the Danish Registry of Causes of Deaths (32).




Covariates in adjusted analyses

Information on the age of the relative, gender, educational level according to the UNESCO international standard of classification [low ( ≤ 10 years), intermediate (>10 and ≤ 15 years), high (>15 years)] (33). The Danish National Patient Registry (34) provided information of diagnoses registered in connection with a contact to a hospital, which allowed us to adjust for the presence of at least one of the somatic diseases in the Charlson Comorbidity Index (CCI) (35).



Statistical analysis

For all the analyses, we described the association between the five grief trajectories and outcome measures with those in the LGT as the reference group. Relatives contributed with at risk time up until date of death, date of emigration or December 31, 2022, whichever came first.

To examine the incidence rate ratios (IRRs) for GP contacts (daytime face-to-face and out-of-hours) according to grief trajectories (LGT as refence) we applied negative binomial regression analyses to account for overdispersion. Repeated yearly measurements were addressed using cluster robust variance estimation (36) and follow-up time was used as the offset. Cluster robust variance estimation was used to account for the repeated yearly measurements within each relative.

To examine the odds ratios (ORs) for the dichotomous outcomes mental health contacts and medicine use according to grief trajectories (LGT as reference) we applied logistic regression models. The dichotomous outcomes of mental health contacts and medicine redemptions were analyzed using logistic regression models with follow-up time used as the offset.

Finally, to examine the hazard ratios (HRs) for death according to grief trajectories (LGT as refence) we applied Cox proportional hazards models with age chosen as the underlying time scale. The proportional hazards assumption was assessed graphically using log-minus-log plots and no apparent violation was observed.

The negative binomial regression models yielded incidence rate ratios (IRRs) of yearly GP contacts, the logistic regression models yielded odds ratios (ORs) of medication use and mental health services within the seven-year follow-up period, and the Cox proportional regression model yielded hazard ratios (HRs) of mortality. All regression models were adjusted for the a-priori chosen covariates of age, gender, personal relation to deceased, education and CCI. All estimates were presented with 95% confidence intervals (CIs) and ratio estimates were considered statistically significant if 1 was not included in the CI. All analyses were done using Stata 18 (StataCorp, Texas, USA).




Results


Study population

The study population of 1,735 persons included predominantly females (71%). In all, 1,138 were partners (66%), 476 (27%) were adult children and 121 (7%) had another relation to the patient. The mean age was 62 years, 449 (26%) had a low education and 17% had one or more comorbid diseases (CCI≥1) (Table 1).

TABLE 1 Characteristics of the study cohort.


	Characteristics of participants
	Participants (n = 1,735)





	Age, mean (CI*)
	62.0 (61.5; 62.6)

 
	Gender

 
	Male, n (%)
	508 (29.3)

 
	Female, n (%)
	1,227 (70.7)

 
	Relation

 
	Partner, n (%)
	1,138 (65.6)

 
	Children, n (%)
	476 (27.4)

 
	Other, n (%)
	121 (7.0)

 
	Educational level

 
	Low, n (%)
	449 (25.9)

 
	Intermediate, n (%)
	828 (47.7)

 
	High, n (%)
	458 (26.4)

 
	Comorbidity at baseline**

 
	No (CCI = 0), n (%)
	1,326 (82.7)

 
	Yes (CCI ≥ 1), n (%)
	278 (17.3)



*CI, Confidence Interval.

**CCI, Charlson Comorbidity Index.





GP contacts during daytime and out-of-hours and associations with grief trajectories

Relatives in other GT groups than the reference group (LGT) had more GP contacts during the first years of follow-up and the difference seemed to level out toward 10 years of follow-up (Figures 2, 3). Relatives in the LaGT had more overall contacts 4 and 5 years after bereavement, but no statistically significant excess face-to-face contacts compared to relatives in the LGT.


[image: Line graph comparing contact rate ratios across five groups—Low, Low–Moderate, Moderate–Increasing, High–Decreasing, and High—over 7 years after baseline. High group consistently shows the highest contact rates with greater variability.]
FIGURE 2
 Contacts to general practice during daytime.



[image: Line graph showing contact rate ratios for five groups (Low, Late, Moderate-decreasing, High-decreasing, High) in face-to-face GP contacts over ten years. High group maintains elevated rates throughout.]
FIGURE 3
 Face-to-face contacts to general practice.


Relatives in the HDGT had significantly more total contacts in year five to seven and more face-to-face contacts in year six after bereavement, whereas those in the HGT had significantly more GP daytime contacts (face-to-face contact and total contacts) in year four to seven after bereavement compared to the LGT (Figures 2, 3). From year eight to ten after bereavement, no significant difference in contact pattern was found between any of the grief trajectories.

The pattern of initial contact with out-of-hours services showed that in year four after bereavement, the MDGT had significantly more contacts than the LGT, in year five the HDGT had more contacts and in year five and six, the HGT had significantly more contacts than the LGT (Figure 4).


[image: Line graph illustrating out-of-hours general practitioner contact rate ratios over ten years post-treatment, comparing five groups: Low, Late, Moderate-decreasing, High-decreasing, and High. High and High-decreasing groups show consistently higher contact rates with larger error bars, while Low and Late groups remain near baseline throughout.]
FIGURE 4
 Contacts to general practice out-of-hours.




Mental health services and psychotropic medication

In the adjusted logistic regression analysis, the HGT was associated with more mental health services [OR = 2.86 (95% CI: 1.58;5.19)], use of antidepressants [OR = 5.63 (95%CI: 3.52;9.01)] and anxiolytics and sedatives [OR = 2.60 (95%CI: 1.63;4.14)] compared to the LGT (Table 2).

TABLE 2 Associations between grief trajectories and use of mental health care and medication.


	N = 1,735
	Number of events (n)
	Follow up years
	Adjusted ORa
	95% CI





	Contact to mental health servicesbc

 
	Low grief trajectory (n = 670)
	71
	4,536
	1
	-

 
	Late grief trajectory (n = 122)
	14
	798
	1.37
	0.72; 2.6

 
	Moderate/decreasing grief trajectory (n = 526)
	60
	3,510
	1.18
	0.81;1.74

 
	High/decreasing grief trajectory (n = 310)
	41
	2,072
	1.47
	0.94; 2.30

 
	High grief trajectory (n = 107)
	20
	676
	2.86
	1.58;5.19

 
	Psychotropic medicationb

 
	Antidepressants

 
	Low grief trajectory (n = 670)
	92
	4,536
	1
	-

 
	Late grief trajectory (n = 122)
	35
	798
	2.46
	1.53;3.97

 
	Moderate/decreasing grief trajectory (n = 526)
	77
	3,510
	1.04
	0.74; 1.46

 
	High/decreasing grief trajectory (n = 310)
	74
	2,072
	1.87
	1.29; 2.70

 
	High grief trajectory (n = 107)
	52
	676
	5.63
	3.52; 9.01

 
	Anxiolytics and sedativesb

 
	Low grief trajectory (n = 670)
	123
	4,536
	1
	-

 
	Late grief trajectory (n = 122)
	33
	798
	1.59
	0.99; 2.54

 
	Moderate/decreasing grief trajectory (n = 526)
	95
	3,510
	0.94
	0.69;1.28

 
	High/decreasing grief trajectory (n = 310)
	91
	2,072
	1.77
	1.26;2.48

 
	High grief trajectory (n = 107)
	41
	676
	2.60
	1.63; 4.14



aAge, gender, personal relation, education, Charlson Comorbidity Index.

bAccording to an adjusteda logistic regression model with the low grief trajectory as reference.

cGP talk therapy and/or sessions at private-practice psychologist or psychiatrist.



Use of antidepressants was also higher in the LaGT [OR = 2.46 (95% CI: 1.53;3.97)] and HDGT [OR = 1.87 (95%CI: 1.29;2.70)] and use of anxiolytics and sedatives was higher in the HDGT [OR = 1.77 (95%CI: 1.26;2.48)] compared to the LGT (Table 2).



Mortality

In total, 186 (10.7%) died during 3–10 years after the patient's death, and the HGT was associated with mortality [HR = 1.88 (95% CI: 1.11; 3.21)] compared to the LGT (Table 3).

TABLE 3 Associations between grief trajectories and mortality.


	N = 1,735
	Number of deaths
	% of trajectory group
	Follow up years
	Adjusted HRa
	95% CI





	Mortalityb

 
	Total
	186
	10.7
	
	
	

 
	Low grief trajectory (n = 670)
	49
	7.3
	4,536
	1
	-

 
	Late grief trajectory (n = 122)
	19
	15.6
	798
	1.25
	0.70; 2.20

 
	Moderate/decreasing grief trajectory (n = 526)
	54
	10.3
	3,510
	1.20
	0.80;1.80

 
	High/decreasing grief trajectory (n = 310)
	41
	13.2
	2,072
	1.51
	0.98; 2.33

 
	High grief trajectory (n = 107)
	23
	21.5
	676
	1.88
	1.11;3.21



aAge, gender, personal relation, education, Charlson Comorbidity Index.

bAccording to an adjusteda Cox regression model with the low grief trajectory as reference.






Discussion

Compared to relatives with a persistent low level of grief symptoms, we found that the grief trajectory groups with higher levels of symptoms had more contact to GP, higher use of mental health care and medication and excess mortality. This was significant for relatives in the HGTs of persistent grief symptoms for all outcome, including contact to GP in the time period until seven years after bereavement. Furthermore, those in the HDGT had a higher use of medication and those in the LaGT had a higher use of antidepressants compared to the LGT.


Comparison with existing literature

Bereavement has consistently been associated with increased use of health care and psychotropic medication (4, 5, 18). The present study establishes that individuals most likely to receive excess health care services beyond 3 years after bereavement were those with high levels of persistent grief symptoms. The long-term findings regarding health care are likely to be impacted by events such as illness of the relative or other losses during the ten-year period after the patient's death. However, such events may also impact the other grief trajectory groups.

A prior study of health care use before bereavement showed that the HGT was associated with more contacts to GP, medication use, and use of mental health services (24). The relatives in the HGT may have predisposing vulnerabilities and challenges and that severe illness and bereavement pose a high level of distress that they find difficult to handle. Furthermore, relatives with HGT had a lower educational level for both spouses and adult children of the ill person (23). Hence, prior mental health conditions and low educational level are risk factors for long-term psychological distress in bereaved relatives. Nevertheless, the findings of the present study may be connected with confounding by indication as the persons in the HGT had higher health care use prior to bereavement, but the findings underline that relatives in the HGT are persons who are likely to need additional support from the health care system.

The contact pattern to out-of-hours GP services was diverging. These services are intended for acute situations and available free of charge to all citizens in Denmark (37). Hence, it is at first sight encouraging that persistent grief symptoms may not significantly affect the long-term use of these services as this could indicate that the supportive services provided during daytime sufficiently support the relatives. However, the connection between daytime consultation and out-of-hours use may be complex and those with need for mental health support might call helplines for mental health. A recent study showed that the use of out-of-hours GP services among citizens above 75 years of age was not lower if the patient had more daytime consultations in general practice (38), and personal characteristics rather than organizational factors were suggested to affect the use of out-of-hours GP services. Hence, out-of-hours contact may not be relevant health care for the participants.

Regarding psychotropic medication, the use of antidepressant and anxiolytics and sedatives was significantly higher in the HDGT and HGT than in the LGT. Approximately 18% used psychotropic medication in the first year after bereavement (39). Our results indicate that early grief patterns may predict health care use is a new finding that extends prior knowledge of higher medication use in bereaved compared to non-bereaved (4, 18). Hence, a specific group of relatives may be recognizable for intervention, especially as the HGT has been found to be associated with higher medication use already before bereavement (24).

We found that relatives with HGT had a higher use of any mental health service after bereavement. Hence, the available services seem to be directed at those with the most severe symptoms. However, the persistent need for mental health service over a long-term period could indicate that the existing interventions may not be sufficient to address the needs of bereaved relatives. Also, the vulnerability of the relatives in the HGT group may also be related to prior health and mental health conditions contributing to their need for individually adapted mental health services.

Talk therapy sessions with the GP and private-practice psychologists early in the bereavement period have been found to reduce the risk of suicide, deliberate self-harm, and reduce psychiatric hospitalization in bereaved persons (40). The HGT was associated with GP talk therapy but not psychotherapy by a psychologist among relatives before the death (24). Thus, general practice holds an important task to support those in the HGT, who are more likely to have a low educational level and may not have the economic or mental resources to attend therapy with a psychologist. In recent years, more attention has been drawn at relatives and new knowledge has emerged to inform health professionals, including a supportive intervention in general practice using a dialogue questionnaire (41) and the integrated process model of loss and grief to support the understanding of grief in general (1).

We found that relatives with HGT had a higher mortality compared to relatives with LGT. Previous studies did not compare mortality according to symptoms levels, but excess mortality has been found for bereaved compared to non-bereaved persons in most (3, 17), but not all previous studies (18). Bereaved relatives constitute a heterogeneous group with different risk factors for experiencing adverse bereavement outcomes (3). Caregiving for a close relative have been suggested to buffer the stress reaction in relatives (19). However, if the relative suffers from distress due to their own physical illness this may add to their vulnerability and grief symptoms. Development of persistent high grief symptoms may be due to several risk factors, and our findings support that comorbidity is likely to play an important role as an intrapersonal risk factor for bereavement outcome (12).



Strengths and limitations

The main advantages of the current study are the follow-up time of 10 years, the longitudinal study design of grief symptom assessment at three time points in 1,735 relatives, and the combination with valid register data on health care services. The Danish registers are considered almost complete, and the data can be linked precisely (42). We used grief trajectories based on repeated grief measurements as exposure, which can be considered a strength as persistent grief reactions were included. The association between having persistent high levels of grief symptoms and higher use of health care services may be considered to be confounding by indication as those in the exposure group HGT with the highest symptom level may have an a priori higher use of health care due to symptoms.

The study was limited by the number of participants and thus lacked power to investigate for instance the different types of mental health services. Also, the follow-up of 10 years may be seen as a limitation to reveal long-term impacts of bereavement on mortality. The study included no comparison group from the background population, which was a limitation. Beyond seven years of bereavement, the association of higher use of primary health care in the HGT seemed to level out. This may indicate that the impact of bereavement diminishes over time. However, it could also be due to the group size as a small group of relatives in the HGT could potentially have had many contacts and this effect would diminish if they had died during follow-up.

The study population was younger and had a higher educational level than non-participants (18, 23). As those with high education may have lower symptom levels, the prevalence of high grief symptoms might have been underestimated in the present study. Still, we believe that the results may be generalizable to bereaved relatives in Denmark and in countries with similar health care systems.




Clinical implications

Despite increased use of health care, including mental health services, those in the HGT had a persistently high level of symptoms. Also, the higher use of medication in the group may indicate a need for further intervention. Bereavement support has been shown to benefit symptomatic persons with psychological distress and need of intervention (43). These findings highlight the importance of identifying those at risk as it may allow for timely intervention, including referral to extended mental health services. For instance, the relatives' symptom levels and needs for support could be systematically assessed by health professionals in primary and secondary care, preferably already before the patient's death.

Individuals with elevated grief symptoms were more likely to engage with general practice in the present study. In contrast, a previous study in the US found that relatives with a high grief symptom level underutilized healthcare measured as contacts to the health care system (44). These differences suggest that in settings with universal healthcare access, the opportunity for contact with vulnerable relatives may be better. Hence, this enables health professionals to proactively plan a follow-up appointment regarding mental health symptoms.



Future research

To mitigate adverse bereavement reactions, further studies are needed to explore the effects and implementation of targeted intervention in primary care. Such studies should focus on individuals at risk of complications or showing symptoms of distress, such as intensive levels of grief (43). Supportive interventions in general practice starting before bereavement needs further implementation (45), and online interventions show promising results for further implementation to address the increasing demand for mental health support (46). Additionally, we need to further explore the pathways of shared care between health care sectors and the availability of mental health services for bereaved relatives in primary and secondary care and improve collaboration and implementation of evidence-based interventions.



Conclusion

In this follow-up study, we found that relatives with persistently high grief symptoms had more frequent contact with primary care up to seven years after bereavement and higher use of psychotropic medication, mental health services and mortality for at least 10 years after bereavement.

These results extend our earlier findings, showing that relatives in the HGT are vulnerable and already have higher primary care use before the patient's death. Moreover, despite seeking mental health care, these relatives continue to use more medication. Thus, the existing interventions may not be sufficient since this group seems to need long-term support. The present findings highlight the need for targeted interventions of long-term support, particularly in primary care, to adequately address the needs of this high-risk group of bereaved relatives.
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The rising burden of chronic illness, driven by increased life expectancy and an aging population, has amplified the demand for family caregiving and research thereof to assure the well-being of families in the future. Addressing these challenges requires an evaluation of the existing gaps in research on family caregiving and well-being in adult chronic illness. In order to achieve this, seven scholars from various academic disciplines who are researching this topic in Austria, Germany, and Switzerland convened for a two-day workshop in 2024. Discussions were complemented by a set of initial literature searches. The workshop revealed that studies documenting the burdens of informal caregiving have tended to overlook the broader family and social contexts, as well as the well-being of families as a whole, by focusing on single perspectives and improvement of disease management. Thereby, current research fails to address the diverse needs of all family members involved and often neglects intertwined factors like gender, socioeconomic status, and access to the formal health and care system. This results in gaps in how these intertwined factors influence family caregiving and well-being. We propose a more comprehensive, interdisciplinary investigation of family caregiving and well-being in future studies. Further scientific consideration is needed to adequately address the structural and procedural barriers to (in)formal support for families. Understanding the real-life complexities of caregiving can contribute to bridging gaps in research and practice, while promoting family-centered approaches to contribute to health equity. Research and practice recommendations are provided.
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1 Introduction

The burden of chronic diseases, defined as health conditions that persist and necessitate continuous management over an extended period (1), is increasing in Europe due to improved life expectancy and demographic changes toward an aging population (2, 3). Family members provide substantial support to chronic ill adults, understood as informal care that is characterized by a lack of formal training or financial compensation (4). This informal care provided by families is an important cornerstone of health care (5, 6). Due to the predicted shoratage of health professionals, there will be an even greater need for family members to five care in the future (5, 7–10). However, families are constantly under change. For example, family members are more geographically dispersed which leads to shifts in the set-up of households and what it means to be a family (11, 12). This highlights that what constitutes a family is bound to social change (12), but affecting who is considered to need (formal) support and thus a matter of (intergenerational) health and equity concerns (13, 14). As family caregiving of chronically ill individuals is of critical importance to the functioning of our communities and societies (15, 16), it is of the utmost importance to better understand the complex issues at stake to be best prepared for the challenges ahead.

In light of the complex interplay between adult chronic illness, family caregiving and wellbeing, it is imperative to undertake a comprehensive evaluation of the existing research gaps from an interdisciplinary perspective. This is warranted by the recognition that diverse academic disciplines may approach this subject from various perspectives (17), thereby encouraging innovation, creativity, productivity and overall research success (17, 18). To achieve this, a two-day workshop on “Chronic illness and family over time”, funded by the Swiss National Science Foundation (222885), was held in February 2024 in Zurich, Switzerland. (see the agenda in Supplementary material S1). The workshop included seven scholars (see authors) from diverse academic backgrounds, including public health, nursing, education, disability studies, sports, social sciences, and gender studies to enhance reflexive problem understanding. The scholars came from research institutions in Austria, Germany, and Switzerland and were of different genders, ages and research seniority to ensure a diversity in perspectives. In preparation for the workshop, various initial literature searches were conducted to support the workshop discussions (details on the review process are provided Supplemental material S2).

This perspective article focuses exclusively on presenting the workshop discussions on current findings and research gaps in relation to family caregiving and well-being in adult chronic illness. It is important to acknowledge that both terms - family caregiving and well-being - are very broad and lack precise definition, instead respresenting social and therefore deiscipline-specific constructs that require careful reflection (19). Given this inherent uncertainty and the breadth of workshop discussions, which included theoretical, methodological and ethical considerations, this article is pertaining to family caregiving and well-being in adult chronic illness only to ensure coherence and actionable insights. This focus enables coherence on aspects that were rich and the insights to be actionable. While broader reflections on theoretical and ethical aspects were invaluable, reporting them would risk to dilute clarity. Aware of this, we will first describe the fragmented evidence on family caregiving in chronic illness from the perspective of health and social sciences. Second, we will present how family well-being in chronic illness is assessed and discuss its strengths and limitations. Third, we will stimulate a discussion on the implications for research and practice, providing recommendations for future directions. Therewith, the authors of this perspective article offer several contributions to the current field of (applied science) research with regard to family caregiving and well-being in chronic illness to ensure the sustainable and equitable promotion of family-centered care to support family well-being.



2 Family caregiving in chronic illness

The health sciences have demonstrated a particular interest in family caregivers as proxies for ill people with the aim of providing support and managing illness trajectories (20). The challenges and burdens experienced when providing care for a family member with a chronic illness have been the subject of extensive research and documentation (6, 21, 22). Studies have documented the negative impact of caregiving on physical, emotional, financial, relational, educational, occupational, recreational, and social aspects (23, 24), but have also identified potential stress-relieving effects (25, 26). This research has led to a broad consensus that family caregivers need support, based on the assumption that a causal relationship exists between caregiving responsibilities and overburden (27). However, this view overlooks the diversity of skills and competencies of family caregivers (28). For instance, family members have demonstrated the ability to negotiate different caregiving roles and responsibilities within various family networks, a process that is constantly evolving (29). Health literacy has been reported as being unevenly distributed across families’ social networks and used as a resource when and where needed (30). Therefore, not all family caregivers possess the same competencies and management styles to cope with different strains and thus may differ in their support needs. Moreover, empirical studies on caregiving in families tend to focus on single perspectives, such as those of adult family caregivers (21), of children and young people as family caregivers (31), or of dyadic relationships between spouses (32, 33), thereby almost decontextualizing caregiving from the family and social context (23, 33, 34). Such studies overlook the importance of family relationships and the ways in which they are part of life courses and distinct biographies, while individuals may be both caregivers and care-receivers at the same time (35).

From a social science perspective, the family, as an intergenerational community has demonstrated resilience despite all changes in the context of illness and caregiving challenges (36) and is still considered as a ‘hidden health system’ (37). Women up until now shoulder the primary responsibility of caregiving for chronic illness in the family (5, 38, 39). While men also give care, they apparently face higher levels of stigma (40). At the same time, families are diversifying, with increases in one-child households and patchwork families (35). These dynamic changes in family caregiving suggest that more comprehensive approaches in chronic illness may be needed (41). This is particularly true given the intricate interweaving of chronic illness into family life, with its attendant influence on and influence from gendered family norms, ambivalences of dependence and independence, and the tension between collective “we” identities and individual autonomy (42–44). In addition, the role of the family in caregiving is shaped by economic, educational, social, and health system contexts (36) and involves interactions between informal and formal care systems (45). These dynamics are further influenced by factors such as socioeconomic status, educational attainment, migration-related barriers, and racial discrimination (46, 47), which require further understanding concerning family caregiving.



3 Family well-being in chronic illness

Despite the absence of a universially accepted definition of family well-being in the health sciences, its is understood to be a multidimensional concept encompassing physical, social, economic, and psychological dimensions (48–50). It is often explored through related concepts such as family functioning, resilience, health, and flourishing (49); it is also treated as a dimension of family functioning (51), which is considered to be a cornerstone for assessing the family quality of life (QoL) (52). There is an overall overlap between the different concepts, as for example between QoL and well-being, with the latter being typically used more broadly and holistically (53).

Due to the multidimensional nature of family well-being, various tools have been used to measure it in the context of chronic illness, such as those assessing family QoL (48) or family functioning (54). Although these tools differ in focus, a common feature is that they primarily assess the individual perspective of either the ill person, the primary caregiver, or a family member. However, it is questionable whether the perspective of one member can capture the complexity of a family’s overall well-being (55).

A growing body of literature demonstrates the reciprocal relationship between individual and family well-being (56, 57), highlighting the need for approaches that consider the family as a whole (48, 58, 59). However, tools that capture the perspectives of multiple family members remain limited (60–62). Those available are predominantly validated for traditional “married with child” families and often lack the capacity to provide an overall family score. Furthermore, as recent reviews have highlighted, most measurement tools have been used in studies with participants who were white or presumed to be white (54). As a result, little is known about family well-being and functioning in families from diverse backgrounds.

Moreover, most family well-being measures originate from the late 1970s and early 1990s, drawing primarily on the McMaster Model or the process Model of Family Functioning as well as findings from family interviews (60, 62, 63). These early tools, listed in Table S3 in the Supplementary material, were intended for screening families in need of support and as research instruments. Scholars typically achieved validation by comparing responses from one family member with findings from interviews. The earlier tools show a focus on family functioning, covering dimensions such as problem-solving, communication, roles, affective response, affective involvement, behavior control, as well as values and norms, but not on how such aspects as, e.g., roles are viewed from different perspectives. Subsequent tools narrow their perspective to specific aspects of the original measures (64, 65) or are more closely aligned with QoL frameworks, incorporating domains such as emotional well-being, physical/material/financial well-being, and support (66, 67). Over time, many family well-being assessment tools have emerged, each varying slightly in focus and domain coverage. This proliferation has led to review articles (48, 54, 61) and initiatives1 aimed at cataloging and summarizing existing tools. Despite these efforts, a lack of consensus remains, as single tools only cover partial aspects of family well-being (Table 1).


TABLE 1 Overview of the different family well-being assessment tools.


	Concept
	Scale
	Domains
	Number of items
	Target populations
	Available languages
	Year

 

 	Family functioning 	Family Environment Scale (FES) 	1. Family relationship, 2. Personal growth, 3. System maintenance and change 	90 	Adult(s) and/or child(ren) from 11 years onwards 	>22 languages, incl. Eng, Chi, Jap, Mal, Spa, Por, Gre, Heb 	1974


 	Family APGAR Index: Family Adaptation, Partnership, Growth, Affection, and Resolve 	1. Adaptation, 2. Partnership, 3. Growth, 4. Affection, 5. Resolve 	5 	Adult or child from the age of 10 onwards, for families with chronically ill person 	Eng, Chi, Jap, Spa 	1979


 	Family Assessment Device (FAD) 	1. Problem solving, 2. communication, 3. Affective responsiveness, 4. Affective involvement, 5. Behavior control, 6. General functioning 	60 	Adult or child from 12 years onwards, for families with chronically ill person 	Eng, Ger, Fre, Chi, Gre, Hindi, Ice, Ita, Por, Spa, Swe, Tur 	1983


 	Family Relationship Index (FRI) 	1. Family cohesion, 2. Family expressiveness, 3. Family conflict 	12 	Adult(s) and/or child(ren) from 11 years onwards, for families with chronically ill person, with and without child(ren), for couples as well as single parents 	(see FES) 	1983


 	Assessment of Strategies in Families-Effectiveness (ASF-E) 	1. System maintenance, 2. System change, 3. Coherence, 4. Individuality 	18 	One person representing the family, unclear if this could be a child 	Eng, Ger 	1991


 	Family Functioning Family Health and Social Support (FAFHES) 	1. Affect, 2. Affirmation, 3. Concrete aid 	20 	Designed for caregiver, with and without child(ren), living in same household 	Eng, Ger, Per 	2002


 	Brief Assessment of Family Functioning Scale (BAFFS) 	1. General functioning 	3 	Adult caregiver with or without child(ren), living in same household 	(see FAD) 	2019


 	Family QoL 	Beach Family Quality of Life Scale (FQOL) 	1. Family Interaction, 2. Parenting, 3. Emotional Well-being, 4. Physical Well-being / Material Well-being, 5. Disability-Related Support. 	25 	Adult in family with child(ren) with or without disability, also possible for a parent with a disabilty 	Eng, Fre, Spa 	2006


 	(Canadian) Family Quality of Life survey 	1. Health of the family, 2. Financial well-being, 3. Family relationships, 4. Support from other people, 5. Support from disability-related services, 6. Influence of values, 7. Careers and preparing for careers, 8. Leisure and recreation, 9. Community involvement 	54 	Main adult caregiver with child(ren) with or without intellectual and/or developmental disabilities 	Eng, Ger, Bos, Chi, Dut, Fle, Far, Fre, Ita, Jap, Mal, Pol, Por, Slo, Spa, Tel 	2006


 	Family Reported Outcome Measure (FROM-16) 	1. Emotional, 2. Personal and social 	16 	Adult with (chronic) ill family member of any age 	>30 translations, incl. Eng, Ger 	2014


 	Family Health 	Family Health Scale 	1. social and emotional health processes, 2. family healthy lifestyle, 3. family health resources, 4. family external social supports 	32 (short version 10) 	Adult(s) in heterosexual relationship with child(ren) 	Eng, Chi, Por 	2020





Eng, Englisch; Chi, Chinese; Jap, Japanese; Mal, Malay; Spa, Spanish; Por, Portuguese; Gre, Greek; Heb, Hebrew; Ger, German; Fre, French; Per, Persian; Ice, Icelandic; Ita, Italian; Swe, Swedish; Tur, Turkish; Bos, Bosnich; Dut, Dutch; Fle, Flemish; Far, Farsi; Pol, Polish; Slo, Slovenian; Tel, Telugu. Further details of the scales mentioned are given in the, see Supplementary Table S3.
 



4 Discussion

Our interdisciplinary workshop catalyzed an engaging and mutual beneficial learning experience about strengthening the evidence base for family caregiving and well-being in chronic illness. It brought together diverse perspectives and bodies of knowledge from the health and social sciences, highlighting the need for an interdisciplinary approach that acknowledges the complexity and heterogeneity of family caregiving realities across different health and care systems.

A substantial proportion of research has focused on family caregivers of individuals with chronic illnesses. However, the broader family and social context in which these caregivers operate has received comparatively less attention than the study of their relationships (23, 33, 34). Consequently, there is an urgent need for a more comprehensive understanding of family well-being, one that transcends the confines of a single perspective as a proxy. This calls for acknowledging the complexities, diversity, and relational reciprocity inherent in caregiving experiences across diverse families and among their members, while recognizing that family caregiving is inextricably intertwined with the formal care services of the broader welfare system (68–71). This type of evidence is paramount for developing effective support strategies tailored to the needs of family members most in need of support. Only thereby, can we contribute to the overall well-being of the family and address social inequalities within the broader health and care systems. Based on this, the following research and practice recommendations are considered of utmost importance in tackling the challenges ahead for our aging societies. Research and practice recommendations are:


	1. Call for interdisciplinary research approaches that integrate health sciences, social sciences, and family studies. Emphasize the importance of intersectionality to explore how family caregiving and well-being in chronic illness is shaped by diverse factors such as gender or socioeconomic status (72).

	2. Encourage (longitudinal) research that considers a lifespan perspective and/or the complex, lived realities of diverse families that do not necessarily follow linear causality (54). Focus future research on exploring the interrelated experiences of family members as a unit, rather than in isolation, highlighting the necessity of a systems-thinking lens to examine the complexity of informal-formal caregiving interactions across different health and social systems (11). Such research perspectives would allow for a deeper understanding of the diversity and heterogeneity of families, including their ambivalences (35), while considering the specifics of the health and care system (45, 69).

	3. Greater participation of individuals/families in research, practice, and policy so that they can influence agendas in ways that are meaningful to them (73, 74), for example through priority setting (73), while accounting for the diversity of families and those in vulnerable situations.

	4. Conduct a concept analysis (75) to develop a conceptual understanding of family well-being. This will lay the groundwork for the development of comprehensive tools that assess family well-being with scales that account for the diverse perspectives and meanings. Such scales could be a valuable addition to a nursing practice’s toolkit for identifying the most vulnerable family situations and members for support interventions.

	5. Stronger acknowledgement and integration of a family-centered approach into primary care services and coordination of support services from health to social care.

	6. Introduce policy frameworks that support comprehensive family-centered care interventions, which consider the needs of all: the ill person, informal caregiver, and the entire family as a unit, to mitigate health inequalities.

	7. Ultimately, such a more comprehensive interdisciplinary approach toward research, policy and practice would enable a more nuanced understanding, which would support the development of targeted and effective interventions for informal caregiving families and improve their overall well-being.



This research perspective integrates evidence, expertise, and knowledge from various disciplines. However, it has some limitations that must be acknowledged. The workshop format encouraged reflective thinking and collaborative learning among scholars of diverse disciplines, ages, and genders. The initial literature searches provided a foundation for the discussions by identifying gaps in the existing literature. Because these searches were not systematic, we may not have considered all available evidence (76), and the discussions may have been influenced by group and power dynamics (77). Nevertheless, the interdisciplinary workshop format enabled us to contextualize the identified evidence within various scholarly traditions (78). This provided a more comprehensive overview than would have been possible otherwise (78), allowing us to generate ideas for innovating research on the matter openly. The discussions also addressed theoretical underpinnings and ethical considerations of family caregiving in adult chronic illness. When discussing ethical aspects in family research from an interdisciplinary perspecptive, divergent epistemic frames of references were encountered (79), with the emerging complexity extending beyond the scope of this article.



5 Conclusion

The complexities of family well-being in the context of chronic illness are characterized by a fragmentation of focus, with a prevailing emphasis on the perspectives of caregivers within the field of health sciences, who are considered proxies for the chronically ill person. It is imperative to recognize the necessity of an interdisciplinary and more comprehensive approach to understand the complexity of caregiving for chronically ill people within diverse and changing families, as this is the only way to ensure health equity in the context of an aging society undergoing social change.
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Introduction: The death of a child represents one of life’s most profound stressors, often resulting in long-term emotional dysregulation and the potential for mental health diagnoses. This qualitative study explores how bereaved parents experience informal social support attempts.
Methods: Sixteen bereaved parents in Australia were recruited through social media and bereavement support networks and participated in in-depth, semi-structured interviews. Reflexive thematic analysis was applied to interpret participant narratives, with data collection and analysis conducted iteratively. Findings revealed that potential support interactions were rarely neutral: they either offered grounding through perceived safety, or heightened distress through judgement or avoidance.
Results: Four overarching themes were developed: Societal Norms (The Western World), articulating societal bereavement norms; Bereaved Parents’ Experiences (The Untethered World), describing bereaved parents’ internal disruption of identity and coherence; Potential Support Providers’ Perceived Experience (The Uncertain World), capturing perceptions of informal social support providers’ uncertainty with providing support; and Quality of Interactions (The Precarious World), detailing how support interactions either alleviated or exacerbated bereaved parents’ distress. A key mechanism, reciprocal regulation, was identified, whereby bereaved parents mirrored the emotional availability or avoidance of their potential support providers. The findings articulate the complexities of social support done well by affirming the importance of attunement.
Discussion: This study offers an expanded understanding of grief as a relationally co-regulated process and calls for improved grief literacy and societal support.
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 grief; bereaved parents; informal social support; reciprocal regulation; qualitative research


Introduction

The death of a child, often sudden and typically off-time, is widely regarded as one of the most devastating forms of bereavement (1–4). It poses enduring challenges for adaptation and places parents at heightened risk of adverse biopsychosocial outcomes (5, 6). Between 10 and 25% of bereaved parents experience significant emotional dysregulation (7–10), with prolonged grief disorder (PGD) affecting up to 30%, almost 10 times the prevalence in the general population (11). Common reactions include anxiety, depression, guilt, anger, hopelessness, maladaptive health behaviours (12–14), and diminished workplace participation (15). These persistent stressors demand robust coping strategies.

As one of life’s most profound stressors (16, 17), bereavement requires effective coping strategies to facilitate adaptation. Coping, defined as the cognitive and behavioural efforts to manage stress (18), is conceptualised in Lazarus and Folkman’s transactional model (19) as an oscillation between problem-focused and emotion-focused strategies. Stroebe and Schut’s Dual Process Model (DPM; 20) applied this oscillation to grief, framing adjustment as movement between loss-oriented and restoration-oriented processes. More recently, Guldin and Leget’s Integrated Process Model (IPM; 21) presents grief as an ongoing navigation of tensions across physical, emotional, cognitive, social, and spiritual dimensions. Together, these frameworks highlight that adaptation is not linear but involves ongoing negotiation of intrapersonal and interpersonal demands, shaped by social and cultural contexts.

Among the most critical resources in this process is informal social support. Defined by Cobb (22) as the perception of being loved, valued, and part of a mutual network, informal social support is widely recognised as a buffer against psychological distress (23–30). Support from family, friends, colleagues, and community members (31–33) can buffer distress following bereavement generally (34, 35) and child loss specifically (36, 37). Yet, inadequate attempts at support can also intensify distress (38, 39). Around one-third of bereaved individuals report harm from unhelpful or inadequate support (40), with avoidance, platitudes, or lack of empathy, compounded by providers’ own distress (41–44), often leaving parents feeling more isolated (41, 42). The mismatch between received support (what is offered) and perceived support (its adequacy) is particularly consequential (45–47).

From a social constructionist perspective (48), grief is shaped by cultural norms that dictate how it should be expressed, its duration, and what constitutes ‘healthy’ adaptation. In Western societies, these norms are informed by grief denial (49) and death denial (50). Grief denial reflects discomfort with grief’s intensity, leading to the suppression and marginalisation of grieving individuals (49). Death denial, rooted in Rank (51) and Becker (52), describes unconscious defences against death anxiety, which is linked to existential distress and compulsive behaviours (53, 54). Death anxiety (55, 56), originating in survival-based neural systems (57), is managed culturally through practices that sanitise death and constrain mourning, pressuring bereaved individuals to resume normative roles quickly (58–61). Meanwhile, support providers are expected to care for others while grappling with their own discomfort and fear (45, 62).

Terror Management Theory (TMT; 63, 64) provides a useful lens for understanding these dynamics. It proposes that both bereaved individuals and supporters may conform to cultural norms to reduce existential anxiety. Although conformity may offer temporary relief, it can reinforce rigid expectations that hinder authentic expression and compassionate support. Over-adherence often results in avoidance, strained communication, and emotional distancing; dynamics that ultimately undermine the support process (65). The Interaction Model of Informal Social Support following Bereavement (IM-ISSB; 66) integrates these perspectives, framing support as reciprocal interactions between bereaved individuals and their networks. Helpful interactions strengthen bereaved and network relationships, while unhelpful ones weaken them. However, little is known about how these moment-to-moment exchanges unfold for bereaved parents and their networks, and how they are shaped by broader sociocultural scripts.


The present study

Although bereaved parents’ support needs are well documented (36, 37), few studies have examined the interactional mechanisms that distinguish helpful from harmful support or explored their embedding in cultural norms. Even fewer apply frameworks such as the IM-ISSB (66), Relational Regulation Theory (RRT; 29), or TMT (63, 64) to interpret these dynamics. Qualitative research is particularly scarce, despite its strength in capturing the lived, moment-to-moment experiences central to understanding support processes in social contexts.

Recent discourse has reframed bereavement support as a community responsibility extending beyond professional care (67). Yet meaningful support cannot be assumed (68). Without adequate skills and confidence, well-intentioned efforts may falter or cause harm (40, 43). Cultivating compassionate communities, therefore, requires transforming the social contexts of grieving and fostering grief literacy, which is a multidimensional skillset encompassing emotional, relational, and cultural competencies (68, 69). This study responds to these gaps by exploring how bereaved parents experience and interpret support interactions following the death of a child. Specifically, it examines parents’ lived experiences of grief, their perceptions of supporters’ responses, and the interactional and cultural mechanisms that facilitate or hinder adaptation.




Method

This study adhered to the Standards for Reporting Qualitative Research (SRQR; 70) and was cross-referenced against the Consolidated Criteria for Reporting Qualitative Research (COREQ; 71) to ensure comprehensive reporting of study design, researcher reflexivity, context, data collection, analysis, and trustworthiness. The study was conducted from a social constructionist perspective (48) within a constructivist–interpretivist paradigm (72, 73). This paradigm assumes that bereavement experiences are co-constructed through social interaction, embedded within cultural, relational, and contextual frames, and best understood through participants’ narratives interpreted alongside the researchers’ reflexive engagement (73). This lens acknowledges grief as both intrapsychic and interpersonal, situated in sociocultural contexts where meaning, identity, and expectations are negotiated over time. Researcher positionality and reflexivity are therefore viewed as integral to knowledge production rather than as sources of contamination (74).

A qualitative design was selected to capture the lived, interactional nature of bereaved parents’ experiences. Reflexive thematic analysis (75, 76) was chosen for its flexibility and capacity to attend to both semantic and latent meanings, while recognising the researcher’s active role in meaning-making. This approach was particularly suited to the aim of examining interactional and relational processes, as it allows exploration of explicit accounts and deeper interpretive layers.

Four theoretical frameworks provided interpretive scaffolding across the study. The DPM (20) sensitised analysis to oscillation between loss- and restoration-oriented coping. The IPM (21) directed attention to existential tensions such as meaning–meaninglessness and hope–despair. The IM-ISSB (66) highlighted the role of sociocultural grief norms in shaping exchanges of support. RRT (27) emphasised relational regulation and emotional synchrony in interactions. Collectively, these frameworks informed interview guide development, sensitised coding, and supported interpretation by situating moment-to-moment interactions within oscillatory, existential, relational, and cultural processes.


Researcher characteristics and reflexivity

The first author (JT), a registered psychologist and PhD candidate with extensive experience in grief counselling and bereavement research, conducted all interviews. She identifies as female and was engaged in both academic and clinical practice at the time of data collection. This background facilitated empathic attunement and rapport-building but also carried risks of interpretive influence. To mitigate these risks, reflexivity was embedded throughout the study (70, 71–77). The first author maintained a reflexive journal from study design through analysis, documenting assumptions, evolving interpretations, emotional responses, and potential influences of prior professional knowledge.

Consultation with co-authors provided opportunities to interrogate assumptions, challenge preliminary interpretations, and ensure coding decisions were grounded in participants’ accounts. No prior relationships existed with participants before recruitment. Interviews were conducted as a dedicated research activity, separate from any clinical role, to minimise power differentials and avoid role confusion. Researcher stance was one of interpretive partnership, positioning participants as experts in their own experiences while acknowledging the co-construction of meaning between interviewer and interviewee (74, 75). Rapport was supported through pre-interview check-ins, participant-led choices of timing and modality, and flexibility for pauses or breaks. Emotional safeguards included reminding participants of their right to stop or skip questions, provision of bereavement resource lists at pre-interview and interview conclusion, intentional closing check-ins (“How are you feeling?”; “Do you have support available right now?”), and next-day follow-up where distress was evident. These measures prioritised wellbeing while enhancing integrity and trustworthiness (72, 73).



Sampling and participants

The study was conducted in Australia (Nov 2024–Feb 2025) within a predominantly White, English-speaking cultural context where informal networks are central to bereavement support. Purposive sampling recruited bereaved parents via bereavement organisations and social media, supplemented by snowball sampling to reach parents outside formal networks. Initial participants were approached by bereavement organisation facilitators acting as gatekeepers. Maximum variation was sought across parental gender, cause of death, age at bereavement, and time since loss to capture a breadth of perspectives.

Eligibility required participants to be aged 18 years or older and to have experienced the death of a child at any time. Sixteen parents participated (13 women, 3 men), all identifying as White Australian (15 in Western Australia, 1 in Victoria). Ages ranged from 35–44 years (n = 3), 45–54 (n = 3), 55–64 (n = 3), to 65 + years (n = 7). Causes of death included illness, accident, drug overdose, suicide, sudden death, and stillbirth. Time since the child’s death ranged from 4 months to 38 years (median = 8 years). Although purposive sampling captured a wide range of bereavement experiences, the sample was self-selecting and predominantly mothers, which may limit transferability to fathers and non-binary parents. The sample was also culturally homogenous, reflecting structural barriers to research engagement for culturally and linguistically diverse groups (78). Findings should therefore be interpreted within this Western sociocultural context (79, 80). Sample size was determined pragmatically, guided by thematic sufficiency (77) and Malterud et al.’s (81) principle of ‘information power’ rather than data saturation.



Ethical considerations

Approval was obtained from the Curtin University Human Research Ethics Committee (HRE2024-0582). Participation was voluntary, with informed consent secured electronically via Qualtrics. Participants were reminded of their right to withdraw at any stage without consequence. Given the sensitivity of the topic, all participants received pre- and post-interview resources for psychological support. No financial incentives were offered to minimise perceived coercion.



Data collection

Semi-structured interviews were conducted between November 2024 and February 2025 by the first author. Participants chose their preferred timing and modality: eight via Microsoft Teams, seven via telephone, and one in person. Remote options improved accessibility for bereaved parents in metropolitan, regional, and rural locations, reducing barriers to participation. Although video and telephone formats may have influenced rapport, participants reported comfort and openness in sharing through these media. Interviews (60 to 120 min) explored bereavement experiences, perceptions of support, coping, and relational changes.

Initially developed from bereavement literature (62, 82, 83) and theoretical frameworks (20, 21, 27, 66), the interview guide was refined iteratively to allow emerging ideas to shape the inquiry. Doing so is aligned with our epistemology and reflexive thematic analysis. Questions explored participants’ bereavement experiences, perceptions of informal support, coping mechanisms, and relational changes. The guide combined open-ended core questions with prompts to elicit concrete examples and reflective meaning-making. These covered experiences of child loss (e.g., “Can you start by telling me something about your experience since the death of your child?”), support perceptions (e.g., “What form of support/help have you received from friends, family and others?”), coping mechanisms (e.g., “Have you experienced any growth and/or changes since you lost your child?”), and relational changes (e.g., “Have any relationships been lost during your bereavement?”). The format remained flexible to support participant-led narratives, thereby enhancing emotional safety and generating rich, contextualised accounts. Potential power dynamics were mitigated by positioning participants as experts in their experiences and adopting a collaborative, interpretive stance. Interviews were audio-recorded (Microsoft Teams or Otter.ai), transcribed verbatim using Otter.ai, checked for accuracy, anonymised, and securely stored in accordance with university protocols.



Data analysis

Data were analysed using Braun and Clarke’s (75–77) reflexive thematic analysis, situated within a constructivist–interpretivist paradigm (70–71). This approach acknowledges themes as products of co-construction between researcher and participant, shaped by interpretation and reflexivity. Analysis followed six iterative phases: familiarisation through repeated transcript reading; inductive line-by-line coding; clustering codes into conceptual groupings; reviewing candidate themes for coherence; defining and naming themes to capture analytic essence; and producing the final report with illustrative quotes balancing interpretation with participants’ voices.

Three authors contributed to analysis. The first author coded all transcripts, and two co-authors independently reviewed the developing codes to refine categories, check consistency, and challenge assumptions. Differences in interpretations were resolved through iterative discussion and consensus. NVivo 14 was used for data organisation, consistent with reflexive thematic analysis principles (75–77). Themes were generated inductively, though interpretation was sensitised by grief frameworks (e.g., 20, 21, 27, 66). Attention was given to emotional tone, metaphors, and contradictions, with deviant cases actively examined to refine thematic boundaries. Theme refinement involved comparison across transcripts until coherence and distinctiveness were achieved. The development of themes followed an iterative and reflexive process consistent with reflexive thematic analysis. Early interviews highlighted a broad spectrum of positive and negative support experiences, which initially clustered together under general “helpful” and “unhelpful” categories. As interviews progressed, participants elaborated on the nuanced qualities that distinguished attuned support (e.g., presence, validation, and permission to grieve) from misattuned or harmful support (e.g., avoidance, judgement, or platitudes).

These emergent distinctions informed the refinement of the interview guide, with later interviews probing more specifically into how these differences were experienced and negotiated in everyday interactions. This iterative approach allowed the analysis to move beyond descriptive categorisation toward a deeper understanding of the reciprocal processes that shaped bereaved parents’ experiences of support. Thus, themes became valuable not simply through frequency but through their resonance, explanatory power, and recurrence across participants, refined progressively through cycles of coding, memoing, consultation among the team, and participant feedback. The final thematic map has four overarching themes and associated subthemes (Figure 1). An audit trail of memos, coding logs, and thematic maps documented analytic decisions (see Supplementary materials).

[image: Conceptual diagram displaying how societal norms in the Western world—including death denial, grief denial, death anxiety, avoidance, and stigma—influence bereaved parents’ experience, support providers’ perceived experience, and quality of support interactions, with arrows indicating bidirectional relationships among these three areas.]

FIGURE 1
 Thematic Map of Themes and Subthemes.




Rigour and trustworthiness

Rigour was supported through strategies consistent with SRQR (70) and COREQ (71) guidelines, with compliance tables provided in the Supplementary materials. Trustworthiness was further addressed using Lincoln and Guba’s (73) criteria. Credibility was enhanced through prolonged engagement with the data, reflexive journaling, triangulation across interviews, field notes, and analytic memos, and member checking of preliminary thematic summaries. Seven participants provided feedback, ranging from affirmation of resonance (e.g., Ethan: “That certainly resonates”) to constructive critique (e.g., Mary: “Some of your statements resonated with me and some others did not…”). This process was treated not as verification but as a reflexive exchange that enriched interpretation; for example, Ruby’s reflection that “sometimes it feels like we live in the shadows of the grief… because it’s easier for those around us” informed the theme on societal discomfort and avoidance. Olivia likewise highlighted shared resonance: “It’s a comfort to know that it’s just not myself who feels the way I do….”

Dependability was supported through detailed documentation of analytic decisions, including reflexive journals, coding logs, and thematic maps. Confirmability was enhanced through reflexive practice and consultation with co-authors, which challenged assumptions and explored alternative interpretations (70, 71). Transferability was promoted by providing rich description of participant characteristics, contexts, and verbatim quotations to enable readers to assess relevance to other settings (84). Transparency was maintained through detailed documentation of coding iterations, thematic maps, and decision trails. Member checking occurred with preliminary thematic summaries, with participants’ feedback significantly informing refinement and contextual sensitivity. Finally, the quality of thematic analysis was benchmarked against Braun and Clarke’s (85) 15-point checklist (see Supplementary materials). Pseudonyms were used throughout to protect identities.




Findings

The findings are organised into four interrelated themes: Societal Norms (The Western World), Bereaved Parents’ Experiences (The Untethered World), Potential Support Providers’ Perceived Experience (The Uncertain World), and Quality of Interactions (The Precarious World). Member checking confirmed the resonance and validity of this conceptualisation. Olivia wrote, “I think the report absolutely hits the nail right on the head… It’s a comfort to know that it’s not just myself who feels the way I do, which is beautifully summed up in the report, to the exact letter.” Ethan similarly affirmed the framing, noting, “I love the way you have described the experiences as: Untethered, Uncertain, Precarious. That certainly resonates.” Mary also highlighted both the challenge and value of thematic condensation: “You have to be commended for finding four common themes… some of your statements resonated with me and some others did not…” These comments affirmed the thematic core while recognising the inherent heterogeneity of individual grief experiences.


Societal norms (the Western world)

Parents consistently described navigating a cultural context characterised by discomfort, avoidance, and a demand for restraint. Their grief often triggered the silence and withdrawal of others, revealing Western norms that prioritise stoicism and productivity over vulnerability. Ethan shared, “It’s that silence that almost feels suffocating, because no one knows how to respond… It’s totally their anxiety.” Zara echoed this sentiment: “I think society sticks their head in the sand… It’s just too ugly a topic.” This discomfort left many feeling emotionally abandoned. Ruby reflected, “People do not cope with grief… so they pretend it does not exist,” while Naomi observed, “They change the subject, or they keep quiet.” Stigma, especially around deaths involving suicide or drugs, further isolated parents. Lydia admitted, “I was worried about the opinions of the community,” and Isla noted, “If your child dies by suicide, there’s a fear of getting close to people like us… that it might be contagious.” Liam attributed this avoidance to deeper fears: “They do not want to get the reality because they do not want to think about the possibility of this happening in their own family.”

With regard to societal expectations, Liam suggested, “Impermanence and suffering contrast so starkly with societal norms… Our Western idea is to accumulate, to succeed.” As such, many parents faced pressure to resume normalcy. Zara said, “As soon as Paul’s funeral was done. I went back to work. I’m not getting the space to heal.” Ruby observed, “They give you about a couple of weeks,” and Liam summarised societal expectations: “Be sad for a few months… but really, after a year, you should be over it.” Emotional expression was often met with discomfort. Mary said, “Australians generally are not comfortable if you cry,” and Chloe added, “It’s ‘you’ll be all right, stop that’… just because the other person’s uncomfortable”.

These accounts were reinforced during member checking, where participants described how societal silence and avoidance reverberated through their everyday lives. Ruby concluded, “Sometimes it feels like we live in the shadows of the grief, not because we want to, but because it’s easier for those around us who feel uncomfortable with our grief.” Olivia echoed this resonance, explaining, “It’s a comfort to know that it’s just not myself who feels the way I do…” Together, these cultural scripts shaped how support was offered, withheld, or constrained, intensifying the precarity of the bereaved parent’s experience.



Bereaved parents’ experiences (the untethered world)

Bereaved parents consistently described their experience as an oscillation between two states: Existential Collapse and Integrated Existence. Existential Collapse represented profound disintegration across biological, psychological, and social domains. Parents described feeling emotionally paralysed, physically depleted, and existentially disoriented, as though their sense of self, purpose, and identity had been shattered. These moments often involved acute surges of longing, intrusive imagery, and a felt sense of the child’s absence that was so overwhelming it eclipsed daily functioning and the ability to connect with others. In contrast, Integrated Existence captured moments of coherence, where parents were able to sustain an enduring bond with their deceased child while simultaneously re-engaging with life, whether through relationships, work, spiritual practice, or creative expression. This state allowed them to carry the loss in a way that fostered meaning-making, connection, and adaptive functioning. The dynamic and constant movement between the two states was often unpredictable and shaped by how viscerally present or absent their child felt in a given moment.

The depth of Existential Collapse was particularly evident in parents’ accounts of the immediate aftermath of their child’s death, which they experienced as a devastating rupture. Isla captured the cognitive and physical toll: “Deep grief is the inability to think straight,” she said, adding, “I got sicker and sicker… you seem to catch every bug that goes past.” Sophie described public spaces as triggering: “I have most of my panic attacks in Woolies [a supermarket] or Kmart,” and Naomi added, “Everything distresses me. I just walk in the shopping centre, and sometimes I’ve just got to run out.” The enormity of their loss led to overwhelming desolation. Zara reflected, “There’s an awful hole in my life,” and Olivia described it simply as “hell.” Guilt and blame compounded distress. Ethan shared, “It feels like I could not protect him,” and Liam noted, “Blaming and anger gave me a strong sense of connection, so I tended to hang on to them.” Naomi added, “The guilt goes around and around… but she’s dead… there’s nothing I can do.” Over time, grief became nihilistic. Eliza noted, “A lot of things do not matter anymore,” and Mary stated, “Nothing can make up for it… I simply do not care.” She continued, “If I could give every cent that I had… and have Rosie back, I would do it”.

Beyond physical and psychological pain, many described a sense of disorientation. Lydia likened her grief to a phantom limb: “It’s like when someone has an amputee… they still have that connection.” Similarly, Naomi described, “It feels like a piece of my heart has been cut away and I cannot get it.” Some parents described wishing for death or reunion with their child. Freya said, “My hope was death,” and Lydia admitted, “I just want to be with my son. I just do not want to be here anymore.” Similarly, Isla recounted, “You’re wondering how your child is doing… what’s the use of living if they have died?” She summarised this shattered existence as, “We grow up, we have children… and then they die. That’s not right. It turns your order around.” Olivia captured such devastation in her statement, “I’ve had my dark night of the soul.” Time did little to soften this experience. Olivia explained, “People think it gets easier. It does not—it gets worse,” and Liam asserted, “The truth is grief goes on forever.” Social alienation further intensified the psychological collapse. Isla described, “You’re feeling like a stranger in a crowd. normal does not apply anymore,” and Mary exclaimed, “Do not they know the world has changed?” Collectively, these narratives reveal that child loss is a sustained existential crisis that reshapes one’s sense of self, others, and the world. Follow-up reflections during member checking further confirmed this experiential collapse. Freya, despite progress through EMDR therapy, admitted that “all the negative experiences in your summary resonated… unfortunately”.

Despite enduring grief, many parents described ways they integrated grief. Ethan explained, “I made a conscious decision when Kyan passed that I would find grace and beauty in life.” Ilsa described grief as multidimensional: “We have to address the physical, emotional, and spiritual aspects of ourselves, and redefine all three,” and Mary reflected on the transformation process, “You become a deeper, more compassionate, and kind person.” Alongside processing pain, participants described the necessity of continuing daily life, as Ruby noted, “You do not get over it, but you do get on with it”.

Central to this process was maintaining a bond with the deceased child. Jasmine described “doing things that are keeping him alive,” and Liam reframed grief as love: “It’s about love when you flip it around.” Symbolic rituals helped maintain this connection. Freya shared, “We write messages for her, and we send them up with some forget-me-not seeds,” and Ethan emphasised remembrance: “I feel I want to talk about him. I do not want him to be forgotten.” Relationships with their child’s friends also offered a continued connection. Lydia said, “I have a really good relationship with my son’s friends, so I get to see myself grow a bit with them.” Some intimate partnerships strengthened as reflected by Amelia, “The marriage we have is the saving grace… we are just there for each other.” Additionally, peer support was profoundly validating. Jasmine shared, “You hug someone that’s bereaved, and you can just tell by the hug that they get it.” Conversely, many recalibrated their social worlds. Ruby noted, “I have lost a huge circle of friends”.

Grief was described as a non-linear process characterised by oscillation between the states of coherence and collapse. Lydia noted, “You actually do not know how you are feeling… and that feeling can switch from 1 sec to the next,” and Jasmine echoed, “It’s different every day with me.” Social misunderstanding compounded this fluctuation. Jasmine shared, “If you happen to be happy 1 day… then you are down the next, they ask what’s wrong with you.” Meanwhile, grief often resurfaced unexpectedly. Liam said, “It changes and morphs… then may come back to bite you even 10 years later,” and Ruby added, “You’ll smell a smell, and it can take you right back to that moment”.

Emotional expression varied widely. Sophie noted, “Some days I can talk about Benjamin and not cry at all, and some days I cannot even mention his name.” Olivia explained, “I go backwards and forwards in my grief… I might get a little bit sociable, and then I might retreat.” Metaphors captured this shifting terrain. Amelia said, “The waves hit you… they crash into you at the same intense strength they did right when it happened,” and Jasmine described it as “a rollercoaster.” Despite the pain, moments of gratitude and love coexisted with loss. Zara reflected, “I try to connect to the gratitude and the joy of him… sometimes it’s quite easy… and other times it’s really not.” Ultimately, these fluctuations between the existential presence and physical absence of the child shaped whether parents felt grounded in integrated existence or pulled toward existential collapse.

Alongside oscillation between existential collapse and integrated existence, spirituality emerged as a vital regulating tool. Parents described spiritual encounters and practices as means of restoring coherence when faced with overwhelming grief. Lydia reflected, “I cannot stress enough about the spirituality side of things, because it’s not in the textbooks.” For her, spirituality provided a framework for integration that was not available in formal supports. Several parents described continuing bonds with their child through spiritual connection, dreams, or sensing their presence. Others found solace in legacy-building, such as community rituals or symbolic acts. Legacy-building offered meaning and purpose. Amelia shared, “People love that we do so much in Samuel’s name… fundraising and tree planting,” and Olivia described advocacy as “my life work now.” Spirituality was described as the most transformative element. Naomi recalled, “I could feel her lying next to me,” and Amelia summarised, “I’ve never really been particularly spiritual… but now I believe in a greater universe and signs, and that’s what gets me through my days… Samuel sends me signs… and comes to me in dreams… It’s become a new way of living.” These connections helped bridge the gap between enduring existential presence and physical absence. Ruby described this transformation as “It absolutely is my defining moment, because it is pre and it’s post.” Ultimately, integration was ongoing, shaped by enduring love, spiritual connection, and altered world views. These spiritual experiences enabled parents to remain tethered to their child and find moments of coherence amidst collapse, even when external support faltered.

Lydia, in her member-checking feedback, observed that “most, if not all, bereaved parents have experienced some form of spiritual encounter or connection with their child.” She also highlighted the diversity of responses to continuing bonds, noting that although legacy building is “very important to some, others just want to forget and move on.” At the same time, she highlighted that “commonly parents have contemplated suicide themselves.” Eliza highlighted the enduring gap left by child loss, contrasting it with other types of bereavement: “When a child is lost… there’s not the same opportunity to fill the gap that’s been lost.” Taken together, both the original interviews and the member-checking process underscored that child loss constitutes a sustained existential crisis, punctuated only intermittently by moments of integration anchored in enduring love, spirituality, and meaning-making.



Potential support providers’ perceived experience (the uncertain world)

Following the death of a child, bereaved parents became acutely sensitive to how others internally experienced and responded to their grief. Here, parents turned their gaze outward, speculating on the inner states of those around them, whether they seemed grounded, open and attuned to the parent’s needs, or uncomfortable, avoidant, and misattuned to the parents’ needs. These perceptions shaped how parents navigated their social worlds, informed whom they trusted, and influenced the boundaries they set around emotional exposure.

Some parents described supporters whose inner qualities allowed them to remain steady in the face of profound sorrow. These individuals were perceived as emotionally grounded, authentic, and spiritually open. Lydia appreciated her friend’s capacity for honesty and encouragement: “She does not sugar coat things, you know? She encourages me and has helped me, especially spiritually.” Freya interpreted her supporter’s simple presence as the ability to tolerate grief without fear: “She just held me and I cried, and she just said, you know, just let it go.” For Liam, silence itself was evidence of inner composure: “The bereaved person needs silence… to just be sitting there… and maybe bring a bar of chocolate.” Zara emphasised the rarity of genuine compassion, explaining: “To be in the company of someone who absolutely gets it is a gift. Really. It’s rare.” In these accounts, parents attributed helpful support not only to external behaviours, but to the internal steadiness, honesty, or compassion of the provider. This perceived inner capacity created emotional safety, validating grief without judgement or pressure to “move on”.

Conversely, many parents described interactions that suggested others were unable to emotionally tolerate their grief. These misattuned responses were interpreted as discomfort, avoidance, or self-centring, which intensified parents’ feelings of abandonment. Jasmine reflected on her sister’s silence: “[She] will not mention Jason’s name, and she does not mention Robert at all. I think she does not know what to say.” Zara noted the defensiveness of others: “People do not know what to say, and they are also glad it’s not them… and I do kind of get that.” Parents often attributed avoidance to supporters’ inability to cope, with Lydia observing, “People will cross the street so they do not have to talk to you.” Eliza interpreted silence as self-protective: “People do not bring him up… I think it’s for them. I think it’s to protect them”.

Other examples revealed supporters becoming overwhelmed by their own grief, leaving parents feeling displaced. Sophie recalled, “My sister-in-law was a bloody mess… acting like it was her child who had died… she’d message me with all her grief problems.” Ethan acknowledged the limits of compassion without lived experience: “I do not expect parents that have not lost a child to provide support… but I get it.” Sophie added, “If it had not happened to me… I do not know if I would have been the most supportive person.” Some interactions went further, where parents perceived supporters’ internal states as judgemental or blaming. Lydia confided, “He does not love me anymore if he can think that I was the cause of losing our son.” Freya felt silently judged: “I felt like everyone was thinking it was my fault.” Such misattuned inner positions were profoundly wounding, compounding guilt and shame, and reinforcing withdrawal.

Ultimately, parents interpreted platitudes, silence, redirection, or judgement as support provider discomfort and avoidance. These interactions challenged the parents’ sense of relational safety and highlighted the difficulty for support providers to effectively navigate the support exchange process. Lydia’s member checking feedback summarised the emotional toll of this pattern: “Missattuned support [elicits] feelings of abandonment and invalidation… This I am experiencing”.

These perceptions of supporters’ internal states, whether marked by openness, avoidance, or emotional paralysis, did not remain abstract impressions. Rather, they became visible and consequential in the lived dynamics of interaction. In other words, the ways supporters managed their own discomfort or steadiness directly shaped the quality of bereavement support interactions. This transition from internal perception to enacted relational experience is explored in the following theme, the Precarious World, where the fragility of social interactions is revealed through moments of attunement that stabilised parents, or misattunement that deepened their sense of isolation.



Quality of interactions (the precarious world)

The fourth theme explores how the quality of social interactions shaped bereaved parents’ lived experience of support. Whereas the Potential Support Providers Perceived Experience theme focused on how parents perceived the inner emotional capacities of potential supporters, the Quality of Interactions theme describes how these internal states were enacted in practice and co-regulated in the relational space. Interactions were precarious because they could tip parents toward stability or collapse depending on whether they were experienced as attuned or misattuned.

When supporters’ internal steadiness translated into behaviours of openness, honesty, or gentle presence, interactions were described as profoundly anchoring. Lydia captured this sense of attuned synchrony, “Just that connection without even any words.” Ethan described the power of minimal but embodied presence, “She just put her hand on my arm. And that’s all it took.” Letting parents lead the conversation was key. Lydia explained, “You have to let them release what they want to say,” and Sophie described helpful conversations as characterised by “ebbs and flows.” Ruby valued the freedom to “feel what you need to feel,” and Isla reflected, “My grief was being validated.” Speaking the child’s name was deeply meaningful. Amelia shared, “It brings us so much joy to hear someone say Samuel’s name.” Naomi added, “It does not hurt if you talk about Julie.” Isla remarked, “If you do not talk about Nathan, it’s as if he was never here”.

Symbolic gestures also offered comfort. Ethan shared, “I carried that poem she gave me for so long,” and Amelia appreciated the consistency of a friend: “Sophie has sent me an emoji every single day.” Meanwhile, witnessing other bereaved parents’ adaptation fostered hope. Isla noted, “If they can do it, so can I.” Trust was the foundation of helpful support. Zara expressed, “You just want a safe space… to catch you when you fall.” Crucially, these were not abstract perceptions of supporters’ capacities, but lived moments where grief was shared, mirrored, and held.

Interactions also carried risk. When perceived discomfort in the supporter manifested outwardly as avoidance, platitudes, or judgement, parents described feeling destabilised. Ruby pleaded, “Why are you avoiding me? I just need a hug.” Emotional incompetence compounded the issue. Lydia described awkward probing: “Some people poke the bear… they start shooting questions at you,” which Liam called “a lack of emotional skills or empathy.” Amelia rejected praise framed as strength: “We do not get a choice to be brave.” Passive offers were also frustrating. Chloe questioned, “They say ‘ring me if you need me.’ Why do I have to reach out to you?” Isla added, “We’re the ones that are hurting”.

Judgement and blame were especially damaging. Lydia worried about stigma. “It was a result of taking drugs… are they going to presume he was a drug addict?” Freya recalled, “My brother said… [if you had done something different] maybe she would have been fixed up early.” Moreover, dismissive responses caused distress, with Isla sharing a colleague’s dismissal: “I do not believe in grieving… I just get on with it.” Mismatched grieving styles also caused friction. Mary explained, “He wanted to talk, but I wanted to be with my own grief,” and Freya observed, “We’re on totally different wavelengths.” During member checking, Eliza remarked, “I know also that loss of a child can cause a marriage to break down. I can understand that from my own experience, as I know I have at times withdrawn into myself a lot, and some partners who grieve differently or at a different rate may find this difficult.” Furthermore, disempowerment occurred when grieving choices were overridden. Amelia warned potential support providers, “Do not give advice… even if you have lost a child, you still cannot give advice to that person.” These misattuned interactions often led parents to withdraw socially, intensifying their sense of vulnerability.

What made interactions precarious was the process of reciprocal regulation - the mutual shaping of emotional states between parent and supporter. Lydia explained, “If someone’s made you feel safe… you open up more, and they open up more.” Mary reflected, “It is my responsibility to tell them… unless you let them know, they will not understand… so, you cannot just blame them.” Chloe described co-regulation: “She just held me and I cried.” Mutual support among bereaved parents was particularly meaningful. Olivia said, “We support each other… we see each other’s souls.” Yet over time, parents became discerning about who could “hold” their grief. Parents sometimes sensed the supporter’s discomfort and responded by shielding or suppressing their own grief to protect the other from distress. In these moments, parents were not being comforted but rather regulating the emotional equilibrium of the supporter. Other times, withdrawal was enacted to preserve their own stability. As Chloe explained, “I’ve got to pull away… for my own sanity.” Sophie echoed this, “I definitely do not have the capacity to try anymore.” Such patterns illustrate that regulation was not a one-way process; bereaved parents actively co-regulated the relational field by modulating what they expressed or withheld.

Ultimately, helpful support was not defined by solutions, but by emotional synchrony. Relationships that offered presence, trust, and attunement became steadying anchors whereas those marked by avoidance and misattunement often dissolved. Reciprocal regulation was always in play, either stabilising or destabilising, depending on the quality of the interaction. Member checking feedback corroborated this theme, with Lydia remarking on the importance of “Finding the right fit.” She added, “Parents are very protective of who they tell their story to [and can be left] feeling vulnerable and isolated.” Ultimately, as Lydia’s feedback affirms, the quality of interactions hinged on emotional synchrony, not solutions. When interpersonal support was misattuned or absent, parents often turned to spirituality as a fallback form of regulation. For some, spiritual practices functioned as a substitute for the safety and anchoring that supportive relationships might otherwise provide. In her member checking statement, Lydia emphasised the protective value of spirituality: “Spiritually: most if not all bereaved parents have experienced some form of encounter/connection”.




Discussion

Bereaved parents in this study described grief as an oscillating, unpredictable process marked by shifts between existential collapse and moments of coherence. Their experiences align with contemporary grief models, particularly Stroebe and Schut’s DPM (20), which frames adaptive coping as oscillation between loss- and restoration-oriented processes. However, participants’ descriptions extended beyond functional coping strategies, revealing deeper existential instability, where grief disrupted their sense of self, others, and the world. To better account for this experience, Guldin and Leget’s IPM (21) adds nuance by identifying five existential polarities: meaning vs. meaninglessness, connection vs. isolation, order vs. chaos, control vs. helplessness, and hope vs. despair. The IPM views these tensions as persistent, lived polarities that bereaved individuals must continually navigate. Rather than being tasks to complete, these tensions are recurring experiential movements. Importantly, the IPM foregrounds the non-pathological nature of oscillation, presenting it as the very terrain through which adaptation unfolds (21).

Parents navigated these tensions continuously, often expressing competing needs, such as speaking openly versus protecting themselves, or connecting spiritually while simultaneously confronting despair. These existential fluctuations resonate with Relational Dialectics Theory (86), which conceptualises relationships as ongoing negotiations of opposing needs. Consistent with findings by Toller (87) and Hooghe et al. (88), participants oscillated between openness and emotional withdrawal, calibrating their level of expression based on the perceived safety of their relational context. Supportive responses—those marked by compassion and non-judgement—tended to foster emotional openness in the bereaved parents. In contrast, when interactions were coloured by judgement, discomfort, or misunderstanding, the bereaved parents often withdrew or silenced themselves.

Crucially, this study extends existing knowledge by illuminating why potential support may fail to help: it is not merely the presence or absence of support that matters, but how well it aligns with the bereaved person’s fluctuating relational and emotional needs. The dynamic interplay between bereaved parents and their informal support networks revealed that even well-intended support could be unhelpful when it fails to attune to these oscillations. This insight highlights the novel contribution of our study, shedding light on the interpersonal micro-dynamics that underlie failed support interactions and offering a nuanced understanding of how and why relational support interactions may both help and harm in the context of grief.

This relational dissonance was not only interpersonal but deeply existential, echoing broader philosophical-phenomenological accounts that frame grief as a fundamental disruption to one’s experience of the world. These accounts, particularly those of Ratcliffe (89), Brison (90), Humphreys (91), and Attig (92), offer further insight into the altered fabric of the bereaved’s existence. Ratcliffe (89) suggested grief alters the very structure of lived experience, creating a world suffused with a “spectral existence” of the deceased. Participants in this study exhibited this phenomenon, describing feeling the presence of their child as a persistent yet intangible absence, neither fully present nor entirely gone. Meanwhile, Attig (92) defines grief as a process of relearning the world, and participants reported repeated and painful confrontations with a world rendered unfamiliar and devastated by the absence of their child.

Emerging within this existential rupture is our core finding of reciprocal regulation, which is the mutual influence between bereaved parents and support providers. While grief reconfigured participants’ worlds, their social interactions with others either anchored them momentarily within that world or exacerbated their distress. Within a broader sociocultural context marked by grief and death denial, these interactions became emotionally charged exchanges. The concept of relational regulation (27) captures this dynamic, where attunement or misattunement functions as a mechanism of emotional mirroring. Attuned social support, defined by emotionally safe presence, validation, and acknowledgment of the parents’ continuing bond with their child, helped parents remain anchored in moments of coherence and connection. Conversely, misattuned interactions, characterised by avoidance, incompetence, or discomfort, were typically mirrored by the parent, prompting their silence, withdrawal, or disengagement. Some participants perceived such responses as stemming from unacknowledged death anxiety, which posits that grief can provoke defensive reactions in others when mortality salience is high (56).

Although “attunement” is often used descriptively in bereavement research, our findings highlight the need to unpack what it entails in practice. Attunement refers not simply to the provision of support, but to the supporter’s capacity to sense accurately, resonate with, and flexibly respond to the bereaved parent’s fluctuating emotional state. Consistent with Barboza et al. (93) and Barboza and Seedall (94), attunement can be understood as a dynamic process of relational resonance, in which compassion, emotional availability, and responsiveness converge to create a sense of being understood and accompanied. Parents described attunement as occurring when supporters were able to be fully present, validate their grief, and tolerate emotional intensity without avoidance, judgement, or pressure to “move on.” Mechanisms underpinning attunement included affective compassion, experiential resonance (particularly within peer relationships), and behavioural adaptability that allowed the bereaved to oscillate naturally between silence and disclosure, grief and restoration.

Attunement was often difficult for supporters to sustain because bereaved parents’ grief was itself oscillatory and unpredictable. As parents moved between collapse and coherence, their needs for closeness, distance, or silence shifted, sometimes rapidly. Supporters who lacked tolerance for this ambiguity often withdrew or defaulted to platitudes. As Barboza et al. (93) suggested, attunement requires comfort with emotional complexity, ambiguity, and loss of control—qualities not well supported in Western cultures shaped by grief denial and death anxiety. Our findings also suggest that withdrawal can function in two ways: as a self-protective form of regulation (e.g., “I needed to pull away for my sanity”) and as a co-regulatory strategy aimed at protecting others (e.g., masking grief to shield supporters from discomfort). These dual roles highlight the fragility of attunement and explain why it is both deeply valued and often absent.

The significance of reciprocal regulation becomes even more apparent when considered alongside the psychological vulnerabilities commonly experienced by bereaved parents. Many parents described symptoms consistent with diagnostic criteria for PTSD, PGD, and depression (95). Regularly co-occurring with the death of a child (8, 11), these disorders amplify emotional vulnerability and relational sensitivity, rendering the quality of interpersonal interactions especially consequential. Among the parents, symptoms of PTSD, such as hypervigilance, intrusive thoughts, and emotional dysregulation, characteristically increased reactivity to perceived emotional incompetence or relational threat, consistent with prior findings (96, 97). Similarly, the core features of PGD, including persistent yearning, identity disintegration, and existential despair, were frequently intensified by dismissive, invalidating, or judgemental responses, an observation that aligns with established literature (11). Depressive symptoms such as anhedonia, hopelessness, and social withdrawal further constrained parents’ capacity to seek and accept support, limiting opportunities for co-regulation, as observed by Vance et al. (13). In contrast, attuned interactions created spaces of safe containment, allowing parents to remain relationally, physically, and spiritually tethered.

A notable nuance in the findings concerns parents’ descriptions of wishing for death or reunion with their child. Although some accounts were initially coded as suicidal thoughts (e.g., “I just do not want to be here anymore”), closer reflection suggested that many of these were more accurately death-related fantasies. These expressions are well-documented in grief literature, especially among bereaved parents, and reflect a longing for reunion or an escape from suffering rather than an intent or plan to enact self-harm (98–100). Distinguishing between suicidality and fantasies of death is clinically important, as the latter are typically an aspect of the yearning that defines grief rather than indicators of psychiatric crisis. This nuance underscores the need for support providers, clinicians, and researchers to interpret parents’ words within the relational and existential context of bereavement, ensuring that expressions of longing are understood and responded to with sensitivity rather than automatically pathologised.

Amid these psychological and relational vulnerabilities, many parents turned to spirituality as a crucial resource for regulation, enabling a continued connection with their child that helped restore coherence in the aftermath of profound loss. Fourteen of the 16 participants described spiritual experiences, such as dreams and signs as vital to sustaining a sense of connection with their child. These experiences are consistent with the continuing bonds (CB) framework (101), which emphasises the symbolic and relational persistence of the deceased in the lives of the bereaved. These spiritually mediated connections resembled internalised CB expressions, involving symbolic representations of the deceased maintained through memory, imagination, or felt presence (102). Internalised forms of continuing bonds have been shown to reduce grief intensity and support psychological adjustment, particularly for bereaved parents (103, 104). Spirituality, in this context, functioned both as a regulatory and integrative force, offering a framework for identity reconstruction, existential grounding, and ongoing attachment to the deceased child. While some participants drew on traditional religious narratives, others embraced intuitive, personalised forms of spirituality, consistent with Burke and Neimeyer’s (105) findings on individualised coping.

In contrast, externalised CB expressions, such as seeing or hearing the deceased, preserving their possessions unchanged, or engaging in ritualistic behaviours, have been linked to heightened distress and poorer grief outcomes, particularly in early or unresolved grief (104, 106–109). These expressions are marked by efforts to sustain a concrete connection with the deceased, reflect difficulty accepting the loss (106), and are common among parents whose children died suddenly or violently (108). Several participants who reported externalised CBs also described symptoms consistent with PTSD and PGD, reinforcing their associations with negative grief outcomes (107–109).

Overall, participants demonstrated use of both internalised and externalised CBs, which corresponded to differing grief trajectories. Consistent with Field et al. (108), spiritual experiences, particularly those involving transcendent or symbolic connections, were frequently perceived by the parents as comforting and stabilising. As such, spirituality may be understood as a protective regulatory process that supports the transformation of externalised grief into an internalised, adaptive, and enduring bond (110–112).

These relational and spiritual findings converge within the IM-ISSB (66), which conceptualises informal social support attempts as a reciprocal process shaped by individual, relational, and sociocultural factors. According to this model, effective support is marked by openness, sensitivity, and self-efficacy. Participants’ accounts affirmed the IM-ISSB’s core claim that attuned support enables mutual regulation, trust, and reintegration. Conversely, the model also posits that fear, avoidance, or cultural taboos undermine the potential for connection and integration. Congruent with this assertion, most parents described potential support providers as often emotionally paralysed, fearful of saying the wrong thing or overwhelmed by their own discomfort. These responses reflect broad Western cultural scripts that tend to demand rapid adaptation, suppress grief, and reward productivity over presence (49–51).

Such sociocultural dynamics are further illuminated by Terror Management Theory (63, 64), which offers a psychological explanation for the avoidance and discomfort observed in many support providers. It posits that death anxiety elicits defensive reactions such as denial, rationalisation, or retreat into cultural worldviews that promote control, growth, and permanence. When confronted with raw, enduring grief such as the loss of a child, these buffers are threatened, and support providers may instinctively minimise, distract, or withdraw. For bereaved parents, this retreat is often experienced as abandonment or invalidation, further complicating their grief trajectory.

Recognising the influence of these underlying defence mechanisms, it becomes essential to explore how such dynamics manifest across different cultural and demographic groups, and how support providers themselves experience and respond to bereavement-related distress. These future directions emerge within a broader societal context marked by growing interest in compassionate communities (67). Although this framework rightly emphasises the importance of social networks in bereavement support, it risks assuming that individuals and communities already possess the knowledge and emotional resources to provide meaningful and effective social support (68). However, as the present study showed, families and friends are not always well-equipped to meet the complex and evolving needs of the bereaved (40, 41, 68). A paradigm shift is needed that moves beyond rhetorical endorsements of communal care toward meaningful investment in both specialised services and community capacity. This involves expanding the breadth of care so that specialised services are developed and available, while also building the community’s capacity to provide responsive and compassionate support (68). Only by fostering relational attunement and transforming the social contexts within which grieving occurs can the ideals of compassionate communities be achieved.


Limitations

Despite employing strategies to enhance trustworthiness, including reflexivity, member checking, and an audit trail, several limitations must be acknowledged. The sample consisted primarily of mothers (13 of 16), potentially overrepresenting maternal perspectives. Participants were all based in Australia and recruited through bereavement networks and snowballing, possibly attracting parents more engaged in support-seeking and limiting transferability to those who grieve privately. Perspectives from culturally and linguistically diverse communities, Aboriginal and Torres Strait Islander peoples, and parents at very early or prolonged stages of grief were underrepresented. Data were self-reported through in-depth interviews, aligning with the study’s focus on subjective meaning-making but not capturing observed behaviours (113). Microsoft Teams meetings and telephone calls may also have shaped rapport, though participants reported feeling comfortable.

Findings were co-constructed within a reflexive thematic analysis framework (75, 76), meaning researcher positionality shaped interpretation. Reflexivity, debriefing, and member checking mitigated this. Although member checking enhanced credibility due to the affirming nature of the feedback, only some participants responded, meaning that our interpretations might not reflect all perspectives. Notably, the findings are situated within a Western sociocultural context where grief is marginalised, and stoicism prioritised. Concepts such as continuing bonds or societal avoidance may not translate across cultures, particularly in collectivist contexts with communal grief practices (114). As such, the findings provide contextually rich insights that may be transferable where resonance is recognised (73). Importantly, the sample consisted entirely of White Australian parents. Although recruitment was open to all, this outcome likely reflects wider barriers to participation for minority and Indigenous populations, including stigma, mistrust, and reduced access to bereavement networks (115). Cultural norms strongly shape grieving practices and support processes; for example, communal and ritualised forms of support common in collectivist contexts may foster different dynamics of reciprocal regulation than those observed here in a Western setting (114, 116, 117). Future research should therefore explore how attunement, misattunement, and continuing bonds manifest across in communities where cultural scripts for grieving may create distinct opportunities and challenges for support.

Finally, this study captured only the perspectives of bereaved parents as recipients of informal social support. While this focus offers valuable insight into their lived experiences, informal support exchanges are inherently relational. Future research should aim to examine both perspectives in these dyadic interactions. Investigating both sides of the exchange (i.e., perspectives of bereaved parents and people who aim to support them) would generate a fuller understanding of how attunement or misattunement arise in practice and illuminate the relational dynamics that either facilitate or hinder meaningful support. Such dyadic approaches would also provide stronger foundations for grief literacy initiatives by directly informing training and resources that are responsive to the needs of both providers and recipients.




Conclusion

This study explored how bereaved parents navigate grief following the death of a child, identifying four intersecting “worlds”: the Western World (Societal Norms), the Untethered World (Bereaved Parents’ Experience), the Uncertain World (Perceived Support Provider Experience), and the Precarious World (Quality of Interactions). Across these domains, the process of reciprocal regulation emerged as central. Attuned, consistent, and non-directive support offered grounding, whereas avoidance, judgement, or insensitivity intensified collapse and isolation. Situated within a Western sociocultural context that often silences grief, many parents sought solace in spiritual or symbolic continuing bonds to remain connected to their child. These findings highlight grief as simultaneously individual, relational, and cultural, shaped by the capacity of others to respond with attuned presence rather than misattuned avoidance. Implications extend to policy and practice. Building community grief literacy, equipping support providers with interactional and communication skills, and strengthening peer networks and professional services can create environments where grief is acknowledged rather than marginalised. By fostering reciprocal, attuned support, communities can mitigate isolation and promote long-term well-being for bereaved parents.
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Background: The COVID-19 pandemic severely disrupted bereavement care, posing risks of long-term physical and mental health consequences. To ensure the lived experience was captured during this challenging time, a national survey was conducted to examine the Irish population’s experiences of dying, death, and bereavement during the pandemic.
Methods: A mixed-methods survey study was conducted between November 2021 and February 2022. Using purposive sampling, a sample of adults completed a 38-question survey. Of the 2,259 participants who completed the survey, 1,223 reported one or more bereavements during the COVID-19 pandemic. This sub-sample of bereaved participants completed the Brief Grief Questionnaire (BGQ). Quantitative data from the sub-sample of 1,223 bereaved individuals were analysed using descriptive and inferential statistics. Qualitative responses were analysed using thematic analysis.
Results: Most participants reported that their bereavement experience was negatively affected by COVID-19, with key themes including loss of connection (including lost opportunities to say goodbye), loss of ritual, and valuing community support. Despite altered funeral structures, many participants found comfort from the efforts made by others to honour the deceased. The BGQ results showed that 59.7% screened negative for Prolonged Grief Disorder (PGD), 26.1% were likely to indicate sub-threshold PGD, and 14.2% were likely to have PGD. Significant associations were found between BGQ scores and several variables including lack of support for bereaved people, relationship to the person that died and being with their loved one at time of death.
Conclusion: The COVID-19 pandemic disrupted traditional end-of-life and mourning practices. The society-wide implementation of public health measures sought to prevent the spread of COVID-19, particularly among our vulnerable populations, but had a deep impact on the dying, death, and bereavement experience in Ireland. This paper gives voice to the bereavement experience of families, friends, and communities and highlights ways to support people who are grieving.
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1 Introduction

On 30 January 2020, the World Health Organisation (WHO) declared the novel Coronavirus (2019-nCoV) a global public health emergency (1). Two months later, what soon became known as COVID-19 was declared a global pandemic (2). By 2021, COVID-19 had replaced stroke as the second-leading cause of death globally (3). As of 16 March 2025, over 7 million confirmed COVID-19 deaths have been documented worldwide, including approximately 9.8 thousand in Ireland (4).

The declaration of COVID-19 as a global pandemic began an unprecedented global public health crisis, with cascading effects on individuals, communities and societies across the world. One significant impact was the disruption to end-of-life care and bereavement practices (5, 6). In an effort to reduce the transmission of COVID-19, a range of public health interventions were implemented globally (7). These included travel restrictions, social distancing, lockdowns, bans on mass gatherings, and isolation and quarantining protocols. Concurrently, fear and human interest became the framing patterns of COVID-19 media coverage (8) and news outlets, and social media became saturated with daily stories and statistics about COVID-related deaths. While COVID-19 became the focus of attention, restrictive public health measures such as imposed lockdowns, social restrictions and the banning of hospital visits were universal and did not discriminate by cause of death. As such, the impact of public health measures on end-of-life care and on rituals of mourning were not limited to COVID-19 deaths. They affected end-of-life care and mourning rituals for everyone. COVID-19 has also underscored the crucial role played by family and friend caregivers in the continuum of care. In the face of overwhelmed health services and restricted access to formal support systems, there is a need to recognize family and friend caregiving and community-based support as vital components of bereavement care in public health strategies.

Much of the literature on grief and bereavement in the context of COVID-19 has come from Europe, the USA, Canada, Iran, and China (9, 10). The majority of these studies employed quantitative methodologies, while others took the form of review articles or conceptual discussion papers (9, 10). Empirical research typically involved participants who had lost close family members to COVID-19, focusing on their psychological and emotional responses. Common findings across these studies include heightened levels of prolonged grief, anxiety, and depression among the bereaved, largely attributed to pandemic-related restrictions, such as limits on hospital visitations, funerals, and social gatherings, which disrupted traditional mourning practices and support systems (9, 10). Several authors have argued that the pandemic may have lasting repercussions on how societies experience death, dying, and bereavement, due to the scale and abruptness of the losses involved (11–13). However, some scholars have challenged this view, suggesting that while COVID-19 had a significant immediate impact, its long-term consequences on the societal experience of death, dying, and bereavement may be more limited than initially predicted (14, 15).

From an Irish perspective, three studies with a focus on bereavement during COVID-19 have been published to date. All these prior studies were conducted with healthcare professionals and support workers. One study describes the implementation and evaluation of a national bereavement helpline by Irish Hospice Foundation (IHF) in response to the pandemic (16). Results of this study found evidence of high levels of distress among callers to the newly developed bereavement support line. For many callers, their distress was caused by their experiences of hospital visiting restrictions, limitations imposed on rituals of mourning and the absence of meaningful relational connections in the context of these restrictions. The negative impact of disrupted relational connections during COVID-19 was also reported in a study on experiences of midwives providing perinatal bereavement care in one Irish healthcare setting during COVID-19 (17). A further study examined bereavement care provision among people working in hospice, community, and hospital settings across the UK and Ireland (18). The collective experience of participants in that study was of a ‘silent epidemic of grief’, caused by the impact of COVID-19 public health restrictions and the consequent lack of access to meaningful relational bereavement support and services (19).

Findings from the existing literature capture the multi-level impact of COVID-19 public health restrictions on end-of-life care experiences and on bereaved individuals’ subsequent capacity to access meaningful support (5–7). COVID-19 restrictions disrupted a range of bereavement supports, from informal community-based care to specialist clinical services, reflecting challenges across all levels of support outlined in existing public health bereavement frameworks. One such framework is the Adult Bereavement Care Pyramid (19). Developed by IHF and key bereavement stakeholders, the Adult Bereavement Care Pyramid outlines a structured, evidence-based approach to bereavement care that matches support levels to the specific needs of individuals. It advocates for a stratified approach, where the intensity and type of care are informed by assessed need, to ensure resources are used efficiently and effectively (see Figure 1). This framework shares core principles with the three-tiered public health model for bereavement support developed by Aoun and colleagues (20), which emphasises cost-effectiveness, accessibility, and integrated service delivery. Referencing both models helps to contextualize the varied needs of bereaved individuals during the pandemic and underscore the importance of delivering care that is proportional and responsive to those needs, even during crisis situations.
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FIGURE 1
 Reprinted with permission from Adult Bereavement Care Pyramid. A National Framework by Irish Hospice Foundation, licensed under CC BY-NC-ND [Source: Adult-Bereavement-Care-Booklet-A-National-Framework.pdf].


As a public health bereavement framework, the Adult Bereavement Care Pyramid promotes the importance of balancing the needs of bereaved individuals, including emotional, social, and psychological dimensions, with considerations of cost-effectiveness and accessibility, ensuring that support is proportionate to the level of need and delivered through an integrated framework. During the COVID-19 pandemic, bereavement care services were significantly disrupted, and the individualised support needs of bereaved people were deprioritised in favour of broader public health mitigation efforts, such as infection control and service reallocation (16, 17).

Despite emerging international evidence on the negative impacts of the pandemic on bereavement experiences, no study to date has reported findings from individuals living in Ireland who were bereaved during the pandemic. To address this gap in the literature, the study reported on in this paper presents findings from the only national Irish study undertaken on bereavement experiences during COVID-19. Known as Time to Reflect, the study was commissioned by IHF, a national charity that addresses dying, death and bereavement in Ireland. Framed within the Adult Bereavement Care Pyramid, Time to Reflect used a mixed methods approach to collect data from a sample of over 1,200 individuals bereaved during the pandemic. This paper reports on data from the Time to Reflect study, i.e., the bereavement experiences of respondents, aiming to quantify the intensity of bereavement reactions experienced by bereaved individuals, exploring how participants described their experiences around the time of death, and to identify factors influencing grief. These findings are then interpreted within a public health framework to consider broader implications for bereavement care and support delivery.



2 Materials and methods

Time to Reflect was a national survey that aimed to explore the impact of COVID-19 on perceptions and experiences of dying, death and bereavement in Ireland. A key objective of the study was to explore if and how the COVID-19 pandemic affected people’s experiences of dying, death, and bereavement.


2.1 Data collection

Data were collected via a survey tool between November 2021 and February 2022. The start date of the survey was 18 months after the declaration of the pandemic and stay-at-home public health mandates in Ireland. It was also one year after the COVID-19 vaccination was made available for vulnerable individuals. Many restrictions remained in place at the time of the survey, including face mask mandates and hospital visiting restrictions. The peak of the death rate in Ireland for COVID-19 was a year prior to the commencement of the survey, making this an appropriate time to capture the bereavement experiences of people living in Ireland during the pandemic. The survey was delivered in both digital (via Survey Monkey) and paper form.



2.2 Inclusion/exclusion criteria

Individuals over 18 years old in Ireland during the survey period were recruited by purposive, non-probability-based sampling. The survey was disseminated by IHF through different platforms including IHF events, social media, network connections, and relevant programmes. Paper versions of the survey were also distributed to individuals in nursing home settings. Participants were not required to have experienced a bereavement to participate in the national survey. However, the data reported in this manuscript are specific to those who did experience a bereavement.



2.3 Survey instrument

The survey instrument comprised 38 questions across three sections. The first section of the survey Section A examined perspectives on dying, death, and bereavement since the pandemic began. Participants who indicated they were bereaved during this time proceeded to Section B, which focused on understanding participants’ personal experience before and after the death of their loved one. The final section of the survey (Section C) collected demographic and wellbeing information from bereaved and non-bereaved participants. The survey instrument is available to view on the IHF website.1

Survey responses were predominately presented in the form of Likert scales. Open-ended questions were also asked throughout the survey. This was to ensure that participants had the opportunity to give voice to their subjective experiences that could not be collected through quantitative questions. Bereaved participants, which are the focus of the current paper, were also invited to complete the Brief Grief Questionnaire (BGQ). The BGQ is a 5-item questionnaire developed to screen for symptoms of Prolonged Grief Disorder (PGD) (21, 22), reflecting intense feelings of grief that are long-lasting and interfere with everyday life. It is a screening instrument and not a diagnostic tool. Individuals scoring between 0 and 4 on the BGQ are considered to screen negative for PGD. Scores between 5 and 7 indicate an individual is likely to report sub-threshold symptoms of PGD, and scores 8 or higher indicate the individual is more likely to meet criteria for PGD.



2.4 Data analysis

Quantitative data were analysed using IBM SPSS 27. Descriptive and inferential statistics were used in the analysis. Responses to the five BGQ questions were computed into total scores ranging from 0 to 10. BGQ total scores were grouped into three categories for statistical analysis; negative screen for PGD (0–4), positive screen for sub-threshold symptoms of PGD (5–7), and positive screen for likely PGD (8–10). Relationships between BGQ categories and items reflecting participants’ experiences of the death of a relative were explored in the analysis. Chi-square tests were used to examine associations between categorical variables, and independent samples t-tests were employed for comparisons of continuous variables across BGQ categories. The level of significance was set at p < 0.05, with Bonferroni correction applied to control for Type I error across multiple comparisons. These categorical cutoffs are meaningful as they reflect established thresholds used to screen for / identify concern around prolonged grief.

Qualitative data derived from the open-ended survey questions were analysed thematically (23). Two researchers independently coded the data. An inductive coding approach was used where the development of themes and sub-themes were derived from interpreting the data and not based on any pre-conceived ideas of what patterns the researchers would like to see in the data. To ensure that qualitative data was analysed successfully, the six phases of thematic analysis as illustrated by Braun and Clarke were used (23). Firstly, the researchers familiarised themselves with the data by reading and documenting initial ideas (phase 1). The relevant text was then imported into NVivo 12 where the researcher assigned multiple codes using an open and axial coding approach (phase 2). Succeeding this phase, codes were refined and grouped into potential themes along with relevant data/excerpts (phase 3). An in-depth discussion then took place with the extended research team to further review the themes and sub-themes (phase 4), before reaching a collective agreement on the identification and definition of themes and sub-themes (phase 5). Discrepancies in coding were resolved through iterative discussion and consensus, ensuring that interpretations remained grounded in the data and that differing perspectives enriched the analysis. Finally, chosen themes and sub-themes were selected for report inclusion coupled with compelling and relevant excerpts from the open-ended questions.



2.5 Ethical considerations

Participants were provided with an information leaflet prior to completing the survey and contact details of the study team were also provided if participants had any questions or queries about the study. Participation in the study was voluntary, and participants could opt out if they wished to. Ethical approval to carry out the study was granted by the Royal College of Surgeons Ireland (REC approval no: 202105022). IHF acted as the data controller when managing the data and was responsible for the protection, storing, and analysis of the survey. The anonymity of participants was prioritised when storing and analysing survey data.



2.6 Reflexivity statement

As researchers working in the deeply emotive field of death, dying, and bereavement, and during an unprecedented global pandemic, we recognised the importance of reflexivity in acknowledging our own subjectivity and emotional response. Engaging with hundreds of personal, and often heart-breaking, narratives of loss was challenging at times. The intensity and poignancy of participants’ accounts evoked empathy, sorrow, and a sense of shared vulnerability. We were not outside observers but situated actors, whose own experiences and bereavements during COVID-19 inevitably shaped how data were interpreted and presented. Personal experiences of bereavement among the research team brought added depth and sensitivity to the research process. These experiences strengthened our commitment to honouring the stories and insights shared by participants. In the context of the emotional depth of the work, regular team debriefings were incorporated, to reflect on the data and analysis, while remaining sensitive to the ethical dimensions of working with such material. This reflexive approach deepened our understanding of the data and helped us remain grounded in the human significance of the stories entrusted to us.

We also recognise that our personal and professional proximity to the topic may have introduced certain interpretive biases. For example, a heightened sensitivity to grief-related distress or an inclination to privilege certain narratives over others. To mitigate this, we engaged in ongoing critical reflection as a team and the diverse experience and background of the research team (nursing, social work, psychology, social policy) ensured varied perspectives during analysis. By making this process visible, we aim to honour the trust placed in us by participants, and to contribute to a more transparent, ethically aware, and emotionally attuned bereavement research practice.




3 Results

A total of 2,259 adults took part in the Time to Reflect survey. Of those, a nested sub-sample of 1,223 participants reported experiencing one or more bereavements during the pandemic. This paper presents both quantitative and qualitative findings from the sub-sample of bereaved individuals only (N = 1,223). Findings related to bereavement experiences will be presented with a focus on the following themes: bereaved participants’ experience of dying and death, funerals and mourning rituals, role of bereavement support and community involvement and screening for indicators of PGD.


3.1 Quantitative findings


3.1.1 Demographics

Among the 1,223 bereaved participants, 1,078 (88.1%) completed the demographic section of the survey (see Table 1). Of these 1,078, a majority were female (N = 753, 69.9%) and aged between 45 and 54 years old (N = 322, 29.9%). A majority (N = 1,008, 93.5%) described their ethnicity as White Irish. Participants were distributed across rural, urban and suburban settings and almost half of bereaved participants were either married or in a civil partnership (N = 514, 47.8%). Participants who did not complete the demographic section (N = 145, 11.9%) were retained in the analysis of all other sections of the survey, provided they had responded to those relevant items.


TABLE 1 Demographic variables for bereaved participants.


	Variable
	
N

	%

 

 	Age


 	18–24* 	73 	6.8%


 	25–34* 	115 	10.7%


 	35–44 	178 	16.5%


 	45–54* 	322 	29.9%


 	55–64* 	209 	19.4%


 	65–74* 	135 	12.5%


 	75+ 	27 	2.5%


 	Unknown* 	19 	1.8%


 	Total 	1,078 	100%


 	Ethnicity


 	White Irish 	1,008 	93.5%


 	Irish Traveler 	1 	0.1%


 	Black Irish 	1 	0.1%


 	Any other white background 	45 	4.2%


 	Any other black background 	1 	0.1%


 	Asian Irish 	4 	0.4%


 	Any other Asian background 	9 	0.8%


 	Other 	9 	0.8%


 	Total 	1,078 	100%


 	Gender


 	Male 	318 	29.5%


 	Female 	753 	69.9%


 	Other/non-binary 	5 	0.5%


 	Prefer not to say 	2 	0.2%


 	Total 	1,078 	100%


 	Relationship status


 	Single, never married 	265 	24.6%


 	Civil partnership or married 	514 	47.8%


 	Cohabiting with a significant other 	167 	15.5%


 	Separated or divorced 	62 	5.8%


 	Widowed 	68 	6.3%


 	Total 	1,076 	100%


 	Geographic location


 	Urban 	243 	22.5%


 	Suburban 	259 	24.0%


 	Town 	227 	21.1%


 	Rural 	349 	32.4%


 	Total 	1,078 	100%




 



3.1.2 Impact of COVID-19 on the experience of dying

Over 86% of participants (N = 976, 86.3%) reported that their experience of a loved one’s death was negatively affected by COVID-19 (see Table 2). Less than 20% of bereaved participants (N = 223, 19.6%) were able to spend time with their loved one before they died and over half of the participants (N = 717, 63.7%) were not present with their loved one when they died. Most participants reported receiving the support they needed from the professionals involved in the end-of-life care of their loved one (N = 273, 24.2%). Nonetheless, this meant that over one in five participants reported not receiving the support they needed from professionals involved in the end-of-life care of their loved one (N = 246, 21.8%) and a further 19.2% (N = 217) reported that they somewhat or partly received the support they needed from professionals involved in the end-of-life care.


TABLE 2 Experiences before the death of a loved one.


	
	
	Responses N (%)



	Total N
	Yes
	Somewhat or partly
	No
	Do not know
	Does not apply

 

 	My experience around the time of their death was negatively affected by COVID-19 	1,130 	718 (63.5%) 	258 (22.8%) 	115 (10.2%) 	14 (1.2%) 	25 (2.2%)


 	I was able to spend the time I wanted with them before they died 	1,135 	223 (19.6%) 	189 (16.7%) 	641 (56.5%) 	2 (0.2%) 	80 (7%)


 	I was with them at time they died 	1,126 	267 (23.7%) 	34 (3.0%) 	717 (63.7%) 	5 (0.4%) 	103 (9.1%)


 	The professionals involved in the end of their life gave me the support I needed 	1,128 	273 (24.2%) 	217 (19.2%) 	246 (21.8%) 	29 (2.6%) 	363 (32.2%)




 



3.1.3 Funerals and mourning rituals

While most respondents were able to attend the funeral of their loved one, almost one in four were not (N = 262, 23.5%). Almost 70% of participants (N = 765, 68.6%) reported that family and friends were excluded from funerals due to COVID-19 restrictions (see Table 3). Almost half of participants stated they were unable to have the funeral or ritual they would have liked for their loved one (N = 531, 47.5%).


TABLE 3 Impact of COVID-19 on funerals and mourning rituals.


	
	
	Responses N (%)



	
N

	Yes
	Somewhat or partly
	No
	Does not apply

 

 	I was unable to attend their funeral in person because of the COVID-19 restrictions 	1,116 	262 (23.5%) 	68 (6.1%) 	697 (62.5%) 	89 (8%)


 	Some family and/or close friends were excluded from the funeral because of the COVID-19 restrictions 	1,115 	765 (68.6%) 	147 (13.2%) 	158 (14.2%) 	45 (4.0%)


 	We were able to have the funeral service or ritual we wanted for them 	1,119 	215 (19.2%) 	342 (30.6%) 	531 (47.5%) 	31 (2.8%)


 	People in the community still found meaningful ways to honour them on the day of their funeral 	1,121 	601 (53.6%) 	353 (31.5%) 	131 (11.7%) 	36 (3.2%)


 	Even with restrictions, some aspects of the funeral were a comfort to me 	1,114 	608 (54.6%) 	310 (27.8%) 	145 (13.0%) 	51 (4.6%)




 

Just over half of participants (N = 608, 54.6%) reported that, even with the restrictions, some aspects of available funeral rituals were a source of comfort for them. Over half of participants stated that people in their community had found other ways to honour the person who had died (N = 601, 53.6%).



3.1.4 The role of bereavement support and community involvement

Over 60% of participants (N = 691, 63.6%) reported that the pandemic made their grieving process more difficult, with almost 40% (N = 396, 36.7%) reporting that they did not get the support they needed after the death of a loved one because of the public health measures. Over half of respondents (N = 580, 53.6%) reported that, despite the public health measures, their family and friends found meaningful ways to support them in their grief (see Table 4).


TABLE 4 Experiences after the death of a loved one.


	
	
	Responses N (%)



	
N

	Strongly agree
	Agree
	Neither agree nor disagree
	Disagree
	Strongly disagree

 

 	The Impact of COVID-19 made my grief more difficult 	1,086 	280 (25.8%) 	411 (37.8%) 	253 (23.3%) 	83 (7.6%) 	59 (5.4%)


 	Even with restrictions, my family and friends have found meaningful ways to support me in my grief 	1,082 	79 (7.3%) 	501 (46.3%) 	325 (30%) 	127 (11.7%) 	50 (4.6%)


 	I did not get the support I needed after the death because of the COVID-19 restrictions 	1,080 	128 (11.9%) 	268 (24.8%) 	389 (36.0%) 	220 (20.4%) 	75 (6.9%)




 

Over half of bereaved participants (N = 496, 53.8%) reported that they did not require extra support from a professional or support service (see Figure 2). For those who did require support services, most sought help from a counsellor, psychotherapist, or private psychologist (N = 138, 15.0%) or from a GP (N = 100, 10.8%). A minority of participants (N = 80, 8.7%) reported that they wanted to get support but did not know where to go.

[image: Horizontal bar chart showing the number of participants who accessed different bereavement support services. Most participants, 496, did not need professional support, while 138 saw a counsellor or psychologist, and only small numbers used text support or bereavement helplines.]

FIGURE 2
 Bereavement support services accessed during the COVID-19 pandemic.





3.2 Indicators for possible prolonged grief disorder (PGD) and sub-threshold grief

The mean score among participants who completed the BGQ (N = 1,095) was 3.95 (SD = 2.86) (see Table 5). Almost 60% of participants (N = 653, 59.7%) scored between 0 and 4 on the BGQ, indicating a negative screen for PGD. Over one in four (N = 286, 26.1%) scored between 5 and 7, likely to indicate sub-threshold symptoms of PGD. A further 14.2% of participants (N = 156) scored between 8 and 10, indicating that these individuals were more likely to meet criteria for PGD.


TABLE 5 BGQ scores for bereaved participants.


	Variable
	Bereaved N = 1,095



	
n

	%

 

 	BGQ category


 	No PGD indicated (0–4) 	653 	59.6


 	Sub-threshold PGD indicated (5–7) 	286 	26.1


 	PGD indicated (8–10) 	156 	14.2




 


3.2.1 BGQ and place of death

No statistically significant differences in BGQ categories were found based on the place of death of the participant’s loved one (see Table 6).


TABLE 6 BGQ and place of death.


	Place of death
	BGQ category
	
	



	No PGD indicated (0–4)
	Sub-threshold PGD (5–7)
	PGD indicated (8–10)
	
	



	
N

	%
	
N

	%
	
N

	%
	X2 (16)
	
p


 

 	Own home (N = 207) 	140 	67.6% 	45 	21.7% 	22 	10.6% 	18.88 	0.275


 	Hospital (N = 245) 	139 	56.7% 	75 	30.6% 	31 	12.6%


 	Nursing home (N = 121) 	82 	67.8% 	30 	24.8% 	9 	7.4%


 	Hospice (N = 82) 	47 	57.3% 	19 	23.2% 	16 	19.5%


 	Other (N = 32) 	20 	62.5% 	9 	28.1% 	3 	9.3%





p-value computed based on chi-square test and level of significance was set to 0.05.
 



3.2.2 BGQ and relationship to and time spent with the deceased

A statistically significant association was found between BGQ categories and participants’ relationship to the deceased (see Table 7). Indicators of risk of PGD were more prevalent in participants who lost a parent, a spouse, in-law, or a child compared with those who lost other family members.


TABLE 7 BGQ and relationship to deceased.


	Relationship
	BGQ category
	
	



	No PGD indicated N = 639
	Sub-threshold PGD indicated N = 279
	PGD indicated N = 152
	
	



	
N

	%
	
N

	%
	
N

	%
	X2 (22)
	
p


 

 	Parent/Stepparent (N = 323)* 	165* 	25.8% 	85 	30.5% 	73* 	48.0% 	137.59 	<0.001


 	Grandparent (N = 88) 	56 	8.8% 	21 	7.5% 	11 	7.2%


 	Sibling (N = 67) 	32 	5.0% 	21 	7.5% 	14 	9.2%


 	Client/resident/patient (N = 35) 	25 	3.9% 	9 	3.2% 	1 	0.7%


 	Friend (N = 145)* 	86 	13.5% 	49* 	17.6% 	10* 	6.6%


 	Other (N = 20) 	15 	2.3% 	3 	1.1% 	2 	1.3%


 	Extended family member (N = 177)* 	130* 	20.3% 	38* 	13.6% 	9* 	5.9%


 	In-law (N = 95)* 	65* 	10.2% 	24 	8.6% 	6* 	3.9%


 	Son or daughter (N = 14)* 	4* 	0.6% 	4 	1.4% 	6* 	3.9%


 	Spouse/partner (N = 39)* 	6* 	0.9% 	14* 	5.0% 	19* 	12.5%


 	Neighbour (N = 35) 	26 	4.1% 	8 	2.9% 	1 	0.7%


 	Colleague (N = 32)* 	29* 	4.5% 	3* 	1.1% 	0 	0.0%


 	Total 	639 	100.0% 	279 	100.0% 	152 	100.0%





p-value computed based on chi-square test; * indicates significant differences; Bonferroni correction applied to reduce Type I error.
 

No statistically significant associations were found in BGQ categories between those who reported having the time they wanted with their loved one before their death and those who did not (see Table 8). Conversely, significant associations were found between those who were not (p < 0.001). Specifically, those participants who were not with the person who died (10.4%) scored lower on the BGQ than those that were with the person who died (25.8%) (see Table 9).


TABLE 8 BGQ and time spent with the deceased before they died.


	I was able to spend the time they I wanted with the person before they died
	BGQ category
	
	



	No PGD indicated (0–4)
	Sub-threshold indicated PGD (5–7)
	PGD indicated (8–10)
	
	



	
N

	%
	
N

	%
	
N

	%
	X2 (6)
	
p


 

 	Yes 	123 	55.9% 	58 	26.4% 	39 	17.7% 	8.31 	0.216


 	No 	362 	59.2% 	172 	28.2% 	77 	12.6%


 	Somewhat or partly 	99 	53.7% 	45 	25.0% 	36 	20.0%


 	Do not know 	1 	50.0% 	1 	50.0% 	0 	0.0%





p-value computed based on chi-square test; Bonferroni correction applied to reduce Type I error.
 


TABLE 9 BGQ and being with the deceased at the time they died.


	I was with them at the time they died
	BGQ category
	
	



	No PGD indicated (0–4)
	Sub-threshold indicated PGD (5–7)
	PGD indicated (8–10)
	
	



	
N

	%
	
N

	%
	
N

	%
	X2 (6)
	
p


 

 	Yes 	118* 	44.7%* 	78 	29.5% 	68* 	25.8%* 	47.48 	<0.001


 	No 	432* 	62.7%* 	185 	26.9% 	72* 	10.4%*


 	Somewhat or partly 	20 	58.8% 	6 	17.60% 	8 	23.5%


 	Do not know 	2 	50.0% 	2 	50.0% 	0 	0.0%





p-value computed based on chi-square test; * indicates significant differences between yes and no column values.
 



3.2.3 BGQ and access to support during COVID-19 pandemic

A statistically significant association was found between BGQ categories and participants’ access to support during the pandemic (see Table 10). Bereaved participants were asked to rate their level of agreement with the following statement: ‘I did not get the support I needed because of COVID-19 restrictions’. A higher percentage of those who agreed or strongly agreed with the statement were more likely to report indications of PGD and sub-threshold PGD.


TABLE 10 BGQ and access to support during COVID-19 pandemic.


	Response to: “I did not get the support I needed because of COVID-19 restrictions”
	BGQ category
	



	No PGD indicated (0–4)
	Sub-threshold PGD (5–7)
	PGD indicated (8–10)
	



	
n

	%
	
n

	%
	
n

	%
	
p


 

 	Strongly agree (N = 128) 	34 	26.6% 	41 	32.0% 	53 	41.4% 	< 0.05


 	Agree (N = 268) 	121 	45.1% 	103 	38.4% 	44 	16.4%


 	Disagree (N = 220) 	171 	77.7% 	38 	17.3% 	11 	5.0%


 	Strongly disagree (N = 75) 	52 	69.3% 	14 	18.7% 	9 	12.0%





p-value computed using independent samples t-tests and level of significance was set to 0.05.
 



3.2.4 BGQ and experience of death

Chi-square tests were conducted to determine if associations were found between respondents reporting that COVID-19 prevented the person from having the death they would have wished for and their BGQ category (see Table 11). Respondents that felt COVID-19 prevented the person from having the death they would have wished for had significantly higher indications of sub-threshold PGD relative to those who did not feel that way.


TABLE 11 BGQ and COVID-19 preventing the death the respondent would have wished for the deceased.


	COVID-19 prevented them from having the death I wished for them
	BGQ category
	
	



	No PGD indicated (0–4)
	Sub-threshold indicated PGD (5–7)
	PGD indicated (8–10)
	
	



	
N

	%
	
N

	%
	
N

	%
	X2 (6)
	
p


 

 	Yes 	244* 	50.8%* 	155* 	32.3%* 	81 	16.9% 	32.67 	<0.001


 	No 	166* 	66.7%* 	45* 	18.1%* 	38 	15.3%


 	Somewhat or partly 	123 	66.1% 	44 	23.7% 	19 	10.2%


 	Do not know 	33 	75.0% 	9 	20.5% 	2 	4.5%





p-value computed based on chi-square test; * indicates significant differences between Yes and No column values.
 



3.2.5 BGQ and ability to have a funeral or ritual

Table 12 shows the chi-square results comparing the ability to have the desired funeral or ritual for the death of the loved one and BGQ category. There were no associations between those who did and those who did not have the desired funeral and BGQ category (p = 0.491).


TABLE 12 BGQ and ability to have funeral or ritual the respondent wanted.


	We were able to have the kind of funeral service/ritual we wanted for them
	BGQ category
	
	



	No PGD indicated (0–4)
	Sub-threshold indicated PGD (5–7)
	PGD indicated (8–10)
	
	



	
N

	%
	
N

	%
	
N

	%
	X2 (6)
	
p


 

 	Yes 	126 	60.9% 	52 	25.1% 	29 	14.0% 	3.41 	0.491


 	No 	293 	56.3% 	147 	28.3% 	80 	15.4%


 	Somewhat or partly 	209 	62.4% 	82 	24.5% 	44 	13.1%


 	Do not know 	0 	0.0% 	0 	0.0% 	0 	0.0%





p-value computed based on chi-square test.
 




3.3 Qualitative findings

Open-text responses from participants gave voice to the lived experiences of the sample. Irreparable loss was the superordinate theme identified through thematic analysis, with participants denied the relational connections they needed and valued in the context of dying, death and bereavement. Nested within this main theme were three sub-themes of loss of connection; loss of ritual; and valuing community support. Each of these themes are presented below.


3.3.1 Loss of connection

Loss of connection was evident in the qualitative accounts of participants. Participants described multiple and layered losses to engage in the end-of-life care and bereavement experience. Sub-themes related to this loss of connection are presented below.


3.3.1.1 Lost opportunities to say goodbye

A theme of loss related to the experience of being unable to say goodbye to loved ones was evident across qualitative accounts. COVID-19 restrictions resulted in people being unable to be with loved ones in the final weeks, days, hours and moments of life. Participants shared stories of loved ones and patients dying alone due to capped visiting numbers in hospital and nursing home settings.


“My brother-in-law died suddenly and unexpectedly from a late diagnosis of cancer. His wife and his children could not sit with him or comfort him but could only look through the glass. Only in his last minutes when he was already in a coma where they allowed at his bedside. They never really got to say goodbye, even worse, they never got to comfort him, tell him they loved him, while he could still hear them. None of us got to say goodbye. There has to be a better way.”


Another participant highlighted how strictly hospital staff adhered to the restrictions and denied family members any opportunity to visit their loved ones:


“I lost my mum to COVID-19, 2 years previously (April 2020). She went into hospital with an infection. We were restricted from visiting her for 3 months. Around every corner, every effort was made to keep us out of the hospital.”


The implementation of restricted visits in hospital settings was undoubtedly difficult for many people. One participant expressed being unable to be with her grandmother when she died and the effect that this had:


“My Nan got a stroke and was in hospital, she got 3 more strokes afterwards. She was 10 days in hospital altogether before she passed away. I had stressed to the hospital staff that I lived nearly 2 hours from the hospital and if anything happened to her to please ring me. They rang and said she had a turn, I said I’d leave, and they told me not to. By the time I got to the hospital my beautiful grandmother was gone at 94. She had died on her own. I will never forgive myself.”




3.3.1.2 Alone in grief

Many participants described grieving alone, without access to their informal family, friendship and community supports. Participants reported feelings of loneliness, powerlessness and lack of relational contact as they navigated the period of time after a death:


“The distance between people really highlighted to me how isolating it can be. I live alone and I struggle with my own emotions. I missed the support of family and friends. I missed the comfort of a hug or a chat over a shared cup of tea.”


Participants expressed a lack of bereavement support during the pandemic. This included lack of support offered by professionals or generalized difficulties accessing support while grieving. For instance, one participant recalled their experience of visiting their GP to get support following a bereavement and explained how limited emotional support was given:


“Even if a death occurred prior to the pandemic, for the most part the COVID has had a knock-on effect to those who were grieving when it started. When I went to see my GP as I thought I needed help, he said "of course you don't feel right, you lost both your parents. Keep losing weight" – nothing was offered to help i.e., counselling etc.”


Another participant shared the experience of paying a counsellor for support during the pandemic, but the service provided did not meet her expectations:


“I lost a family member who I was very close to in recent times and cannot cope with the loss. I have searched for proper grief counselling without success. All help lines are only open for a few hours during the day whereas those of us who live alone find the evening and night-time the worst to deal with. There is no proper grief counselling for people like me. I paid a so-called counsellor €140 and all he told me was “you are a strong woman you can work it out for yourself”. I am disgusted with the lack of grief counselling particularly for the older generation.”


Another participant explained how the nurses were very caring towards her mother in hospital but mentioned the disappointment of no support being offered to herself or her siblings when it was needed:


“At no time were myself or my siblings offered any numbers for support afterwards etc. when we could have done with it. I cannot fault the care the nurses gave to my mom. They were super. Just an observation on the afterwards care for ourselves and the follow up.”




3.3.1.3 Difficulty supporting others

Participants frequently referred to the difficult experience of being unable to extend their support to family and friends during the pandemic due to preventive measures in place and fear of contracting or passing on COVID-19. For example, one participant recalled the following experience:


“A friend's Dad passed at the beginning of the pandemic, and I found it hard to know what to do e.g., could I go to the house or funeral? In the end I went to the house but felt awkward because I couldn’t shake hands, hug, or even stand next to the coffin to pay respects.”


Another participant who was a healthcare worker described the heartbreak of not being able to comfort her family at a funeral during the pandemic in fear of placing her family members at risk of COVID-19.


“I’ll never forget watching my 86-year-old aunt sob silently and without being able to physically comfort her for fear I’d place her at risk as I’m a nurse working in a hospital with COVID patients.”


The impact of restrictions on people’s capacity to be with and support loved ones was captired by one participant who emphasised the difficulty of being unable to comfort his wife at a funeral due to the restrictions placed on funeral arrangements during the pandemic:


“When my wife’s grandmother died, funeral attendance was capped at 10 so I had to sit in the car and watch the funeral via livestream, so I was unable to hold her hand and give her comfort during the mass and this was very difficult.”





3.3.2 Loss of ritual

The theme of loss was also reflected in the people’s experiences of restrictions to rituals of mourning. Many participants mentioned difficult experiences due to the restrictions that were placed on funerals. The capped attendance numbers, social distancing, and overall new arrangements of funerals made the bereavement experience even more difficult for family members, leaving them in a state of shock:


“She was lifted by the funeral director and buried two hours later. We left clothes but it is my belief that they did not dress her. They didn’t tell us, and we didn’t ask. I believe that she was placed in a bag, and it was put into a coffin. We walked to the church; kind neighbours lined the route but only the immediate family were allowed into the graveyard. The gate was closed. We were not permitted to carry the coffin. The priest quickly said a few prayers. It was over in a matter of minutes. Almost no one spoke to us as we walked home in shock.”


One participant reported the difficulty in choosing who could attend funerals and indicated how the funeral did not meet their expectations:


“It was like a lottery trying to decide who would and wouldn’t attend. We were able to have time with our loved one in a funeral home; however, only a very limited family were able to come and say goodbye. I found this very difficult as it is certainly not the type of funeral we would have intended.”


Another participant highlighted the grief and pain that is still present due to the restricted funeral arrangements during the pandemic:


“We never left her side throughout her 9-month battle but were robbed of those last precious times. We got no funeral. 10 of us. We couldn’t carry her coffin or bring up gifts. We had to drive our own cars and pick coffins over WhatsApp messages. I look back over it and it was so surreal. We weren’t surrounded by family and friends and now 18 months later I feel my mom is just forgotten by everyone and they have moved on and I think we just feel stuck in that grief and devastation.”


Participants emphasised that disrupted or absent rituals of mourning negatively affected their grieving process.


“When you bury a loved one during a pandemic, like I did… and you turn away from their grave and go home to an empty house, no memorial gathering, no extended family and friends to share the loss or share a memory. It’s by far the loneliest of times. Something as a nation we wouldn’t be used too.”


Another participant compared the death of her mother before the pandemic with her father’s death during the pandemic and highlighted how the removal of traditional grieving rituals disrupted and impacted the grieving process:


“It didn’t change my views so much on dying and death, but I probably didn’t understand the importance of ‘rituals’ in the aftermath of the death of a loved one until they were taken away. My mother’s death from cancer almost 5 years ago was a drawn-out lingering process but we had time to process it every step of the way. COVID robbed us of that when it came to our father’s death.”


Another participant also emphasised how the removal of traditional mourning rituals or norms could have long-term detrimental effects for many people:


“During the pandemic as we couldn’t attend funerals it was extremely lonely for families to go home to their respective households alone without this step of the grieving process. I believe that grief is delayed in these circumstances and that as a country we will have a lot of people grieving once we get through this time and employers, friends etc. may not be mindful that people need time. This could potentially cause or aggravate some form of depression.”




3.3.3 Importance of community support

Alongside people’s experiences of loss and disconnection during the pandemic, data from this study revealed the importance that people place on relational connection and community support at times of death and loss. The way in which support was exchanged differed immensely to pre-pandemic times and participants emphasised the value of extending traditional support to grieving individuals:


“I think the restrictions make it difficult for someone living after a bereavement – the same support networks can’t be there in person. I think that makes the aftermath more difficult – having people around for a while afterwards can help processing, and even help with practical things afterwards – people could do with support then too as the emotions are likely to arise fresh again e.g., dealing with business issues, wills etc.”


Similarly, another participant spoke of not being able to show support due to restrictions on household visits and funeral attendance:


“A relative died during the pandemic but not from COVID-19. The family did not have the benefit of the community being able to attend the mass and could not call to houses. Then I realised how important all that is when there is a death.”


The pandemic reinforced the importance of community support and participants reported how they came to realise the importance of community support:


“The need to be able to share a death with your community was something I took for granted. Having sadly been at a number of close relatives’ funerals, I see that the funerals with restricted numbers do not permit a family to hear lovely stories about the deceased or feel the support of the community.”


The value of connection and togetherness as a vital part of the grieving process was highlighted by another participant:


“I didn’t realize how important it is to have the support of relatives/community when a person dies, but when that is diminished, it can be a difficult process. Irish people have historically been good at grieving and coming together at a difficult time, and when we could not do that, it made it harder.”






4 Discussion

This paper presents compelling findings on experiences of dying, death and bereavement in Ireland during the COVID-19 pandemic. Combining both quantitative and qualitative data from a large survey study in Ireland, findings reveal how relational connections with family, friends and community were restricted, disrupted and, at times severed, at a time when people needed them most. Qualitative findings confirm that the loss of meaningful connection and support was a key source of subjective distress for bereaved persons.


4.1 Deaths during COVID-19 and impact on bereaved people

In line with other published studies, findings from this study demonstrate that some participants who were bereaved during COVID-19 experienced significant distress around the time of their relative’s or friend’s deaths (24). Many were unable to spend time with the person in the time before they died and only one in five were with the person when they died. Quantitative findings were supported by analysis of qualitative data from the study, providing a window into the meaning of these experiences for participants and their families. Participants spoke of a sense of abandonment, inconsistent with the priorities of caring and family roles before the pandemic. Participants discussed how these experiences gave rise to feelings of guilt, remorse, and moral suffering, which were also captured in the literature (14, 24).

The visiting restrictions in place across the country caused a major disruption in the normal functioning of hospitals and nursing homes during the pandemic. Qualitative findings emphasise the struggle of bereaved participants, who were often denied the opportunity to be present at their loved one’s bedside in the last moments of their lives. Being present for a loved one’s death is usually desired by family members and is considered an opportunity to say goodbye (25, 26). An interesting finding from this study, was that being present at the time of death was associated with prolonged grief. The reasons for this association are unclear from the data. However, it is possible that the psychological burden of witnessing the death, especially under traumatic and emotionally dysregulated conditions, contributed to dissociative coping responses, which can complicate the grieving process (27). As Diamond argues, trauma that is not mentally processed but instead dissociated can manifest later as unresolved or “repressed” psychological material, intensifying feelings of grief and loss. In such cases, being physically present does not necessarily equate to psychological preparedness or emotional closure (27). Neither the specific location (hospital versus home) nor the cause of death was associated with poorer bereavement outcomes. This suggests that how the death was managed and supported may have played a more significant role. Given that this study was conducted during an unprecedented public health crisis, which severely impacted healthcare staffing and procedures, other contextual factors may have contributed to the experience of prolonged grief. Further exploration of the lived experiences and surrounding circumstances that may have shaped the grief process in these individuals is warranted. This could include further exploration of the overlap between those who reported their relative died at home and those who were present at the time of death.

Two in five (40%) bereaved people felt they did not get the support they needed at their loved one’s time of death. It is possible that protective clothing, limited opportunity for touch, the experiences of uncertainty and communication around what to expect played a role. Also given that the closeness of relationship is associated with PGD it is possible that there is a confounding effect at play. A recent palliative care study also noted the anomalous finding where being present at the time of death was associated with increased use of bereavement support (28). Their findings were not COVID-related and their conclusion about supporting family members to navigate this important time links to the implications of our study.



4.2 The role of funeral and universal support in mourning amid the impact of COVID-19

Findings of a rapid review conducted early in the pandemic showed that research into the functions, processes and impacts of funerals for bereaved people is lacking (29). The importance of funerals as shared, collective and honouring rituals was highlighted through the data presented here. For the majority of respondents, the person who died did not have the funeral they would have wished for, and equally respondents were unable to provide the funeral they would have wanted. There is a poignancy in some of the qualitative comments, which illustrate respondents coming to a realisation of the importance of ritual – something that had not been articulated or understood by them before. This rupturing of cultural scripts (thinking of the funeral as a script) can be viewed from two perspectives, i.e., the destabilising loneliness, and isolation experienced is one perspective however these experiences of limited funerals were not associated with higher grief intensity or risk as measured by the BGQ.

A second perspective is one of adaptation and cultural flexibility (30). Even with restricted attendance most people say they found comfort in funerals. Testament to this flexibility is that the majority of bereaved people note that their community were able to find other ways of honouring the deceased. ‘Honouring’ in this way is a vital support function of the funeral, and one that plays a vital role in bereavement care at the universal, level 1 of the public health approach to bereavement care. Community bereavement support or ‘universal support’ extends beyond physical presence to encompass emotional, psychological, and social dimensions. Over half of the respondents said that family and friends were able to meaningfully support them in their grief, even with restrictions. Evidence shows that social support acts as a protective factor, and meaningful connections within a community can significantly mitigate grief-related distress (28). Similarly, informal social support networks play a vital role in maintaining psychological well-being among those who have lost loved ones due to sudden or violent deaths (31). Natural bereavement support fosters sustained emotional and social engagement (32) and key actions of community members active listening, validation, and sharing experiences need to be privileged.

An important feature of universal support was evident in the qualitative data of this work – it was notable that respondents spontaneously reported the difficulty in supporting others as a disturbing experience. Bowe et al. reported on the mental health benefits of community helping during the COVID-19 crisis showing that voluntary caring has benefits for the giver as well as the person supported. While informal bereavement support does not come under this coordinated volunteer support banner, the role of a caring informal supporter, and the subjective impact of being limited in the ability to provide this support should not be underestimated and merits further exploration (33).



4.3 Impact of COVID-19 on bereavement support

The survey found that the majority of participants did not seek formal support from a professional or a support service, which is consistent with prior literature that highlights that informal networks of support are more commonly used and sought by the bereaved (20, 34). However, it is also clear from the literature that those who do seek out bereavement support are in fact those most in need (34). A rapid systematic review to identify effective system-level responses to mass bereavement events, including natural disasters, and pandemics, noted the importance of proactively identifying those in need of support, to ensure need is met (35). Almost half of bereavement service worker participants in an Irish study reported an increase in demand for bereavement support services and many reported more complex needs among service users during COVID-19 (36).



4.4 Impact of COVID-19 on likelihood of PGD and sub-threshold PGD

Findings indicated that 14% of participants screened positive for likely PGD, which is less than prior studies conducted during the pandemic. Indications of 30 to 87% were identified in a recent systematic review (6). While indications of PGD at 14% are lower than proportions reported elsewhere, the relatively large number of individuals with a positive screen for sub-threshold symptoms on the BGQ show that one in four bereaved people may need closer monitoring. This study used the five item Brief Screening Questionnaire (21) in order to minimize participant burden. It is important to note that the BGQ is a screening tool rather than a diagnostic instrument, and none of the 28 studies of PGD during COVID-19 identified by systematic review use the BGQ and therefore there may be a question on the degree of comparability of rates (6).

Many of the higher PGD rates reported in the literature (6) derive from studies conducted in countries with different healthcare systems, cultural mourning practices, and degrees of service disruption during the pandemic. In contrast, Ireland’s national response—particularly the role of organisations such as the Irish Hospice Foundation in supporting grief literacy, provision of information to professionals working those who were bereaved and advocating for revised consideration of the public health measures —may have helped buffer some of the adverse impacts of pandemic-related loss. Additionally, cultural norms in Ireland around community-based mourning rituals, spiritual care, and familial cohesion may have played a protective role, even when traditional practices were disrupted.

With respect to risk factors, this study confirmed that closeness of relationship was associated with more intense grief (37). As noted, and discussed above, higher indications of PGD were evident for those present at the time of death and for those who self-reported that they did not get the support they needed because of COVID-19 restrictions (41% of those above thresholds for possible or likely PGD did not get adequate support). There are a number of possible reasons for this finding that may be of interest in further studies. For example, even if a relative was present, for periods of time during the pandemic, loved ones were forced to wear full personal protective equipment in hospitals and unable to hold the hand of a loved one as they died. For others, their care of their loved ones at home happened at a time when restrictions meant they did not have access to the typical levels of palliative care support.

BGQ was chosen as a short, validated screening tool for PGD and the findings presented here should be viewed in that context; diagnosis of PGD rates would require further investigation, including use of validated assessment tools and clinical interview reflecting the multidimensionality of PGD (21, 22). Nevertheless, BGQ as a screening tool has merits; a PGD screening study of 1,015 bereaved patients in a primary care setting (38) concluded that the BGQ performed as well as the Inventory of Complicated Grief and was easier and shorter to administer. Currently in Ireland, despite the recognition of the public health approach to bereavement care, no established screening or clinical pathways for referrals to grief treatment exist. The current study has demonstrated the short five questions are acceptable to an Irish grieving population and some consideration could therefore be given to piloting a screening programme in Ireland.



4.5 Public health framework and planning for bereavement care

Conceptualizing grief as a public health issue is increasingly recommended in order to prevent health impacts and to apportion the most effective supports for those most in need (20, 34, 39, 40). The model promotes communities being grief literate and supportive to all those grieving as a fundamental basis for healthy grief. This extends to the support provided in the lead up to a death, and at the time of death. The need for a public health approach to bereavement was noted as necessary prior to the onset of COVID-19 but was amplified by a time when the focus on dying, death and grief had never been greater.

IHF has long advocated for a strategic and coordinated approach to bereavement care. Developed by IHF, the Adult Bereavement Care Pyramid provides a national framework for adult bereavement care in Ireland (19). The pyramid suggests that every person who experiences bereavement will have some level of need. Support at all levels of the continuum of grief must be available so that people can access the support when and where they need it. Others will require more intensive support, such as counselling and a few will require support from a specialist therapeutic service.

This structure corresponds closely with the three-tiered model, which divides bereaved individuals into low-risk, moderate-risk, and high-risk categories (39, 41). In both frameworks, the majority of bereaved individuals require only informal or community-based support, while a smaller proportion benefits from structured interventions, and a minority requires specialist care. Aoun’s empirical work provides robust validation for the tiered approach to bereavement care as set out in public health models, including the Adult Bereavement Care Pyramid used in Ireland (20, 34).

A pre-COVID 2015 study demonstrates that 58% of bereaved individuals have Level 1 (low level) needs, 35% were at Level 2 (moderate risk), and 6.4% were Level 3, high-risk or demonstrating criterion scores on the Inventory of Complicated Grief (34).

People who are at risk of complications in their grieving need to be identified and matched to the appropriate supports, while those experiencing difficulties should be able to access appropriate professional help.

The data presented here used the five item BGQ to screen for potential indicators of PGD and to approximate the levels of bereavement support need among those who self-reported a bereavement during the COVID-19 pandemic in Ireland. Most (59.6%) of the bereaved survey respondents were categorised as low risk (BGQ score 0–4) with respect to their BGQ, almost identical to Aoun’s results (34). Using the screening tool, around one in four (26%) were categorised as likely to have symptoms of sub-threshold PGD and 14% were indicated as possible symptoms of PGD, or as definitely requiring further diagnostic investigation for PGD.

The implications of these results are a mixed picture; a positive was that natural support seemed to remain a protective factor for the majority of bereaved through the pandemic, despite the changes and limited interactions while public health measures were in place. However, a sizeable proportion, approximately one in ten people (14%), presented with possible indications of PGD, higher than Aoun’s 6.5% but lower than levels of pandemic bereavements reported in the research literature (24). A further 26% of the Irish sample fit into a moderate risk category and these people require further attention. In summary, approximately 40% of those surveyed were identified by the BGQ as potentially benefiting from additional bereavement support. We use the term “support need” here rather than “bereavement risk” to align with the BGQ’s function as a screening tool rather than a predictive risk assessment or diagnostic tool.

The findings of this report are beneficial for public health practitioners, healthcare workers, family carers, policymakers, and the public. The literature review for this survey report highlighted that there is concern globally regarding the detrimental impact of COVID-19 on the grieving process and the provision of bereavement support, particularly considering the public health measures and restrictions placed on society during the pandemic. Several authors have indicated that there is likely to be long-standing consequences on dying, death, and bereavement due to the profound loss of human life, and that the increase in pathological grief will become a worldwide public health concern, calling it a silent epidemic of grief (14, 42). Others have suggested that the impact may not be as extensive as originally anticipated (29). There is consensus regarding the need for continued research on the topic and close monitoring of people who have been bereaved to identify those most at-risk of developing PGD or other complications, and to intervene early.

Drawing on our findings, which highlighted how restrictions placed on families being with their loved ones, as they approached end of life, was a key source of distress for bereaved individuals, we recommend that future healthcare responses prioritise relational and compassionate care even during public health crises. To mitigate the traumatic experience of bereaved individuals, healthcare systems should facilitate supportive communication that meets the needs of both the dying person and their family, flexible and safe visitation policies wherever possible, and ensure opportunities for loved ones to say goodbye.

Lichtenthal’s concept of transitional bereavement care is a guide for how health and social/community contexts need to link (40). The transitional bereavement care model bridges the gap between healthcare institutions and community-based support systems (40). This model emphasises the importance of continuity of care, ensuring that bereaved individuals receive support as they transition from institutional care to community resources (40). Key components include preventive bereavement care, ownership of bereavement services by institutions, allocation of resources for bereavement support, upskilling of support providers, and implementation of evidence-based practices (40). By integrating these elements, the model aims to address the multifaceted needs of the bereaved, promoting a comprehensive and compassionate approach to bereavement care (40). By integrating these elements, many of which respond directly to the gaps in care and support identified by participants in this study, the model promotes a comprehensive and compassionate approach to bereavement care that addresses both pandemic-specific and broader systemic challenges.

Screening and early intervention for PGD or complicated grief should be incorporated into health policy and practices. Recommendations from the literature include the need to find innovative ways for healthcare workers to connect with and support bereaved persons during a public health crisis (43) and the need to ensure continuity of spiritual and religious activities, as well as social support for patients and their families during a public health crisis.

To address the limited access to bereavement support, health services must be equipped with additional resources for patients and families, and healthcare workers should receive training in social–emotional skills to better support grieving families, and bereavement support groups (both online and in-person) should be expanded. Learning from the pandemic demands that, in normal times as well as in crisis, we identify factors that promote healthy grieving, intervene with those at risk of complications and treat people who are intensely suffering from prolonged or other disturbed grieving processes. It is also important to acknowledge the broader ethical complexity of conducting bereavement research during a pandemic, where public health measures aimed at controlling a highly contagious infectious disease may conflict with individual and relational values around end-of-life care, mourning, and grief. This ethical tension, between protecting the collective good and respecting personal and familial needs, underscores the need for careful ethical reflection on the design and implementation of studies during a public health crises.



4.6 Limitations

The survey was cross-sectional in nature and collected data among participants at one point in time. A cohort study that follows participants over a period of time may yield different findings because views and perceptions may change. In particular, longitudinal follow-up, such as repeating the questionnaire one and two years later, could provide valuable insights into the evolving nature of grief and the longer-term impact of bereavement experiences. This would allow for a deeper understanding of trajectories of adjustment and potential delayed grief responses.

The study had limited representation of younger age groups, male participants, non-Irish ethnic background, and foreign nationals residing in Ireland. However, this is aligned with other similar studies. Future research with diverse populations is warranted. Another limitation of the study was the sensitive nature of the survey questions relating to dying, death, and bereavement. This may have impacted on the missing data throughout the survey responses. While we did collect data on several causes of death, including confirmed and suspected COVID-19 infection, cancer, cardiac conditions, and others; this information was not verified via medical records or death certificates. Future research would benefit from incorporating verified clinical data to explore these patterns further. Nonetheless, this survey study is the only nationwide survey conducted on this topic in Ireland.

While the BGQ was selected as a brief, validated screening tool for PGD, several limitations should be acknowledged. The BGQ is a screening rather than diagnostic instrument and does not capture the full multidimensionality of PGD as defined in recent diagnostic frameworks. Its reliance on self-report introduces the potential for response bias and limits the capacity to distinguish between normative grief reactions and clinically significant PGD. Additionally, although the BGQ has demonstrated good sensitivity and specificity in previous studies, further validation within diverse cultural contexts would strengthen its applicability. Consequently, the findings presented should be interpreted as indicative of probable PGD risk rather than confirmed diagnoses, and future research should incorporate comprehensive diagnostic assessments and longitudinal follow-up.



4.7 Future research

There is a consensus in the literature that further research on the long-term impacts of COVID-19 is warranted and this research should include large population-based samples, as well as studies that focus on specialised groups. Further research monitoring the severity of grief amongst different groups (e.g., healthcare professionals) would also be beneficial to inform public health responses and practices to support those at risk of developing PGD or complicated grief.




5 Conclusion

The COVID-19 pandemic profoundly altered experiences of dying, death, and bereavement, leaving a lasting impact on individuals and society. Public health measures imposed to control the spread of the virus often prevented families from being present with dying loved ones and disrupted traditional mourning rituals, leading to widespread emotional distress. The Time to Reflect study is the only Irish investigation on bereavement experiences in Ireland, providing comprehensive insights into the impact of COVID-19 on end-of-life care, grief, and bereavement support. By capturing data from a broad demographic, it offers a robust evidence base to inform bereavement care policies and interventions.

Findings from this study highlight the significant impact of public health measures on funerals and mourning rituals, and characterize the varied experiences of grief and responses to bereavement among individuals in Ireland during the COVID-19 pandemic. A public health approach to bereavement care involves identifying the diverse needs of the bereaved and mapping out a spectrum of responses, including informal and community-based support and organised and professional interventions. In this survey, it was recognised that all bereaved people need compassion, clear information and the support of those around them. However, being cognisant of the difficult factors affecting people who were bereaved during COVID-19, it was important to delve deeper and try to identify what was the possible scale of additional need for support.

The pandemic heightened public awareness of grief and loss and reinforced the importance of dignified end-of-life care. There is an ongoing global concern about the long-term effects of disrupted grieving processes, highlighting the need for sustained research, early intervention, and enhanced bereavement support within healthcare systems. Future policies must ensure that, even in public health crises, human dignity and the need for connection at the end of life remain a priority. Significantly, the findings highlight the indispensable role of family and friend caregivers, who not only provide practical assistance and emotional comfort but also serve as vital connectors within communities, ensuring that the bereaved are not isolated in their grief.

By capturing data from a broad demographic, this study offers a robust evidence base to inform bereavement care policies and interventions. The study’s national scope ensures that findings reflect diverse experiences across different communities, systemic challenges, and the varying support needs of bereaved individuals. Furthermore, as the first large-scale survey of COVID-19-related bereavement in Ireland, it establishes a critical foundation for future research, enabling comparisons over time, which can support the development of evidence-based bereavement care frameworks. Its findings are particularly valuable for public health planning, healthcare service improvement, and policy development, ensuring that bereavement support in Ireland is both inclusive and responsive to the needs of those affected by loss.



Data availability statement

The datasets presented in this article are not readily available because in accordance with the ethical approval granted for this study, all study records including study data will be destroyed in 2026 and therefore, will be unavailable to share. Requests to access the datasets should be directed to OK, orla.keegan@hospicefoundation.ie.



Ethics statement

This study involving humans was approved by Royal College of Surgeons in Ireland (REC approval no: 202105022). The study was conducted in accordance with local legislation and institutional requirements. As the study design ensured complete anonymity written consent was not collected. No identifying information was collected or recorded. In accordance with ethical guidelines, participants were provided with full information about the study. Participants were required to tick a box confirming their informed consent to participate to access the online survey instrument. A tick box confirming informed consent to participate was also included in the paper version of the survey instrument. Only data from participants who ticked this box were included in the study. IHF acted as the data controller when managing the data and was responsible for the protection, storing, and analysis of the survey.



Author contributions

EW: Conceptualization, Formal analysis, Writing – original draft, Writing – review & editing. FC: Writing – original draft, Writing – review & editing. HC: Conceptualization, Methodology, Project administration, Writing – original draft, Writing – review & editing, Data curation, Investigation, Supervision. AE: Conceptualization, Methodology, Project administration, Writing – original draft, Writing – review & editing. OK: Conceptualization, Methodology, Project administration, Writing – original draft, Writing – review & editing.



Funding

The author(s) declare that financial support was received for the research and/or publication of this article. Irish Hospice Foundation provided funding for a research assistant to support the write-up of this manuscript.



Acknowledgments

Thanks Dr. Carla Perrotta and Vicky Downey (UCD Centre for Safety and Health at Work, School of Public Health, Physiotherapy and Sports Science) for their preliminary analysis of the data. Thanks to Paula O’Reilly and Neil Fullerton (Irish Hospice Foundation), Dr. Ellen Fruijtier, Lynn Murtagh, Rebecca Lloyd, Gráinne Rogers, and Sharon Foley (formerly Irish Hospice Foundation) for their contribution to the work.



Conflict of interest

The authors declare that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.



Generative AI statement

The author(s) declare that no Gen AI was used in the creation of this manuscript.

Any alternative text (alt text) provided alongside figures in this article has been generated by Frontiers with the support of artificial intelligence and reasonable efforts have been made to ensure accuracy, including review by the authors wherever possible. If you identify any issues, please contact us.



Publisher’s note

All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.



Footnotes

1   https://hospicefoundation.ie/wp-content/uploads/2021/11/IHF_Time-to-Reflect-Survey.pdf



References
	 1. World Health Organization. WHO director-general's statement on IHR emergency committee on novel coronavirus (2019-nCoV) (2020). Available online at: https://www.who.int/director-general/speeches/detail/who-director-general-s-statement-on-ihr-emergency-committee-on-novel-coronavirus-(2019-ncov)
	 2. World Health Organization. WHO director-general's opening remarks at the media briefing on COVID-19—27 2020 (2020). Available online at: https://www.who.int/director-general/speeches/detail/who-director-general-s-opening-remarks-at-the-media-briefing-on-covid-19---27-july-2020
	 3. Banach,M. Global burden of 288 causes of death and life expectancy decomposition in 204 countries and territories and 811 subnational locations, 1990–2021: a systematic analysis for the global burden of disease study 2021. Lancet. (2024) 403:10440. doi: 10.1016/S0140-6736(24)00367-2
	 4. World Health Organization. WHO COVID-19 Dashboard: reported deaths. Available online at: https://data.who.int/dashboards/covid19/deaths?n=o
	 5. Lourenço,M, Gomes,T, Araujo,F, Ventura,F, and Silva,R. Challenges for palliative care in times of COVID-19: a scoping review. Front Public Health. (2024) 12:1330370. doi: 10.3389/fpubh.2024.1330370 
	 6. Reitsma,L, Killikelly,C, Müller,H, Larsen,LH, Nijborg,LC, Boelen,PA , et al. Prevalence and correlates of positive and negative psychological effects of bereavement due to COVID-19: a systematic review. J Affect Disord. (2025) 378:19–35. doi: 10.1016/j.jad.2025.02.078 
	 7. Ayouni,I, Maatoug,J, Dhouib,W, Zammit,N, Fredj,SB, Ghammam,R , et al. Effective public health measures to mitigate the spread of COVID-19: a systematic review. BMC Public Health. (2021) 21:1015. doi: 10.1186/s12889-021-11111-1 
	 8. Ogbodo,JN, Onwe,EC, Chukwu,J, Nwasum,CJ, Nwakpu,ES, Nwankwo,SU , et al. Communicating health crisis: a content analysis of global media framing of COVID-19. Health Promot Perspect. (2020) 10:257–69. doi: 10.34172/hpp.2020.40 
	 9. Giménez-Llort,L, Torres-Lista,V, Oghagbon,EK, Pereira,HV, Gijsberts,MJ, and Invitto,S. Death and mourning processes in the times of the coronavirus pandemic (COVID-19). Front Psych. (2022) 13:922994. doi: 10.3389/fpsyt.2022.922994 
	 10. Irish Hospice Foundation. Time to reflect: Survey of ECNEs 2023. Dublin: Irish Hospice Foundation (2024).
	 11. Pinto,C, Shipsey,F, Weston-Stanley,P, Martin,I, D'arcy,A, Standing-Tattersall,C , et al. The impact of the COVID-19 pandemic on bereavement and grief. London: National Centre for Social Research.
	 12. Harrop,E, Medeiros Mirra,R, Goss,S, Longo,M, Byrne,A, Farnell,DJ , et al. Prolonged grief during and beyond the pandemic: factors associated with levels of grief in a four time-point longitudinal survey of people bereaved in the first year of the COVID-19 pandemic. Front Public Health. (2023) 11:1215881. doi: 10.3389/fpubh.2023.1215881 
	 13. Sirrine,EH, Kliner,O, and Gollery,TJ. College student experiences of grief and loss amid the COVID-19 global pandemic. OMEGA-J. Death Dying. (2023) 87:745–64. doi: 10.1177/00302228211027461 
	 14. Eisma,MC, and Tamminga,A. Grief before and during the COVID-19 pandemic: multiple group comparisons. J Pain Symptom Manag. (2020) 60:e1–4. doi: 10.1016/j.jpainsymman.2020.10.004 
	 15. Stroebe,M, and Schut,H. Bereavement in times of COVID-19: a review and theoretical framework. OMEGA J Death Dying. (2021) 82:500–22. doi: 10.1177/0030222820966928 
	 16. Bates,U, Brennan,J, and Keegan,O. Implementation and evaluation of a National Bereavement Support line in response to the COVID-19 pandemic in Ireland. J Public Health. (2023) 45:e296–302. doi: 10.1093/pubmed/fdac119 
	 17. Power,A, Atkinson,S, and Noonan,M. “Stranger in a mask” midwives’ experiences of providing perinatal bereavement care to parents during the COVID-19 pandemic in Ireland: a qualitative descriptive study. Midwifery. (2022) 111:103356. doi: 10.1016/j.midw.2022.103356 
	 18. Pearce,C, Honey,JR, Lovick,R, Creamer,NZ, Henry,C, Langford,A , et al. A silent epidemic of grief’: a survey of bereavement care provision in the UK and Ireland during the COVID-19 pandemic. BMJ Open. (2021) 11:e046872. doi: 10.1136/bmjopen-2020-046872 
	 19. Hospice Foundation of Ireland. Irish Hospice Foundation. Adult bereavement care pyramid: A National Framework. Dublin: Hospice Foundation of Ireland. Irish Hospice Foundation. Available online at: https://hospicefoundation.ie/our-supports-services/bereavement-loss-hub/i-work-inbereavement/adult-bereavement-care-pyramid/
	 20. Aoun,SM, Breen,LJ, O'Connor,M, Rumbold,B, and Nordstrom,C. A public health approach to bereavement support services in palliative care. Aust N Z J Public Health. (2012) 36:14–6. doi: 10.1111/j.1753-6405.2012.00825.x 
	 21. Shear,KM, Jackson,CT, Essock,SM, Donahue,SA, and Felton,CJ. Screening for complicated grief among project liberty service recipients 18 months after September 11, 2001. Psychiatr Serv. (2006) 57:1291–7. doi: 10.1176/ps.2006.57.9.1291 
	 22. Ito,M, Nakajima,S, Fujisawa,D, Miyashita,M, Kim,Y, Shear,MK , et al. Brief measure for screening complicated grief: reliability and discriminant validity. PLoS One. (2012) 7:e31209. doi: 10.1371/journal.pone.0031209 
	 23. Braun,V, and Clarke,V. Using thematic analysis in psychology. Qual Res Psychol. (2006) 3:77–101. doi: 10.1191/1478088706qp063oa
	 24. Van Schaik,T, Brouwer,MA, Knibbe,NE, Knibbe,HJ, and Teunissen,SC. The effect of the COVID-19 pandemic on grief experiences of bereaved relatives: an overview review. OMEGA J Death Dying. (2022) 91:00302228221143861. doi: 10.1177/00302228221143861 
	 25. Kentish-Barnes,N, Cohen-Solal,Z, Morin,L, Souppart,V, Pochard,F, and Azoulay,E. Lived experiences of family members of patients with severe COVID-19 who died in intensive care units in France. JAMA Netw Open. (2021) 4. doi: 10.1001/jamanetworkopen.2021.13355 
	 26. Otani,H, Yoshida,S, Morita,T, Aoyama,M, Kizawa,Y, Shima,Y , et al. Meaningful communication before death, but not present at the time of death itself, is associated with better outcomes on measures of depression and complicated grief among bereaved family members of cancer patients. J Pain Symptom Manag. (2017) 54:273–9. doi: 10.1016/j.jpainsymman.2017.07.010
	 27. Diamond,MJ. Return of the repressed: revisiting dissociation and the psychoanalysis of the traumatized mind. J Am Psychoanal Assoc. (2020) 68:839–74. doi: 10.1177/0003065120964929 
	 28. Brito,MF, Selman,LE, Calanzani,N, Koffman,J, Higginson,IJ, and Gomes,B. Caregiving burden, receipt of palliative care, and the use of bereavement support: secondary analysis of population-based data. BMC Palliat Care. (2025) 24:1. doi: 10.1186/s12904-025-01705-6 
	 29. Burrell,A, and Selman,LE. How do funeral practices impact bereaved relatives' mental health, grief and bereavement? A mixed methods review with implications for COVID-19. OMEGA J. Death Dying. (2022) 85:345–83. doi: 10.1177/0030222820941296 
	 30. Kapoor,V, Belk,R, and Goulding,C. Ritual revision during a crisis: the case of Indian religious rituals during the COVID-19 pandemic. J Public Policy Mark. (2022) 41:277–97. doi: 10.1177/07439156221081485 
	 31. Cacciatore,J, Thieleman,K, Fretts,R, and Jackson,LB. What is good grief support? Exploring the actors and actions in social support after traumatic grief. PLoS One. (2021) 16:e0252324. doi: 10.1371/journal.pone.0252324 
	 32. Lund,D, Caserta,M, Utz,R, and De Vries,B. Experiences and early coping of bereaved spouses/partners in an intervention based on the dual process model (DPM). OMEGA J Death Dying. (2010) 61:291–313. doi: 10.2190/OM.61.4.c 
	 33. Bowe,M, Wakefield,JR, Kellezi,B, Stevenson,C, McNamara,N, Jones,BA , et al. The mental health benefits of community helping during crisis: coordinated helping, community identification and sense of unity during the COVID-19 pandemic. J Community Appl Soc Psychol. (2022) 32:521–35. doi: 10.1002/casp.2520 
	 34. Aoun,SM, Breen,LJ, Howting,DA, Rumbold,B, McNamara,B, and Hegney,D. Who needs bereavement support? A population based survey of bereavement risk and support need. PLoS One. (2015) 10:e0121101. doi: 10.1371/journal.pone.0121101 
	 35. Harrop,E, Mann,M, Semedo,L, Chao,D, Selman,LE, and Byrne,A. What elements of a systems’ approach to bereavement are most effective in times of mass bereavement? A narrative systematic review with lessons for COVID-19. Palliat Med. (2020) 34:1165–81. doi: 10.1177/0269216320946273 
	 36. Roberts,A, Keegan,O, Holme,I, and Keeting,M. (2023). The impact of Covid-19 on bereavement care in Ireland: A national survey of bereavement care providers. Bereavement. 2. doi: 10.54210/bj.2023.1112
	 37. Buur,C, Zachariae,R, Komischke-Konnerup,KB, Marello,MM, Schierff,LH, and O'Connor,M. Risk factors for prolonged grief symptoms: a systematic review and meta-analysis. Clin Psychol Rev. (2024) 107:102375. doi: 10.1016/j.cpr.2023.102375 
	 38. Patel,SR, Cole,A, Little,V, Skritskaya,NA, Lever,E, Dixon,LB , et al. Acceptability, feasibility and outcome of a screening programme for complicated grief in integrated primary and behavioural health care clinics. Fam Pract. (2019) 36:125–31. doi: 10.1093/fampra/cmy050 
	 39. Schut,H, and Stroebe,MS. Interventions to enhance adaptation to bereavement. J Palliat Med. (2005) 8:s-140–7. doi: 10.1089/jpm.2005.8.s-140 
	 40. National Institute for Clinical Excellence Improving Supportive and Palliative Care for Adults with Cancer. London: National Institute of Clinical Excellence. (2004). Available at: https://www.nice.org.uk/guidance/csg4/resources/improving-supportive-and-palliative-care-for-adults-with-cancer-pdf-773375005
	 41. Ward,S, Salazano,S, Sampson,F, and Cowan,J. Improving supportive and palliative care for adults with cancer. Econ Rev. (2004)
	 42. Gesi,C, Carmassi,C, Cerveri,G, Carpita,B, Cremone,IM, and Dell'Osso,L. Complicated grief: what to expect after the coronavirus pandemic. Front Psych. (2020) 11:489. doi: 10.3389/fpsyt.2020.00489 
	 43. Rabow,MW, Huang,CH, White-Hammond,GE, and Tucker,RO. Witnesses and victims both: healthcare workers and grief in the time of COVID-19. J Pain Symptom Manag. (2021) 62:647–56. doi: 10.1016/j.jpainsymman.2021.01.139 


Copyright
 © 2025 Weathers, Cao, Coughlan, Easton and Keegan. This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY). The use, distribution or reproduction in other forums is permitted, provided the original author(s) and the copyright owner(s) are credited and that the original publication in this journal is cited, in accordance with accepted academic practice. No use, distribution or reproduction is permitted which does not comply with these terms.



[image: Frontiers in Public Health promotional graphic displays journal highlights about addressing healthcare challenges, with a cover image featuring masked individuals in a public transport setting, emphasizing modern public health issues and research focus.]


OPS/images/fpubh-13-1613951/fpubh-13-1613951-t001.jpg
Theme

‘Theme 1: Immediate reactions

Theme 2: Psychosocial impacts

Theme 3: Psychosocial coping
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1: Grief.

2: Mental health, trauma and suicidality

3: Relationships with family and romantic

partners
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1: Continuing bonds and connection

2: Reflection and restoration
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4 Active and practical

Example quote

“Everything I thought I knew or everything I thought about my future and what that
Tooked like, that just completely shattered and came apart. My understanding of who

Twas and my place in the world and all of that just completely fel apart” (P65).

“I'was zeroed in white hot rage with a sniper rifle accuracy of exactly who I blamed for
the action [son's name] took on that Monday morning” (P49).

“Six weeks later, | ended up in the [name] Hospital, the psychiatric ward, because I did
not want to be here, and I felt really strange, so I knew that that was the safest place to
go” (P40).

... parents who lose a child, 80% of us get divorced ... Marriages fil three or four years
down the track, including mine ... So, i like great pain on top of pain that we have got
to deal with? (P02).

.. It was something that was in the ar, this feeling that everyone knew how dad passed,
butit was never really openly talked about. For me, having someone to be able to start
that conversation without the burden having to be on me to actually bringit up would
have been nice? (P51)

“Iwas quite enjoying coming here because this is where his ashes were ... I said to [my
partner] I need to make a road trip. I drove back up here again” (P11).

“I've discovered art since and that helps me @ huge amount .. you get out there and it
like, bang, yeah, okay, I feel better” (P02).

*...you are just going about your day and not really taking in everything or feeling a lot
... Its just feeling blank, feeling not very present, putting on a fagade, like putting on a
bit of a mask and being like, yeah, its all good. But then, deep down...” (P51).

“I feel like I'm making a difference ... I've got to focus that anger and energy into a

direction, otherwise its probably going to consume me? (P02).
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‘Median (IQRY; 1 (%). *SMD, standardized mean difference; bolded values are significant. A difference of 0.2 indicates a small, 0.5 a medium, and 0.8 a large effect size (34). *C1, confidence
interval. “Indicates unknown/missing data, numbers suppressed due to small cellsizes to protect confidentiality. “Due to small cel sizes, ethnicity was combined into three categories. Non-
Hispanic and Others included individuals classified as American Indian/Alaska Native, Asian, Black or African American, Native Hawaiian o Pacific Islander, or Multiple Ethnicities and
Non-Hispanic. “Decedents’ lifetime maximum level of education was assessed using death certificate data. "Reflects the stage of cancer diagnosis as indicated in Utah Cancer Registry records.
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‘Models have been adjusted for decedents’ census-tract level income, cancer stage at diagnosis, maximum lifetime education, insurance, and the interaction of sex*MHC (all not significant).
Jolded coefficients indicate statistical significance.
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2)Non-bereaved older persons (n=8833)

198 individuals were excluded:
Sample lost to follow-up or deceased

220 individuals were excluded:
Sample lost to follow-up or deceased

433 individuals were excluded:
Missing data on impact factors
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Variables Code C1(n = 41) C2(n=46) C3(n=96) C4(n=218)

Ageat baseline, years 4342 0227
60-69 1 24(585) 24(52.2) 61(635) 12(514)
>70 2 17(415) 22(47.8) 35(36.5) 106 (48.6)

Gender 11823 0.008
Male 0 8(1935) 11(239) 19(198) 79(36.2)
Female 1 33(305) 35(76.1) 77 (80.2) 139(638)

Residence 16.904 0.001
City 1 12(293) 1226.1) 13(135) 79(36.2)
Rural 2 29(70.7) 34(739) 83(86.5) 139(638)

Marital status 1434 0,698
Married 1 28(68.3) 36(78.3) 71(74.0) 155 (71.1)
Widowed/single 2 13(317) 10(21.7) 25(260) 63(289)

Educational level 11022 0.088
Tliterate 1 25(61.0) 21(45.7) 47 (49.0) 101(46.3)
Primary school or lower 2 16(39.0) 22(47.8) 40 (41.7) 92(42.2)
Junior high school and above 3 0000) 3(65) 9(93) 25(115)

Smoking 2365 0500
No 0 35(85.4) 37(80.4) 82(85.4) 172(78.9)
Yes 1 6(14.6) 9(196) 14(146) 46 (21.1)

Drinking 4964 0174
No 0 32(78.0) 39(848) 70(72.9) 152 (69.7)
Yes 1 9(220) 70152 26 (27.1) 66(303)

Number of living children 4550 0,603
0-2 1 17(41.5) 11(239) 30(31.3) 81(37.2)
35 2 20 (48.8) 29(63.0) 54(563) 115(528)
26 3 4007 6(13.1) 12(12.4) 22(100)

Number of deceased children 5394 0145
1 1 33(80.5) 35(76.1) 69(71.9) 181(83.0)
22 2 8(1935) 11(239) 27 (28.1) 3717.0)

Disability 4876 0181
No 0 36 (87.8) 43(935) 88(91.7) 209(95.9)
Yes. 1 5(122) 3(65) 8(83) 9(4.1)

Sleep restlessness, days 102870 <0.001
< 1 21(51.2) 70152 15(15.6) 130 (59.6)
12 2 6(146) 5(109) 13(135) 37(17.0)
34 3 10(24.4) 13(283) 21219 28(12.8)
57 4 1098 21(456) 47 (49.0) 23(106)

Life satisfaction 27.985 <0.001
Not satisfied 0 5(122) 13(283) 24(25.0) 14(64)
Satisfied 1 36(87.8) 33(717) 72(750) 204(93.6)

Difficulty with IADLs 50953 <0.001
No 0 18 (439) 22(47.8) 39(40.6) 135 61.9)
Yes 1 23(56.1) 24(52.2) 57(59.4) 83(38.1)

Number of chronic diseases suffered 20806 0014
0 1 10(24.4) 243) 14(146) 47 21.6)
1 2 10(24.4) 15 (326) 17017.7) 62(28.4)
2 3 80195 16 (34.8) 23(24.0) 52(23.9)
>3 4 13617) 13(283) 4243.7) 57(26.1)

Self-report of health 47215 <0.001
Healthy 1 707.1) 10(21.7) 9(94) 73(33.5)
General 2 24(58.5) 17(37.0) 41(42.7) 109 (50.0)

Fragile 3 10(24.4) 19(41.3) 46 (47.9) 36(16.5)
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