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negative impacts on grief and bereavement outcomes, as well as the capacity of 

services to provide effective and appropriate support (Grant Nos. ES/ V012053/1; 

MCSGS-21-701). 

5. The study was a mixed-methods, longitudinal study in three work packages (WPs): 

Work Package 1: A UK survey of people bereaved between 16th March 2020 and 

2nd January 2021, at four time points: baseline (n=711), c. 7 months (T2, n=384), c. 

13 months (T3, n=297) and c.25 months (T4, n= 85) post-bereavement. Surveys 

included open (e.g. text/comment boxes) and closed questions (e.g. `tick' boxes) on 

end of life and bereavement experiences. Validated measures assessed grief, 

coping, social support and wellbeing. 

4.5 months after the death of their family member. They ranged in age from 18 to 90 

years, with an average age of 50. Most respondents were female (n=628, 89%) and 

had experienced the death of either a parent (n=395, 56%) or a partner (n=152; 

21%). Thirty-three participants self-identified as being from a minoritised ethnic 

background (4.7%), and 48 (7.9%) as LGBTQ+. The most frequently reported cause 

of death was a confirmed or suspected Covid-19 infection (n=311, 44%) or cancer 

(n=156; 22%), with 78% of participants (n=552) indicating that they felt the death had 

been unexpected. Overall, the sample composition remained relatively stable 

throughout the study. However, there was a tendency for the youngest and oldest 

participants to stop responding to the surveys, as well as those from minoritised 

ethnic backgrounds and those with lowest qualification levels. 

7. Work Package 2: Semi-structured interviews with a purposive sub-sample of survey 

participants, interviewed between May 2021 and February 2022. Twenty-four 

participants completed a first interview and 15 a second interview around four 

months after their first interview. Our sample included 19 female and 5 male 

participants, who had been bereaved of partners/spouses (n=11), parents (n=10), 

siblings (n=2) and a child (n=1). Six participants identified with a minority ethnic 
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background, and five as LGBTQ+. Most deaths were from Covid-19 (n=12), followed 

by cancer (n=10). 

8. Work Package 3: Cross-sectional open online survey of UK voluntary sector 

bereavement services (March-May 2021) (n=147), followed by qualitative case 

studies/interviews with bereavement service providers at a purposive sample of 

services (14 services, 24 interviews). 

9. There are 12 publications from the study to date, detailed below. 

Table 1: BeCovid study publications in chronological order 

Citation Work 
Package 

Harrop, E et al. 2021. Support needs and barriers to accessing support: WP1 
Baseline results of a mixed-methods national survey of people bereaved 
during the COVID-19 pandemic. Palliative medicine, 35(10), pp.1985-1997. 
(EH/O1 11NQ000660094 
Selman, L.E. et al. 2022a. Risk factors associated with poorer experiences of WP1 
end-of-life care and challenges in early bereavement: Results of a national 
online survey of people bereaved during the COVID-19 pandemic. Palliative 
medicine, 36(4), .717-729. EH/02/ INQ000650015 
Selman, L.E et al. 2022b. Factors associated with higher levels of grief and WPI 
support needs among people bereaved during the pandemic: Results from a 
national online survey. OMEGA-Journal of Death and Dying, 91(2), 
pp.904-931. EH/03/ 1NQ000661995 
Harrop, E., et al. 2022. Parental perspectives on the grief and support needs WP1 
of children and young people bereaved during the COVID-19 pandemic: 
qualitative findings from a national survey. BMC Palliative Care, 21(1), p.177. 
EH/04/INQ000660098 

Torrens-Burton, A., et al. 2022. 'It was brutal. It still is': a qualitative analysis WPI 
of the challenges of bereavement during the COVID-1 9 pandemic reported in 
two national surveys. Palliative care and social practice, 16, 
p.26323524221092456._(EHIO5/INQ000650073) 
Harrop, E. and Selman, L., 2022. Bereavement during the COVID-19 WPI 
pandemic in the UK: What do we know so far?. Bereavement, 1. 
EH/06/INQ000661986 

Selman, L.E et al. 2023. 'Sadly I think we are sort of still quite white, WP3 
middle-class really'—Inequities in access to bereavement support: Findings 
from a mixed methods study. Palliative Medicine, 37(4), pp.586-601. 
EH/07/IN0000659960 

Harrop, E., et al. 2023. Prolonged grief during and beyond the pandemic: WP1 
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. Frontiers in 
Public Health. 11, p.1215881. EH/08/INQ000661987 
Burton, L. et al. 2024. "I have never felt so alone and vulnerable"—A WP1 & 
qualitative study of bereaved people's experiences of end-of-life cancer care WP2 
during the COVID-19 pandemic. BMC Palliative Care, 23(1), p.300. 
EH/09/INQ000660099 
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Harrop, E., et al. 2025. "The grief exists in a bubble that the rest of the world WP2 
doesn't see": Exploring biographical disruption and meaning-making amongst 
people bereaved during the COVID-19 pandemic. Social Science & Medicine, 
p.118518. EH/10/INQ000660096 
Selman, L.E., et al. 2025. Shifting to online and telephone bereavement WP3 
support provision during the COVID-19 pandemic: A mixed methods study of 
bereavement service provider perspectives and lessons learnt for current 
practice. Palliative medicine, p.02692163251383324. EH/1 Ill N0000660097 
Goss, S., et al. 2026. Support needs, support use and perceived helpfulness WP1 
of support in a cohort of people bereaved during the COVID-19 pandemic: 
Insights from a longitudinal survey. medRxiv, pp.2026 (pre-print, under review 
in Frontiers in Public Health). (EH/12/INQ000660095) 

PART B. EXPERIENCES OF GRIEF 

Defining Prolonged Grief Disorder (PGD) 

10. Although it is generally expected that most bereaved individuals will adequately cope 

with their grief and slowly readjust to life without the deceased, it is recognized that a 

significant minority of bereaved individuals will experience more complicated and 

problematic grieving processes, including development of Prolonged Grief Disorder 

(PGD). 

11. Prolonged Grief Disorder was first defined in the work of Prigerson et al. (2009) who 

specified the following criteria for a diagnosis of PGD: Bereavement AND Separation 

distress/yearning AND at least 5 of 9 cognitive, emotional and behavioural symptoms 

(listed below, Table 2), experienced daily or to a disabling degree and causing 

significant functional impairment. It is also specified that a diagnosis should only be 

made at least 6 months since the death and if the symptoms are not better 

accounted for by other mental disorders. 

Table 2: Symptoms of PGD (Prigerson et al. 2009) 

1) Confusion about one's role in life/diminished sense of self 

2) Difficult accepting the loss 

3) Avoidance of reminders of the reality of the loss 

4) Inability to trust others since the loss 

5) Bitterness or anger related to the loss 

6) Difficulty moving on with life 

7) Numbness since the loss 

8) Feeling that life is unfulfilling, empty or meaningless since the loss 
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12. PGD is included in the eleventh revision of the WHO International Classification of 

Diseases (lCD-11) and the APA Diagnostic & Statistical Manual of Mental Disorders 5 

(DSM). The DSM definition is slightly different, with some additional criteria e.g. at 

least 12 months post bereavement, symptoms persist for at least one month, and 

exceed cultural and contextual norms (American Psychiatric Association, 2022). 

13. My work to date has drawn upon several theories of grief and bereavement, and 

closely aligns with public health approaches to bereavement support. Apart from the 

specific analyses conducted in the BeCovid study (Harrop et al. 2023; Goss et al. 

2026), my work has focused on more general bereavement experiences, support 

needs and support provision, rather than PGD. 

o • • -• • -• i• •~ i s po r •

i . # • •. - • . .•l •p • • is • • ••.' 

minority (c.10%) of people at high risk of PGD. 

15. My earliest bereavement research used consensus methods to define two core 

outcomes, and corresponding support functions for bereavement support 

interventions/services (Harrop et al. 2020a; Scott et al. 2022) and reviewed the 

evidence on the impacts and effectiveness of such interventions (Harrop et al. 
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2020b). Relating to the first outcome -'ability to cope with grief' - it is recognised and 

evidenced that bereaved people can be helped by developing their understandings of 

grief, providing reassurance and supporting them to normalise and accept their grief 

and loss experiences. These support functions align with the construct of 'loss 

oriented' coping within the Dual Process Model (DPM) of coping with bereavement 

(Stroebe & Shut, 1999), which describes how bereaved individuals oscillate between 

dealing with feelings relating to the loss of the deceased person (loss-orientation) 

and negotiating the practical and psychosocial changes to their lives that occur as a 

result of the bereavement (restoration-orientation). For the second outcome -'quality 

of life and mental wellbeing', which more closely resembles a restoration-orientation, 

it is recognised and evidenced that bereaved people can be helped with negotiating a 

new identity, sense of purpose, and improvements in their functioning and social 

relationships, and benefit from opportunities for connection, comfort and mutual 

support with other bereaved people. Practical and financial support and advice is 

also important and needed to help people manage the many administrative/practical 

tasks and challenges that they face following a death. This body of work directly 

informed the outcomes and Bereavement Support Needs Scale that were used in the 

BeCovid study. The DPM also provided a useful framework for conceptualising the 

varied pandemic-related bereavement challenges described by our survey 

participants in our first qualitative publication from the study (Torrens-Burton et al. 

2022). 

16. My recent research has also drawn on two further complementary grief theories on 

meaning reconstruction (Neimeyer 2001) and continuing bonds (Klass 2006), which-

like the DPM- challenge older models which described 'fixed' stages of grief. 

Meaning-making theory views the process of grieving as one in which the bereaved 

individual works to reconstruct a meaningful and coherent life-story, by incorporating 

their loss experiences in self-narratives which are sufficiently consistent, coherent 

and meaningful. From this perspective, problematic grief arises where the individual 

is unable to make meaning in their experiences of loss and develop a coherent 

self-narrative which is either consistent with past beliefs and identities or transitional 

(Neimeyer 2001). Efforts to renegotiate a meaningful, continued relationship with the 

deceased also speaks to Continuing Bonds Theory (Klass 2006), which focuses on 

the importance of maintaining an ongoing relationship with the person who died, and 

the different ways in which this is experienced and achieved. 

1N0000660136_0006 
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17. These theories have, however, been criticised for their cultural bias, individualism 

and corresponding lack of regard to the historical, cultural, social and relational 

contexts of bereavement (Ribbens McCarthy et al. 2023). In our most recent paper 

reporting findings from our interviews with pandemic-bereaved participants (Harrop et 

al. 2025), we critically applied the above theories to our analysis and findings, 

describing five core domains of disruption and meaning-making, which are illustrative 

of different personal and relational contexts of grieving and coping. These included; 

difficult and traumatic death experiences; disrupted mourning practices; loss of 

relationship and sense of self; social relationships, isolation and support; and 

developing understandings of grief. The most relevant of these findings to 

pandemic-bereavement are drawn upon in Section C. 

Factors which make an individual more vulnerable to PGD/more complex grief 

18. A recent systematic review and meta-analysis of the available literature on risk 

factors for prolonged grief symptoms has confirmed the following risk factors as 

significantly associated with prolonged grief symptoms; Pre-loss grief symptoms; 

depression; unexpected death; violent/unnatural death; low educational level; low 

income; female gender; anxious attachment style; death of a child or partner (Buur et 

al. 2024). 

19. Other factors not considered in this meta-analysis, but which have also been found to 

be predictive of PGD symptoms or psychological distress, and are relevant to the 

pandemic context include limited social support/loneliness (Shelvin et al 2023; Smith 

et al. 2020) and difficult end of life experiences (Selman et al 2020; Johansson et al. 

2024). 

PART C. IMPACT OF THE PANDEMIC ON EXPERIENCES OF GRIEF 

Bereavement outcomes 

20. Prevalence and patterns of indicated PGD: Our primary outcome was symptoms 

of Prolonged Grief Disorder, which we assessed at surveys T2-T4 using the 

Traumatic Grief Inventory Self-Report version (Boelen et al. 2019). We found 

relatively high levels of indicated PGD overall, and across time. Time since death 

was negatively associated with overall levels of PGD symptoms, with a pattern of 
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improvement for many. However, there were also patterns of worsening grief and 

grief which remained relatively static over time. The proportions of people meeting 

the threshold for indicative PGD remained higher than would be expected in 

non-pandemic times (i.e. around 10%, Aoun et al. 2015), with 36% identified at 

c.13 months bereaved and 29% at c. 25 months bereaved (Harrop et al. 2023). 

21. Support needs: Using a 13-item scale we investigated changing levels of 

bereavement support need across the four study time-points, reflecting three 

domains; Managing grief; Quality of life and wellbeing and Practical needs. At 

baseline, within the 'Managing grief' domain, more than half of participants indicated 

needing high-levels of support with 'Dealing with my feelings about the way my loved 

onedied'(59.8%). 'Expressing my feelings and feeling understood' (53%) and 

'Feeling comforted and reassured' (51.7%). while within the 'Quality of life/Mental 

wellbeing' domain, the most common high-level support needs related to 'Feelings of 

anxiety and depression' (52.8%). 'Loneliness and social isolation' (52.0%) and 

'Regaining sense of purpose and meaning in life' (46.7%). Although these needs 

remained the most prevalent across time, overall support needs gradually reduced 

and had dropped considerably by two-years post-bereavement. 

22. However, for participants meeting the threshold for indicated PGD, support needs 

remained high across all survey time points. For example, at the final survey time 

point (25-months post-bereavement, T4), 44.2% of respondents with indicated PGD 

continued to express high needs for support with coming to terms with how their 

loved one died and with expressing their feelings and feeling understood, with 

loneliness and isolation (41.2%) and with regaining a sense of purpose and meaning 

(40.4%). 

23. It seems likely that the severity/prevalence of these emotional and social support 

needs were influenced by the unusually difficult pandemic circumstances described 

below. This is further suggested by the apparent relationship of these needs with 

presence of PGD-which as noted seems to have been elevated during the pandemic 

(Goss et al. 2026). 

24. Health/Economic outcomes: The survey also captured data on a number of 

health-related and employment outcomes, with a number of associations found with 

PGD status (i.e. presence/absence of indicated PGD) at different survey time points 
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(Note: as these results are not yet published, statistical results are also included 

here). 

25. Sleep disturbance: At T2 over 85% of participants had experienced difficulties with 

sleeping and for over half, these difficulties occurred 3 or more times a week. By the 

T4 survey timepoint, the overall proportion of sleeping difficulties remained high but 

had decreased to 70% with 39.5% of participants reporting this three or more times a 

week. PGD status was significantly associated with sleep disturbance across T2. T3 

and T4. with those with indicated PGD reporting a higher likelihood of sleep 

disturbance (Table 3). 

26. GP appointments: Overall, the proportion of respondents that attended a virtual, 

phone, or in-person appointment with a GP in the 2-3 months prior to completing 

each survey was approximately 40% and this remained relatively stable across the 

four timepoints. Similarly, the average number of GP appointments ranged from 0.77 

at T1 to 0.81 at T4, with no substantial variation over time. PGD status was found to 

have a significant association with visiting the GP at T2, with people with indicated 

PGD being significantly more likely to attend than those without indicated PGD (Table 

3). 

27. New medical events: At T2, 73 participants (19.0%) reported at least one new 

medical event since their bereavement. 44 participants (11.5%) reported at least one 

episode of the development of a new physical health condition and 17 participants 

(4.4%) indicated at least one new mental health condition, with the remaining 

participants reporting another type of event. Between 12 and T3 (approx. 5-month 

period) 45 participants (15.3%) reported at least one new medical event, with similar 

proportions of event types to the previous timepoint. Between T3 and T4 there was a 

slight increase in the number of events (23.8%) over this 12-month period, again with 

proportions remaining broadly similar. Those with indicated PGD were significantly 

more likely to experience a new medical event at T2 than those without indicated 

P D (Table 3). 

Table 3: Associations between PGD status and health-related outcomes 

N % 
(answered 
question) 
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10 

Sleep disturbance (T2) 
PGD indicated 166 91.0 
PGD not indicated 213 83.1 
Chi-squared test: = 0.026 
Sleep disturbance (T3) 
PGD indicated 102 88.2 
PGD not indicated 193 65.8 
Chi-squared test: p p < 0.001 
Sleep disturbance (T4) 
PGD indicated 52 88.5 
PGD not indicated 132 64.4 
Chi-squared test: = 0.001 
GP visits (T2) 
PGD indicated 200 52.4 
PGD not indicated 164 35.5 
Chi-squared test: < 0.001 
Medical events (T2) 
PGD indicated 167 24.6 
PGD not indicated 215 14.9 
Chi-squared test: = 0.017 

28. Change to employment 

status: The proportion of 

participants that indicated a 

change in their employment 

status, such as leaving 

employment or moving to 

part-time hours, increased across 

the study from approximately 

20% at T2 to 30% at T4. 

Furthermore, 19 of the 37 

participants (51.3%) who reported 

a change in their employment 

status at T4, indicated that this was related to their bereavement. A change to 

participants' employment status was found to be significantly associated with PGD 

status at T2, with those with indicated PGD being more likely to report a change than 

those without indicated PGD (Table 4). 

29. Time-off work: By T2, over two thirds of those in employment had taken time off work 

due to their bereavement, illness or stress with an average of 5.33 weeks (Std 

Deviation = ± 7.34). In the approximate 5 months following this, nearly a third had 

taken time off work and between 13-25 months post-bereavement, this proportion 

remained at nearly a third, with people taking an average of 11.49 weeks off (SD = ± 

14.95). PGD status showed significance at all three timepoints with those with 

indicated PGD being more likely to take time off work across the study period (Table 

4). 

Table 4: Associations between PGD status and employment outcomes 

n 
(answered 
question) 

% 

Change in employment 
status (T2) 
PGD indicated 114 28.9 
PGD not indicated 156 16.0 
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Chi-squared test: o I I p = 0.011 
Time off work (T2) 
PGD indicated 104 81.7 
PGD not indicated 146 67.8 
Chi-squared test: = 0.014 
Time off work (T3) 
PGD indicated 67 47.8 
PGD not indicated 137 27.7 
Chi-squared test: = 0.005 
Time off work (T4) 
PGD indicated 28 53.6 
PGD not indicated 95 25.3 
Chi-squared test: = 0.005 

30. While it is difficult to determine the extent of the influence of pandemic bereavement 

on these health and employment related experiences, the described associations 

with presence of indicated PGD - which as already noted seems likely to have 

increased during the pandemic - would suggest a detrimental impact of the pandemic 

on these outcomes. 

Pandemic influences on arief experiences and outcomes 

Analysis 

31. We assessed whether the following factors independently predicted levels of PGD 

symptoms. The factors that we consider to be directly influenced by 

pandemic-specific circumstances are emphasised in bold below. 

32. Characteristics of the bereaved: age; gender; ethnicity; level of education; medical 

conditions; unemployed during pandemic, further bereavements. 

33. Characteristics of the deceased: age; cause of death (Covid-19 v. non-Covid-19); 

place of death; expectedness of death; time (days) since death. 

34. Bereavement experiences; visiting before the death; limited contact with the 

person who died; saying goodbye as would have liked; restricted funerals; 

restricted contact with friends/family; isolation and loneliness around the time 

of bereavement; feeling supported by healthcare professionals after the death; 

social support (Inventory of Social Support, Hogan & Schmidt 2016; measured at 

timepoints T2-T4). 
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35. We assessed the individual effects of each independent variable on PGD symptoms 

separately, followed by multivariate analysis assessing the effects of the independent 

variables in combination on each score. Standardised effect sizes and model 

estimates were used to evaluate the effect of each variable on TGI (PGD symptoms) 

scores. 

36. All statistically significant associations found between these `pandemic-related' 

variables and PGD symptoms are reported below (Harrop et al. 2023), alongside 

related thematic and explanatory findings from our qualitative analysis of free-text 

survey and interview data and other descriptive results (Burton et al. 2024; Harrop et 

al. 2021; 2023; 2025; Torrens-Burton et al. 2022). 

Disrupted care, death and mourning experiences 

37. In our quantitative analysis, unexpected deaths (experienced by 78% of participants) 

and feeling unsupported by healthcare professionals immediately following the death 

(experienced by 35.4%) were found to have a negative effect on PGD symptoms. 

Only small (non-significant) effects on PGD symptoms were found for factors relating 

to restricted contact at the end of life e.g. being unable to visit (54.3%), unable to say 

goodbye (63.9%), although the effect of being unable to visit increased when other 

factors were controlled in the multivariate analysis. Although Covid-19 deaths were 

associated with higher PGD symptoms in the univariate analysis, the association was 

not significant in the multivariate analysis (Harrop et al. 2023). 

38. Due to the high rates of unexpected deaths, and difficult end of life experiences 

during the pandemic, it seems likely that such experiences contributed to the 

apparently worsened grief outcomes seen during the pandemic. The impact of such 

experiences on grieving is also suggested in the already described high-levels of 

support needed with "coming to terms with the way in which my loved one died", 

particularly amongst those with indicated PGD (Goss et al. 2026). 

39. Our qualitative analysis provides greater insight into the impact of these 

pandemic-related end of life experiences on grieving. Sub-optimal communication 

with families by healthcare providers (e.g. difficulty getting information, 

misinformation, perceived insensitivity) and poor patient-care (including 

termination/denial of cancer treatment, delayed treatment, misdiagnoses); being 

unable to visit, care for and say c fo odbye to family members as expected: perceived 
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suffering: and shock at sudden, traumatic deaths meant that assumptions for 

participants' own and others' conduct at this time were significantly violated, leaving 

many with unanswered questions and doubts (Burton et al. 2024; Harrop et al. 2025; 

Torrens-Burton et al. 2022). 

40. This 'moral code' was further challenged by unmet expectations for culturally 

appropriate death and mourning rituals, including funerals (e.g. preparing the body, 

restricted funeral numbers, hosting conventional services or wakes, sharing stories), 

denying people 'closure' and causing significant distress. This distress was 

exacerbated for some by having to travel to the crematorium alone, sit apart from 

other family members and, in some cases, return home to empty houses. As a result 

of this dissonance between lived experiences and normative expectations, at the end 

of life and when mourning, people suffered feelings of powerlessness, guilt, anger 

and injustice, finding it hard to grieve and begin to accept the death (Torrens-Burton 

et al. 2022; Harrop et al. 2025). 

Disruption to support and coping processes 

41. In our quantitative analysis, loneliness and social isolation in early bereavement 

(experienced by 66.7%) and lower social support over time was strongly predictive of 

worse PGD symptoms (Harrop et al. 2023). The extent of these difficulties can be 

seen in our descriptive results, including the 'social' support-needs already 

described. Further data showed that 39.2% of participants at baseline (and 37.6% at 

T3) reported difficulties getting support from friends and family, with 24.6% (18% at 

T3) reporting that their friends or family were unable to support them in the way that 

they wanted (Harrop et al. 2021). 

42. Although loneliness and inadequate social support is not unique to 

pandemic-bereavement, our qualitative analyses of survey and interview data 

illustrates how this was exacerbated by the pandemic-context (Torrens-Burton et al. 

2022; Harrop et al. 2021; 2025). Changing infection control guidelines limited 

opportunities to access support and grieve with others. People not only struggled 

with physical separation from family and missing out on much needed tactile forms of 

comfort e.g. 'hugs', but also emotional 'distance' and perceived lack of understanding 

and sensitivity to the realities of pandemic bereavement within their networks, as well 

as 'empathy fatigue and worries about burdening others at this difficult time. 
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43. The isolating and disenfranchising effects of being bereaved during a prolonged 

period of mass-bereavement were also described. In the baseline survey, 22.5% of 

participants had experienced more than one bereavement since the start of the 

pandemic, rising to 43.8% by the final survey (T4) (Harrop et al. 2023). Many 

reflected on how overwhelming this was, while the high death-rates and daily 

reporting of death statistics in the media exacerbated feelings of anxiety and made it 

harder for people to openly grieve and feel recognised in their grief (particularly with 

respect to non-Covid deaths). People also experienced lasting feelings of anger and 

alienation at perceived dismissive political and societal responses to the pandemic, 

observed in mainstream and social media reports, as well as everyday behaviours 

(e.g. non-compliance to social contact rules). Such behaviours were not only seen as 

disrespectful and exacerbating the threat posed by the virus, but as also undermining 

opportunities for families to grieve under more 'normal' conditions. Many also 

questioned whether their relatives would have survived with earlier government 

intervention focused on preventing the spread of the virus (Torrens-Burton et al. 

2022; Harrop et al. 2025). 

44. Limited opportunities to engage in recreational and social activities during times of 

restrictions undermined usual coping strategies, while the prospect of reintegration 

when restrictions eased caused further feelings of anxiety and unease, not only due 

to perceived ongoing health-risks, but also further disruption to daily life and the 

emotional challenges of returning to 'normal', reconnecting with others and resuming 

pre-loss activities (Torrens-Burton et al. 2022: Harrop et al. 2025). 

45. Additional pandemic-related stressors that were described and potentially contributed 

to worsened grief included stressful experiences sorting out administrative tasks 

relating to the death, and financial and work-based challenges, such as the isolating 

effects of furlough or remote working, or conversely the intensity of being a frontline 

worker, which for healthcare workers regularly reminded them of their own loss and 

trauma (Torrens-Burton et al. 2022). 

46. People also commonly experienced reduced access to professional support-services 

which were needed to help them process their feelings. In our longitudinal analysis of 

support-use, a substantial proportion of people (35.3%) with indicated PGD had not 

accessed formal bereavement or mental health support up to 13 months 

post-bereavement. When looked at in isolation at T4 (2 years post-bereavement), 

73.6% of this group had also not accessed this type of support within the last 6 
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months, suggesting significant unmet need (Goss et al. 2026). Reasons for not using 

bereavement services included: feeling uncomfortable asking for support (Baseline 

27.4%; T3 16.3%); a perception that the support will not help (BL 18.3%; T3 20%); 

unavailability (BL 14.5%; T3 10.2% ), and not knowing how to get support (BL 13.5%; 

T3 6.4%) (Harrop et al. 2021). 

•_.: • _ o •' _ •.p• •u :i .. • ■_•.! _ • . •_ 1.

services noted. 
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Variations by demographic characteristics of the bereaved person 

51. Our quantitative analyses investigated whether the demographic factors; age, 

gender, ethnicity, and education level had an impact on end of life 

care/pandemic-bereavement experiences (Selman et al. 2022a) and grief 

severity/PGD symptoms (Harrop et al. 2023). 

52. Our survey of and interviews with bereavement support providers also provides 

evidence on perceived inequities in bereavement support use (Selman et al. 2023), 

while qualitative analysis of interview and survey data collected from bereaved 

individuals provide further insights into unequal impacts and the experiences of some 

of these groups (Harrop et al. 2021;2025; Torrens-Burton et al. 2022; Goss et al. 

2026). 

53. Qualifications/education level and socio-economic status: In the analysis 

relating to end of life care and pandemic bereavement experiences, participants with 

higher levels of qualification were significantly more likely to report being well 

supported by healthcare professionals immediately after the death and contacted by 

the hospital or care provider following the death (Selman et al. 2022a). In the 

analysis of factors associated with symptoms of PGD, more highly educated 

participants (post A-level qualifications) demonstrated slightly lower levels of PGD 

symptoms compared with participants with lower levels of qualification (Harrop et al. 

2023). 

54. In the survey of bereavement services 67.3% of services reported that there were 

groups with unmet needs which were not accessing their services before the 

pandemic. One of the most frequently recognised of these were people from 

socio-economically deprived communities (24.5%) (Selman et al. 2023). 

55. While we do not know the reasons for these inequities based on our study findings, 

wider literature suggests that such inequities may reflect a poorer quality of service 

provision in socially disadvantaged areas generally, or different abilities of people to 

engage with healthcare professionals and the healthcare system. However, they 

might also relate to the unequal impacts of the pandemic on poorer communities 

across the UK, potentially affecting community-level mental health and resilience, 

and in turn a more limited capacity for healthy grieving and adaptation amongst 

people living in the worst affected localities (Harrop et al. 2023). 
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56. Ethnicity: With regards to pandemic impacts on grief and grieving-no statistically 

significant differences relating to ethnicity were found with end of life/pandemic 

bereavement experiences or PGD symptoms, although this analysis was limited by a 

small group size for minoritised ethnic participants (Selman et al. 2022a; Harrop et al. 

2023). In the qualitative findings, however, participants from minoritised ethnic 

groups/communities and organisations working with ethnically diverse communities, 

described the effects that the pandemic restrictions had on community and faith 

specific death and mourning rituals and practices, and the distress that was caused 

by not being able to engage in such activities. Other ethnicity/pandemic-specific 

difficulties included the added distress and complications caused by dose family 

members dying overseas, being unable to visit and care for them, or organise and 

attend the funerals. People also described the difficulties caused by being separated 

from other family members living abroad, and being unable to grieve and support 

each other following the death, in some cases feeling that the moment to mourn had 

passed by the time they were able to get together again (Harrop et al. 2021; Selman 

et al. 2023). 

57. Participants also described the emotional and psychological impacts of the 

disproportionately high death rates within their communities. Multiple close 

bereavements within families and communities were not only highly distressing but 

also contributed to an enhanced sense of vulnerability and anxiety relating to the 

health risks of the disease, as well as feelings of anger and injustice at the health and 

social inequalities exposed by the pandemic (Harrop et al. 2025; Selman et al. 2023; 

Torrens-Burton et al. 2022). 

58. With regards to accessing appropriate support. some younger participants described 

the upset caused to them by family pressure to conform to religious practices and 

beliefs that they didn't share, limiting the family-based support available to them and 

making their grieving journeys more complicated. It was also acknowledged how 

dose community support can sometimes have its disadvantages as well as 

advantages for those grieving (Harrop et al. 2021; 2025; Selman et al. 2023). 

59. In the survey of support providers around a half of services (49%) identified people 

from minoritised ethnic communities as orouos with unmet needs who were not 

accessing services before the pandemic. Despite the higher death-rates within these 

communities, compared with before the pandemic, only 3.4% of services were seeing 
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more people from minoritised ethnic groups, while 6.1% were seeing fewer (Selman 

et al. 2023). 

60. Several barriers to accessing services were described qualitatively. These included 

limited awareness of existing bereavement services, as well as obstacles relating to 

language barriers and lack of culturally and religiously appropriate support (Harrop et 

al. 2021; Selman et al. 2023; Goss et al. 2026). Problems with lack of monitoring 

data to understand patterns of service use and address potential inequalities were 

also widely identified by support providers (Selman et al. 2023). 

61. Gender: In the analysis of factors associated with end of life and pandemic 

bereavement experiences, the effects of gender identity were generally weak, 

although the likelihood of limited contact with other close relatives/friends after the 

death was found to be significantly higher for women compared with men (Selman et 

al. 2022a)._No associations were found between gender and PGD symptoms (Harrop 

et al. 2023). 

62. In the survey of bereavement support providers lust under a quarter of services 

(23.8%) identified men as a group with unmet needs who were not accessing 

services before the pandemic (Selman et al 2023). 

63. Age: No associations were found between participant age and end of life/pandemic 

bereavement experience (Selman et al. 2022a) or PGD symptoms (Harrop et al. 

2023). 

64. Findings from the survey of and interviews with bereavement support providers 

described how the shift to remote provision changed the accessibility of support. 

Remote support was reported to be well accepted and even preferred by some 

clients, such as young people, but changes to services were problematic for some 

older people as well as very young clients (Selman et al. 2023; 2025). 

65. Sexual Orientation: Sexual orientation was not included in the analyses of end of 

life or grief outcomes due to missing data. In the survey of bereavement support 

providers just over a quarter of services (26.5%) identified sexual minority groups as 

a group with unmet needs who were not accessing services before the pandemic 

(Selman et al. 2023). 
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66. In our qualitative analysis a very small number of respondents identifying as LGBTQ+ 

described experiences relating to their sexual orientation. These included social 

isolation. lack of recognition of their relationship and feeling uncomfortable seeking 

bereavement support due to their same-sex relationship or the hosting of local 

support groups in churches. The benefits of support groups for bereaved same-sex 

partners were also described, including shared understandings based on more 

similar experiences and a sense of belonging (Harrop et al. 2021; 2025). 

67. Medical conditions: Medical conditions were associated with higher levels of PGD 

symptoms. This might point towards the detrimental impact of poorer health status on 

a person's ability to cope and adjust, in particular at a time where clinically vulnerable 

populations were required to 'shield', and opportunities for usual social and 

recreational activities and access to services were heavily restricted. However, it is 

also possible that bereavement triggered new medical conditions, reflecting a 

`two-way' relationship between grief and medical conditions (Harrop et al. 2023). 

68. Other demographic characteristics: In the survey of bereavement services, 15% of 

respondents reported 'other' groups with unmet needs for support before the 

pandemic. These included people who are digitally excluded, homeless people, 

people with learning disabilities, travelling community, non-English speakers, rural 

communities, physically disabled or with mobility problems (Selman et al. 2023). 

Other disparities 

69. Relationship to the person who died: Relationship to the person who died was 

strongly associated with symptoms of PGD. People whose partner, child or sibling 

died showed higher levels of PGD symptoms compared with bereavements of more 

distant relatives e.g. grandparents, other family members/friends, with the grief levels 

of those bereaved of parents sitting in between (Harrop et al. 2023). 

70. Social isolation and loneliness around the time of death was also highest for 

bereaved partners (81.6%), followed by people who lost children (66.7%) and 

parents (65.1 %)_(Selman et al 2022a). Our qualitative analysis also illustrated unique 

challenges for bereaved partners/spouses relating to being alone and loss of sense 

of self and identity (Harrop et al. 2025). 
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71. Closer relationships-the deceased being a partner (75%), parent (65.1 %) or child 

(62.5%)-led to the bereaved person being more likely to know the contact details for 

the professional responsible for their loved one's care. Bereaved partners (34.9%) 

and parents (33.3%) were also more likely to be provided with information about 

bereavement support services at the time of death, followed by bereaved 

sons/daughters (20.8%). The inability to visit prior to death was highest if the 

deceased was a grandparent (77.8%) or other family member (80.4%) and lowest if 

the deceased was their child (33.3%), a partner (41.4%) or parent (52.7%) (Selman 

et al. 2022a). 

72. Age of the deceased: Age of the deceased had a small but significant effect on 

symptoms of PGD, with younger age associated with higher levels of PGD symptoms 

(Harrop et al. 2023). The impact of a death being perceived as 'timely' (or not) was 

also suggested in our qualitative analysis. Several of our interview participants were 

able to take comfort from acknowledging the accomplished lives and 'timely' deaths 

of their elderly parents, while others struggled with coming to terms with the relatively 

young ages of their family members who died (Harrop et al. 2025). However, as 

already noted some survey participants who lost elderly parents (particularly from 

non-Covid causes) also described feeling less entitled and reluctant to seek the 

support that they needed from services, friends and family (Harrop et al. 2021). 

73. Place of death: Place of death had a moderate to strong influence on end-of-life 

care outcomes. If the death occurred in a hospice or at home the bereaved were 

more likely to be involved in decisions about the care for their friend/relative and feel 

well supported by healthcare professionals immediately after the death than if the 

death occurred in a hospital or care home. If the person had died in hospital the 

bereaved was less likely to know the contact details for the professional responsible 

for their friend or relative's care compared with other settings. Where the death had 

occurred in a hospice the bereaved person was most likely to have been provided 

with information about bereavement support services both at the time of death and 

during a follow-up call, while this was least likely for care home deaths. When a 

person had died in hospital or in a care home participants were most likely to have 

been unable to visit their friend or relative before death, have limited contact with 

them in last days of their life and been unable to say goodbye as they would have 

liked compared with other settings (Selman et al. 2022a). 
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74. Our qualitative analysis of the care experiences of relatives bereaved by cancer 

showed similar patterns in the quality of care and communication received across 

settings. Many people opted for home-deaths over institutional admission to remain 

together. Participants were more satisfied with community palliative care, with the 

most positive experiences involving cancer and palliative care charities providing 

crucial care and support face-to-face. Restrictions on visiting homes likely amplified 

the appreciation for these services, which participants felt went the extra mile'. 

Community care providers were more likely than their hospital counterparts to keep 

participants well informed and were more easily contactable, which was especially 

important for relatives acting as carers. They were also perceived as the most 

compassionate listeners, perhaps as these interactions were most likely to be 

face-to-face. Few people described negative community care experiences; those that 

did typically involved the inaccessibility of GP appointments, insufficient hospice 

places or lack of district nurses (Burton et al. 2024). 

this is based on our findings but suggest that this may be due to anticipatory grief 

work, e.g., in the context of dementia diagnoses, and reflect the more "expected" 

nature of some of these deaths. The finding that those reporting "Other" places of 

death had worst PGD symptoms, followed by hospice and hospital deaths might 

reflect the consequences of especially traumatic, sudden deaths (e.g., accidents), the 

more difficult end of life experiences identified in hospital settings, beyond those 

factors which we controlled for, or distress and anger among relatives whose loved 

ones died of terminal illness, without the expected levels of treatment or care (Harrop 

76. Region of the UK: Region of the UK (which included Scotland, Wales, Northern 

Ireland and the nine English Regions) was not found to have a significant effect on 

end of life/pandemic bereavement experiences (Selman et al 2022a), or grief severity 

in the baseline analysis (Selman et al. 2022b), and was not included as a variable in 

the longitudinal analysis of grief outcomes (Harrop et al. 2023). 
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77. The convenience sample of survey participants was self-selecting and potentially 

biased towards people engaged with online communities and support providers who 

helped promote the study. Men and people from minoritised ethnic communities were 

especially under-represented, and the distribution of the survey primarily online may 

have limited participation from more elderly individuals and others with restricted 

digital access. There were also low levels of participation from people identifying as 

LGBTQ+, and those who lost children (including baby-loss), or who were bereaved 

by suicide or other 'unnatural' deaths (e.g. homicide, accidents). 

PART D. KEY CHALLENGES AND LESSONS TO BE LEARNED 

Adaptations, innovations and good practices developed during the pandemic which 

mitigated adverse impacts on those bereaved 

78. Communication and care-practices at the end of life: While many participants 

experienced difficulties communicating with end of life care providers, positive 

examples were also given. Descriptions of more positive care experiences included 

a sense that staff were doing their best, showing compassion and kindness, flexible 

visiting arrangements and relatives feeling that they were kept well-informed about 

their loved one's condition and care. These experiences were often. but not always, 

associated with hospice or specialist palliative care involvement (Burton et al. 2024). 

79. Helpful practices and sources of support used by bereaved participants: 

Despite the multitude of challenges faced by pandemic-bereaved participants, over 

time many of our interview participants found ways of reappraising and making sense 

of their experiences. Explaining and acknowledging circumstances which were 

outside of their control helped people to understand and reattribute responsibility 

away from themselves. Some also focused on the more positive aspects of these 

unusual experiences, describing reassuring conversations and the compassion of 

healthcare staff, their own caring roles and intimate, alternative and postponed 

memorial events. By acknowledging the worse experiences of others and 

appreciating their 'little wins', participants were also able to view their circumstances 

more favourably (Harrop et al. 2025). 
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80. The positive benefits of different types of bereavement support were also commonly 

described by our interview and survey participants (Harrop et al. 2025; Goss et al. 

2026). Despite the described challenges with social support, family and friends were 

the  nnimart' source of supprt for participants, providing help with practical and 

administrative tasks, a listening ear and a sense of social connection, purpose and 

distraction from grief. Supportive behaviours included the continued willingness to 

listen and talk about grief and the person who died, expressions of empathy, care 

and kindness, and efforts to offer company and inclusion in social activities. 

81. Although many people experienced difficulties at work, supportive work environments 

were also greatly appreciated and helped people return to and cope at work. Positive 

experiences included considerate line managers and understanding colleagues, 

flexibility around adjustments to work responsibilities and hours (e.g. phased returns 

to work) and further opportunities to talk and share. Work also provided structure, 

focus and a sense of normality. 

82. Participants commonly used self-help resources such as grief books, 

bereavement-related websites and social media channels, podcasts, webinars and 

online grief events to understand more about grief and reflect on their own 

experiences. Such resources again helped people to feel reassured by learning 

about and relating to others' similar experiences. Journaling, being in nature, 

mindfulness apps/courses, exercising, eating well and getting enough sleep, time 

alone, and keeping busy were also frequently used self-care strategies. 

83. Online communities (e.g. online forums/Facebook groups) were widely used (by 

28.6% at baseline) and helped people to manage their grief by sharing with and 

feeling understood by others, normalising and making sense of their grief 

experiences and remembering loved ones, with the main benefits to their wellbeing 

through feeling connected, less isolated and more positive and hopeful. Peer support 

arouos helped people in very similar ways but were much less frequently used (7.2% 

at baseline, predominantly online). 

84. One-to-one/counselling support (used by 20.8% at baseline, predominantly online/by 

phone), helped people by providing a safe space to express and explore feelings 

(including those too difficult or upsetting to share with close others), learn about and 

understand the grieving process and recognise and accept their feelings and ways of 

coping as normal. Benefits to wellbeing included support with managing relationships 

IN0000660136_0023 



24 

and other challenging areas of life, making decisions and finding meaning and 

purpose, as well as more general coping and self-care activities. For participants with 

more severe mental health needs, counselling and ps ecialist mental health su000rt 

(used by 2.1 % at baseline) was also vital for helping to manage these needs:

85. Helplines and instant webchat services were used less frequently (11.4% at baseline) 

but also helped by enabling the person to disclose their grief to a non-judgemental, 

independent person and to be reassured that what they were experiencing was 

normal. This support was often `one-off' and was sought at times when people 

needed a listening ear but didn't know where else to turn/felt they needed to reach 

out somewhere. 

86. Bereavement service adaptations and innovations: In our survey and interviews 

with voluntary sector bereavement support providers, we observed a significant shift 

to remote support provision. Pre-pandemic, remote support was offered by <10% of 

bereavement organisations. By spring 2021, there had been increases in online: peer 

group meetings (3.4% pre-pandemic to 33% during), facilitated group meetings 

(4.1%-56%), 1:1 support (8.8%-83%), and specialist intervention (3.4%-36%). 

Telephone bereavement support was also more widely available. Other innovations 

including online coffee mornings, storytelling and mindfulness (Selman et al. 2025). 

87. The shift to remote provision changed the accessibility of support and had differing 

degrees of appropriateness and acceptability across population groups. While 

remote forms of support presented barriers for older people or those with 

communication difficulties, online and telephone support was reported to be 

well-accepted and even preferred by some clients, including younger people and 

men. Organisations noted that diversifying their services meant that they were now 

able to support more people in their local community, particularly in rural areas where 

access to face-to-face services was previously difficult. 

88. Although adaptations to remote ways of working presented organisational and 

logistical challenges. particularly for smaller organisations, and challenges for staff 

and volunteers providing bereavement support from their own homes, they were 

reported to also increase efficiency and cost-effectiveness. Other positive 

organisational outcomes including greater inter-organisational connectivity and 

reach, support opportunities for staff and an impetus to modernise other areas of 

practice. 
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89. Service providers also described positive interventions they had implemented or 

wanted to implement to try to reduce inequity of access (Selman et al. 2023). A 

fundamental step was capturing clients' demographic data to understand who was 

and wasn't accessing the service. Through collaboration with community groups and 

other organisations as well as GPs, services aimed to improve referral pathways, 

signposting, outreach and advertising to specific communities. Attending to language 

and representation was also seen as a key way of improving access. 

90. Some organisations were engaged in projects to try to reach marginalised groups, 

and had introduced new services to target perceived gaps in their provision and/or 

reported supporting other professionals (e.g. community workers) to provide 

bereavement support themselves. Other activities included engaging an external 

organisation to look at equality and diversity across an organisation, and designing 

and implementing an organisational strategy focussed on inclusivity, diversity and 

outreach. 

91. Based on our study findings, and across our various publications, we have made 

recommendations to improve bereavement support now, which will help to ensure 

that the sector is better prepared and equipped for future pandemics or other public 

health emergencies (Table 5). We have also made more specific recommendations 

focused on managing care and support during pandemics to enable greater 

preparedness for such events in the future (Table 6). 

Table 5: Recommendations for present (post-pandemic) times: 

End of life a) Policies and training should be implemented to ensure 

care compassionate and supportive communication and behaviours 

from healthcare professionals at the end of life, especially in acute 

and care-home settings. 

b) 'Follow-up' contact should be consistently delivered by care 

providers following the death, enable meaningful discussion and 
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reflection on difficult and troubling experiences, and provide 

information/signpost to locally and nationally available 

bereavement support services. 

c) Greater investment in palliative care to increase the capacity of 

specialist teams in acute and community settings. This would help 

reduce disparities in experiences of end of life care in hospital 

versus in the community or a hospice, whilst also sustaining 

access to community nursing and hospice services which can be 

left vulnerable if overly reliant on charitable funding. 

Bereavement I Reflecting the tiered public health approach (Aoun et al. 2012; 2015) we 

I ••• ': • • 

d) Recognising the essential role of social networks and potential of 

self-help resources and self-directed approaches for managing 

grief, improving wellbeing, and assisting with practical tasks-for all 

bereaved people (universal support). 

e) Public awareness/education and community initiatives which 

r ro • • 'r l 
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:: 

availability of support as needs can persist (or re-emerge) long 

after the initial bereavement period. 

i) More proactive outreach and signposting to support across 

community and healthcare settings, alongside efforts aimed at 
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With specific regard to online support we have also recommended 

(Selman et al. 2025); 

j) Governments, bereavement organisations and academics create 

and implement evidence-based digital health toolkits' to facilitate 

the provision of effective, appropriate and safe online bereavement 

support. 

k) Health systems reduce digital exclusion by supporting the most 

disadvantaged members of the community to access technology 

and training to enable them to benefit from remote bereavement 

support, helping to meet policy guidelines. 

I) Digital technology, and training for bereavement providers to use it, 

is included in funding arrangements with local authorities and 

health boards to support the sector. 

m) Bereavement services provide training on providing remote 

support, including the psychological impact of home working, and 

prioritise opportunities for team members to connect and sustain 

each other. 

For achieving more equitable service provision, we have specifically 

recommended (Selman et al. 2023); 

n) Services consider and assess whose needs are not being well 

met, routinely collecting client data to enable this. 

o) Cultural appropriateness and representativeness must be 

volunteers from diverse backgrounds and cultural 

advertising within communities, use of community spaces and 
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those communities which are most poorly served. 

Employers r) Improve the support available to bereaved employees through 

committing to developing more compassionate workplaces. This 

means recognising and responding to the isolating consequences 

of remote working (or furlough if used again), and the intensity of 

front-line roles whilst navigating grief. 

s) Also, provision for adequate bereavement leave and policy which 

recognises the sometimes long term needs of bereaved people-

particularly in times of crisis where cases of prolonged and 

complex grief will likely rise. 

a- - '•a-rIUiii iti1r 

Table 6: Recommendations specific to future pandemics/public health emergencies 

Health-care settings a) Managing and balancing infection-risk with the need to 

facilitate patient-family contact, including use of Personal 

Protective Equipment and remote communication-methods, 

and ensuring effective and compassionate communication 

with family members during times of crises. 

b) Maintaining access to essential services, including where 

in-person (rather than virtual) appointments are most 

appropriate and needed. 

c) Whether termination of essential treatments (e.g. cancer 

therapies) and exclusion of caregivers from in-person 

appointments, is necessary and/or justified during such times. 

Funeral-providers and d) Identifying different options for meaningful and alternative 

crematoria funeral and mourning practices when restrictions are needed. 

e) Recognising the role of funeral directors in providing 
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Managing social 

contact 

f) Making allowances for those living alone and with particular 

vulnerabilities, including the recently bereaved, while 

recognizing the need to restrict social interaction in times of 

high-infection rates. Greater understanding of permissible 

levels of "safe" contact relative to infection levels, and the 

best means of enabling this (e.g., outdoor socialization) would 

help with this. 

Bereavement support g) Rapid mobilization of locally and nationally coordinated 

provision bereavement support provision, including existing providers 

and other community organizations. 

h) Responses should involve proactive sign-posting to and 

advertising of such support, mechanisms for identifying those 

requiring more intensive specialist support, and crisis-specific 

training and practice sharing to ensure that the support 

offered is crisis as well as culturally-safe/competent. 

Public/media i) Providing opportunities for remembrance, greater respect and 

engagement and listening to those bereaved. This requires media recognition 

remembrance of the dehumanising impacts of death statistics; the need to 

give voice to the stories of the bereaved and provide more 

supportive narratives; and national and local initiatives, which 

support private and public remembrance, such as dedicated 

spaces/memorials and national days of reflection. 
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