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Abstract

Background: Research has extensively examined family members’ grief prior to the death of an 

individual with a life-limiting illness but several inconsistencies in its conceptualization of related 

constructs, yet significant conceptualization issues exist.
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Aim: This study aimed to identify and characterize studies published on family members grief 

before the death of an individual with a life-limiting illness, and propose definitions based on past 

studies in order to initiate conceptual clarity.

Design: A mixed-method systematic review utilized six databases and was last conducted July 

10, 2021. The search strategy was developed using Medical Subject Headings. This study was 

prospectively registered on PROSPERO (CRD42020166254).

Results: 134 full-text articles met inclusion criteria. This review revealed across studies a wide 

variation in terminology, conceptualization, and characterization of grief before the death. More 

than 18 terms and 30 definitions have been used. In many cases, the same term (e.g., anticipatory 

grief) was defined differently across studies.

Conclusions: We found grief occurring before the death of a person with a life-limiting illness, 

which we termed pre-death grief, is comprised of two distinct constructs: anticipatory grief 

and illness-related grief. Anticipatory grief is future-oriented and is characterized by separation 

distress and worry about a future without the person with the life-limiting illness being physically 

present. Illness-related grief is present-oriented and is characterized by grief over current and 

ongoing losses experienced during the illness trajectory. These definitions provide the field with 

uniform constructs to advance the study of grief before the death of an individual with a life-

limiting illness.
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Most deaths worldwide are attributed to a chronic or life-limiting illness1. In response 

to continued improvements in medicine, including advancements in early detection of 

medical conditions, the length of time between diagnosis and death has increased. While 

the increase in life expectancy for individuals living with a life-limiting illness may have 

notable benefits, there are also negative consequences for the patient2, 3 and their family 

members 4, 5. For example, increasing data trends indicate that family members are likely 

to experience some level of grief before the person with a life-limiting illness dies6,7. The 

extent to which a family member experiences grief prior to a death occurring has been 

found to predict long-term functioning in bereavement, including developing depression8 

or prolonged grief disorder9, 10. However, our current understanding of grief experiences 

in family members prior to the death is hampered by the lack of a universal definition, 

the use of multiple terms, and inconsistent operationalization of constructs. By gaining a 

comprehensive understanding of the literature examining grief in family members before 

the death, researchers will be better equipped to understand what constitutes normative and 

non-normative experiences of grief before the death, and to identify key intervention targets 

that may decrease family members’ risk for and experience of debilitating psychological 

symptoms both in the short- and long-term. Therefore, the current systematic review 

aimed to identify and characterize the studies published on grief before a death for family 

members5 and propose definitions grounded in extant research for the types of grief that can 

occur before a death.
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There has been an abundant amount of research examining family members’ grief prior to 

the death of an individual with a life-limiting illness. The earliest documented definition of 

this form of grief came from Lindemann11, who described it as a grief process that begins 

when family members are provided advance warning of a patient’s impending death. In 

her work on this topic, Rando then12 defined it as a “reaction to the impending loss of 

a terminally ill loved one and to all other past and present losses related to the illness, 

in addition to the mourning and all other psychosocial processes stimulated by these 

losses” (p. 24). The most prominent and well-known term to describe this experience is 

anticipatory grief, but a recent review of articles examining anticipatory grief found ten 

different definitions used within studies13. In this review, Coelho and Barbosa13 concluded 

that, when examining grief before the death, there are conceptualization issues, thereby 

limiting the ability to make comparisons of findings across studies. This is problematic for 

many reasons, as it hinders the potential advancement of the field in differentiating typical 

grief from more impairing grief before the death.

Further complicating the picture is the sheer number of terms used to describe grief before 

death; a concept analysis by Lindauer and Harvath14 found that there were more than 20 

terms other than anticipatory grief used in the literature between 2000 and 2013. The authors 

compared three terms found to be the most utilized in the literature: anticipatory grief, 

pre-death grief, and chronic sorrow.14 They noted that one conceptual difference between 

anticipatory grief, pre-death grief, and chronic sorrow was the likely amount of time the 

person with life-limiting illness had left to live. While this effort to distinguish terms is 

useful, further clarity is needed for several reasons. First, determining a patient’s prognosis 

is notoriously challenging15, and so defining grief before death based on prognosis would 

be correspondingly difficult. This concept analysis set important groundwork for the current 

review by identifying 20 different terms (see Appendix A) to examine grief before the death, 

but they only compared the three most used terms to exclusively provide a definition for 

pre-death grief.

Given these limitations and an increase in studies since 20147, there is a need for an 

updated and systematic understanding of the full body of literature that comprehensively 

examines terms used to describe family members’ grief before the death of an individual 

with a life-limiting illness. Thus, the present systematic review was undertaken to increase 

conceptual clarity on this grief experience and develop a consistent definition. To advance 

the field and allow for direct comparison between studies, a consistent definition is crucial. 

Additionally, the use of a uniform definition could provide clearer benchmarks of what 

constitutes debilitating grief before a death in order to appropriately develop and tailor 

interventions.

Methods

This systemic review aimed to (1) identify and characterize the studies published on family 

member grief before a death of an individual with life-limiting illness, and (2) propose a 

definition for such grief that has conceptual clarity and precision and is grounded in past 

research.
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Systematic Review Design

This mixed-method systematic review and protocol were prospectively registered on 

PROSPERO on January 1, 2020 (Registration Number: CRD42020166254). This study 

used a phenomenological approach in which we integrated findings of primary quantitative 

and qualitative studies to build a network of related concepts that together provide a 

comprehensive understanding of grief before the death of a person with a life-limiting 

illness.

Search Strategy and Data Sources

Procedures were conducted and reported according to Preferred Reporting Items for 

Systematic Reviews and Meta-Analyses (PRISMA) guidelines 16. Six databases were 

selected: PubMed (via National Library of Medicine’s PubMed.gov), Embase (via Elsevier’s 

Embase.com), Cochrane Central Register of Controlled Trials / Cochrane CENTRAL 

(via Wiley’s Cochrane Library), PsycINFO (via Ovid), Web of Science Core Collection 

(via Clarivate Analytics), and Cumulative Index to Nursing and Allied Health Literature 

(CINAHL) (via EBSCO). Concepts were combined with the Boolean AND operator, and the 

Cochrane Handbook filter was used to exclude animal-only studies 17. A second research 

informationist performed a Peer Review of Electronic Search Strategies (PRESS), and 

edits were implemented 18. For a complete strategy, see the accompanying PubMed search 

displayed in Appendix B. The six databases were comprehensively searched on February 

24, 2020. The first author (JS) later conducted two updates (April 1, 2021; July 10, 2021) 

and searched the six databases to identify if any new articles should be added to the review 

that were published after February 24, 2020. Results were entered as Research Information 

System files (i.e., standardized tag format) in Covidence, a web-based software platform for 

systematic review development 19.

Selection Strategy

Studies were considered eligible for inclusion if they evaluated family members’ or friend’s 

grief related to an individual currently living with a life-limiting illness. Studies that 

evaluated grief after the death had occurred or did not explicitly measure or refer to grief or 

examined grief related to non-life limiting illness (e.g., diabetes) were excluded.

Screening Process

After duplicates were removed, abstracts were reviewed by two independent reviewers for 

initial eligibility. Articles were considered for full-text review if both reviewers agreed they 

met inclusion criteria. When there was disagreement between two reviewers, discrepancies 

were discussed with the first and second authors. All studies that met criteria for full-text 

evaluation were then independently reviewed by two reviewers and disagreements between 

reviewers were discussed with the first and second author. A standardized template was 

developed to extract pre-specified information from the final set of included articles. 

For each article, a reviewer completed the coding template to extract the pre-determined 

information from each article.
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Data Synthesis and Analysis

After studies were selected, they were individually entered by the authors into an Excel 

table for data extraction. Authors were instructed to indicate title, authors, whether the study 

was qualitative, quantitative, or mixed methods, design of the study, whether prospective 

or retrospective, purpose of the study, sample details (mean age, gender, race/ethnicity, 

relationship to patient/deceased, disease status), key qualitative and quantitative findings, 

term used to describe grief (e.g., anticipatory grief), and implications related to defining 

the term. The first author (JS) organized the studies by the grief term used and conducted 

a thematic synthesis of the definitions used within the terms. To interpret the results, a 

thematic synthesis was performed. The synthesis began with ‘line-by-line’ coding of the 

included articles (n=132), which were put into categories (i.e., term used; definition used; 

measure used). These were then aggregated by term used.

Results

A total of 9,568 records were reviewed. A final set of 132 full-text articles underwent 

qualitative synthesis (see Figure 1 for PRISMA). Two studies 7,20 were added from the 

review of the databases on April 1, 2021 and another on July 10, 2021. Therefore, 134 

full-text articles underwent thematic synthesis (see Figure 1).

The studies were predominantly quantitative (N=77; 57.46%). Thirty-three (23.88%) were 

qualitative and 24 (17.91%) used mixed methods. Most of the studies were prospective 

(N=110; 82.09%). Twenty (14.93%) were retrospective and four (3.00%) included both 

prospective and retrospective analyses.

Participants in these studies primarily endorsed their family member was diagnosed with 

dementia (N=51; 38.1%) or cancer (N=39; 29.1%) broadly. When examining the prognosis 

of the individual with the life-limiting illness, most studies stated that they had “late-stage 

dementia” or “advanced cancer.” For the studies that provided the relationship to the person 

with the life-limiting illness, 58.0% were adult children, 28.1% were spouses/partners, and 

13.9% were other relatives/friends (e.g., parents).

There were 18 different terms used to describe grief in family members of individuals 

who have a life-limiting illness. The terms used were anticipatory grief (N=34), pre-death 

grief (N=18), grief (N=12), pre-loss grief (N=6), caregiver grief (N=5), grief in caregivers 

(N=4), and anticipatory mourning (N=4). Nineteen studies used multiple terms throughout 

a single article. There were also 10 other terms that were each used only once in separate 

studies. Due to the large number of articles in this systematic review, we limited our in-text 

analysis to articles where the term (e.g., pre-death grief) was used in more than one article. 

Therefore, we did not analyze these 10 studies. However, they are described in Table 1. 

Also, there were two studies that described grief in family members of individuals who have 

a life-limiting illness but did not use a specific term to describe their experience.

In addition to varied terms used to characterize grief in family members of individuals with 

life-limiting illness, studies used 19 different scales to measure grief. The most prominent 
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were the Marwit-Meuser-Caregiver Grief Inventory (n=28), the Anticipatory Grief Scale 

(n=18), and the Prolonged Grief-12 (n=13).

Anticipatory Grief

There were 54 studies identified that used anticipatory grief to describe family members’ 

grief while a person with a life-limiting illness was alive. However, the definitions used 

for anticipatory grief differed drastically (see Table 1), and many studies used the term 

anticipatory grief but failed to define it. For example, one study 21 stated that anticipatory 

grief includes emotions associated with the fear of losing their significant other, whereas 

another study 22 stated anticipatory grief is a profound emotional response to impending, 

irreversible loss that is experienced by a family member. Overall, the first definition is 

related to worry about life without the person with the life limiting illness (e.g., what am I 

going to do when they pass away). However, the other study22 appears to define anticipatory 

grief as a feeling of loss following diagnosis of the life limiting illness (e.g., I feel I have 

already lost the person). Nine studies 23–31 used Rando’s12 definition of anticipatory grief 

and two 32,33 used Lindemann’s 11 definition of anticipatory grief. Ten studies34–43 used 

the term anticipatory grief, but did not define it beyond using a measure conceptualized as 

measuring anticipatory grief. Finally, there was one study44 that defined anticipatory grief 

as being an emotional response that is specific to a dementia (i.e., “a specific feeling of 

pre-death grief in response to compound serial losses in the dementia process;” p. 1).

Of the studies that used anticipatory grief, 16 were qualitative. The remaining 38 

quantitative studies used a variety of measures, with five studies using author-generated 

questions that had not been psychometrically validated21,22,28,45,46. The studies using 

anticipatory grief were mostly conducted with family members of patients with dementia 

(N=17) or cancer (N=15). Lastly, of the studies that used the term anticipatory grief, the 

Anticipatory Grief Scale was the most used measure (14 studies; 25,29,36,41,45,47–53). The 

Marwit-Meuser-Caregiver Grief Inventory 26,27,54–58 and Marwit-Meuser-Caregiver Grief 

Inventory- Short Form 24,35,40,44 was used in 11 studies.

Pre-death grief

There were 18 studies identified that used pre-death grief to describe grief experienced by 

family members of a person with a life-limiting illness. Almost all 18 studies differed in 

their definitions of pre-death grief. For example, Rankin and colleagues 59 defined pre-death 

grief as grief experienced by family members prior to the death of the patient in response 

to losses that accompany the diagnosis of a family member, whereas Mulligan 60 defined 

pre-death grief as yearning for the family member to be healthy again and feeling shocked 

about the person’s illness. One study 61 used Lindemann’s definition 11. Another study 62 

framed grief as a spectrum, which they termed “triple grief” (i.e., grieving the loss of the 

patients’ personhood, the family’s experience of loss at the time of hospice admission, and 

the loss when the person dies). Two studies 20,63,64 used the term pre-death grief but did not 

define it.

Most studies that used pre-death grief were quantitative (N=16) and the remainder were 

qualitative (N=2). The studies that used the term pre-death grief were mostly with family 
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members of dementia (N=12) and cancer patients (N=3). The remaining studies included 

family members of individuals with other types of life-limiting illnesses, a mixed sample, 

or did not specify the illness. Of the 15 quantitative studies, most studies used the 

Marwit-Meuser-Caregiver Grief Inventory (n=4; 65–68,68, the Marwit-Meuser-Caregiver 

Grief Inventory- Short Form (n=4; 60,69–71), or the Prolonged Grief-12 (n=4; 20,60,62,63). 

Two of the studies used multiple measures 60,63.

Grief

Twelve studies used the term, grief, to describe family members’ grief while a person with 

a life-limiting illness was still alive. Five 72–76 of these studies did not provide a definition 

of the term. The six studies that used grief differed in their definition of the construct. 

One study 77 defined grief as the reaction to the perceived loss following the diagnosis 

of a life-limiting illness. However, another study77 defined it as a “multifaceted caregiver 

response” (p. 198) to death and losses of all kinds associated with the illness, including 

grief related to “social” death and intellectual deterioration of a person with some form of 

dementia.

Most of the studies that used the term, grief, to describe the experience of grief before 

the death used mixed methods (N=7). Four were quantitative, and one qualitative. Studies 

were predominantly conducted with family members of cancer (N=5) and dementia (N=4) 

patients. Two of the studies used the Marwit-Meuser-Caregiver Grief Inventory72,79 and 

three used the Marwit-Meuser-Caregiver Grief Inventory- Short Form 73,77,80.

Pre-Loss Grief

There were six studies identified that used pre-loss grief to describe family members’ 

grief while a person with a life-limiting illness was still alive 7–9,81–83. There were two 

studies 7,81 that defined pre-loss grief, whereas the remaining four studies 8,9,82,83 did not 

define the construct. Hudson and colleagues 81 defined pre-loss grief as follows: “Grief is 

a process involving some elements of ‘loss,’ which starts before the bereavement and can 

be onerous” (p.523). Singer and colleagues 7 similarly used pre-loss grief as more of an 

umbrella term, defining it as either family members’ grief related to the impending loss of 

their loved one and/or the loss of components of the relationship with the loved one that 

existed pre-diagnosis.

All studies that used pre-loss grief were quantitative. Most of the pre-loss grief studies 

included a mixed sample with respect to illness type. Only one study 8 focused on a single 

specific illness (i.e., family members of individuals with a dementia). All the studies used 

the Prolonged Grief-12 to measure pre-loss grief.

Caregiver Grief

There were five studies identified that used the term, caregiver grief, to describe family 

members’ grief while a person with a life-limiting illness is still alive. Three of the articles 

were led by the same first author and described caregiver grief as anticipation of future 

losses related to physical death of a person with dementia 84–86. Marwit and Meuser 
87 discussed caregiver grief as a stage-determined, internally consistent construct that is 
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measurable but did not provide an explicit definition. Guerrero 88 defined caregiver grief 

as feelings of grief, including sadness, longing, worry, felt isolation, personal sacrifice, and 

burden prior to the death of the care recipient.

Most of the studies that used caregiver grief were quantitative studies (n=4), and one used 

mixed methods. The studies using the term caregiver grief were predominately conducted 

with family members of dementia patients and one study included family members of 

individuals with frontotemporal lobar degeneration. All five studies used some form of the 

Marwit-Meuser-Caregiver Grief Inventory.

Anticipatory Mourning

There were four studies that used the term, anticipatory mourning, to describe family 

members’ grief while a person with a life-limiting illness is still alive. Each of the 

four studies differed in their definition. One study 89 used Rando’s 12 definition. Clukey 
90 described anticipatory mourning as a set of dynamic processes involving emotional 

and cognitive transitions made in response to an expected loss. Angela-Cole 91 defined 

anticipatory mourning as uncertainty surrounding the amount of time a person with a 

life-limiting illness has left, which creates a heightened grieving experience before the 

person dies. Bielek and colleagues 92 defined anticipatory mourning as the act of mourning 

when facing a loss, whether it is sudden or prolonged. All the studies using anticipatory 

mourning were qualitative. Two studies 91,92 recruited participants whose family members 

had “terminal cancer” and two included family members of individuals with any “terminal 

illness.”

Grief in Caregivers

Four studies used the term, grief in caregivers, to describe family member’s grief while a 

person with a life-limiting illness is still alive. Two studies 93,94 offered definitions of grief 

in caregivers, whereas two studies did not define the construct 95,96. Ott and colleagues 

(2007) 93 used Rando’s 12 definition. Li and colleagues 94 defined grief in caregivers as 

various physical and emotional reactions due to the various losses associated with dementia.

Three of the four studies were quantitative, and the other study used a mixed design. Three 

of the studies enrolled family members of dementia patients, and one study enrolled family 

members who had an acquired brain injury. One of the studies used the Marwit-Meuser-

Caregiver Grief Inventory 95, and three used the Marwit-Meuser-Caregiver Grief Inventory- 

Short Form 93,93,94

Multiple Terms Used

There were 19 studies that used multiple terms (e.g., anticipatory grief and pre-loss grief) 

within a single article to describe family members’ grief experiences. In all cases, each 

of the terms were used interchangeably with the same definition applied. For example, 

Carter and colleagues 97 used pre-death grief, caregiver grief, and grief interchangeably. 

This study applied the same definition for each of these terms. All three constructs were 

characterized as involving personal sacrifice and burden, worry and feelings of isolation, 
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and heartfelt sadness and longing, which are key subscales in the Marwit-Meuser-Caregiver 

Grief Inventory.

Discussion

This systematic review on grief experienced by family members prior to an individual’s 

death to life-limiting illness revealed wide variation in the terminology used and 

characterization of such grief across studies. More than 18 terms and more than 30 

definitions have been used to describe this form of grief. Further, in many cases, even when 

certain terms were frequently used (e.g., anticipatory grief, pre-death grief), the same term 

was often defined differently across studies. For example, one study 49 defined anticipatory 

grief as the process associated with grieving the eventual loss of a family member in advance 

of their inevitable death, whereas another study 98 defined anticipatory grief as a series of 

losses based on a loved one’s progression of cognitive and physical decline. As is evident 

in this example, these definitions differ drastically, which limits the reliability and validity 

of the construct and, in turn, constrains the utility of the term anticipatory grief. Similar 

conceptual issues were found with and across other terms. Several studies (N=24; 17.9%) 

did not define the construct at all nor provide a citation for a past study that defined 

the construct. The net result is that the current conceptualization of a family member’s 

grief experience prior to death lacks conceptual clarity and a precise, consistently applied 

definition.

Conceptual Problems with the Construct and Measures Used

The lack of consensus in defining the construct of grief before a death occurs across studies 

presents problems for comparing study findings, in advancing research, and in providing 

appropriate clinical care to grieving families. The most frequently used definitions were 

those of Lindemann’s 11 and Rando’s 12, yet less than 15% of the studies used one of these 

two definitions. Other studies either used their own definition, which differed drastically 

across studies using the same terms, or did not define the construct being examined. A 

recent systematic review 99 examining pre-loss grief with cancer patients stated that their 

results (i.e., higher pre-loss grief results in worse post-loss adjustment) were limited by 

an inconsistent operationalization of pre-loss grief. Clear and consistent definitions are 

necessary for other researchers to replicate findings and increase our understanding of 

theoretical constructs 100. Further, Drost 101 found using multiple definitions to define the 

same construct can diminish reliability, as well as internal and external validity. Therefore, 

providing a universal definition of a construct can lead to an advancement of the field, 

allowing multiple researchers to examine the same construct and compare studies. For 

example, Holley’s 49 study and Pote and colleagues’ 57 investigation, which both used the 

term anticipatory grief, could not be appropriately compared because their definitions varied. 

The lack of uniformity of the definitions, coupled with studies not defining the construct, 

further increases the difficulty of comparing research findings and, importantly, limits the 

clinical utility of the constructs.

It was beyond the scope of this systematic review to examine the psychometric properties of 

individual instruments and homegrown questions used to measure grief in family members 
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of individuals with a life-limiting illness; however, examination of the connection between 

the definitions used and the measures used is salient to the focus of the paper. There 

were numerous instruments used to measure grief before death, which is not uncommon or 

specific to the grief literature. However, the articles that were identified in this systematic 

review differed drastically in their definition of the construct of grief before a death, 

despite often using the same scale. For example, Guererro 88 used the Marwit-Meuser-

Caregiver Grief Inventory and defined the construct as sadness, longing, worry, felt isolation, 

personal sacrifice, and burden, whereas York and colleagues 58 also used the Marwit-

Meuser-Caregiver Grief Inventory and defined the construct as grief related to anticipation 

of the forthcoming loss of a family member. Not only were different definitions used in 

studies using the same scales, but the same scale was used across terms, such as use of 

the Marwit-Meuser-Caregiver Grief Inventory to measure more than 6 different constructs. 

Thus, it is unclear whether the terms and the measures in fact reflect separate, distinct 

constructs or a single grief phenomenon.

Limitations

Findings from this systematic review should be considered in the context of some 

limitations. First, this systematic review only focused on articles that were published in 

English or for which translations were available. It should be noted that 14 studies during the 

initial review were excluded for which translation could not be found. Second, this review 

only included studies that examined grief in family members of individuals with life-limiting 

illnesses and not other chronic medical (e.g., diabetes) or mental (e.g., schizophrenia) 

illnesses over which family members may grieve. Third, this study was limited in that it only 

examined published research articles and thus may have missed studies that were started 

during the pandemic that examined COVID-19 and grief before the loss. Finally, we did not 

include conference abstracts, which could limit the studies identified.

Proposed Definitions

In synthesizing the results of this study, two overarching conceptualizations of grief 

occurring before the person with a life-limiting illness has died emerged: grief around the 

anticipated death of the person and grief associated with losses that occur throughout the 

illness trajectory. In light of the differences between definitions noted in this systematic 

review and the overlaps between constructs, we have attempted to provide clarity in the 

following proposed definitions. Under the umbrella category that we propose be termed pre-
death grief, we propose two separate constructs: anticipatory grief and illness-related grief. 
Anticipatory grief is future-oriented and defined as a family members’ grief experience 

while the person with the life-limiting illness is alive but that is focused on feared or 

anticipated losses that will occur after the person’s death. Anticipatory grief includes worry 

about a future without the person with the life-limiting illness being physically present and 

feeling sad about future losses related to the deceased person. Many studies defined the 

construct of grief prior to a loss as the anticipation of future losses related to the physical 

death of a person (e.g., 23,24,26–28). Using our proposed definition, these studies would be 

measuring anticipatory grief.
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Illness-related grief is, on the other hand, present-oriented. More specifically, illness-related 

grief includes grief related to current or ongoing losses experienced during the illness 

trajectory, such as loss of roles or loss of physical functioning. Some studies (e.g., 7,60) 

provided a definition of grief before a death that would fit under illness-related grief when 

they defined the construct as longing and yearning for the family member to be as they were 

before the illness. We would expand on this definition and state that illness-related grief is 

the experience of grief before the death of a family member that relates to the numerous, 

multiplicative losses that can be incurred when a family member has a life-limiting illness. 

For example, a person might experience intense feelings of emotional pain, sorrow, or pangs 

of grief related to the family member’s functional impairment and wish they were able to do 

what they used to be able to do.

Consistent use of these two constructs as we have defined them could provide the field 

with uniformity, facilitating advancement of the study of pre-death grief. Importantly, the 

definitions identified through this systematic review would not be able to differentiate if 

a person has anticipatory grief, illness-related grief, or both anticipatory grief and illness-

related grief. While anticipatory grief and illness-related grief, may be distinguished, they 

may both be experienced by family members. Future research can further examine methods 

of measuring these distinct constructs in order to more effectively identify family members 

in need of support for pre-death grief and to establish intervention targets relevant to the type 

of grief they are experiencing.

Despite grief before the death of an individual with life-limiting illness being studied for 

more than 80 years with more than 130 studies identified, this systematic review provides 

evidence that there is no consistent definition of this construct and identifies numerous 

related limitations within the current body of literature that examines grief before death. 

These limitations appear to be hindering the advancement of the grief field. This study 

is novel as it provides the field with consistent terms: pre-death grief, anticipatory grief, 

and illness-related grief, as described above, which will facilitate clinical research to 

1) replicating results, 2) better differentiating normative pre-death grief from impairing 

pre-death grief, 3) identifying of risk and protective factors for developing impairing 

pre-death grief, as well as the extent to which pre-death grief may be a risk factor for 

negative bereavement outcomes such as prolonged grief disorder, 4) developing and testing 

interventions to reduce distressing and impairing pre-death grief, and 5) understanding 

if there are differences in presentation of pre-death grief depending on the patient’s 

illness (e.g., cancer; dementia). In a future report, we will also examine the psychometric 

properties of the scales identified in this systematic review to continue refining the 

field’s conceptualization grief before death and to ultimately offer guidance on which 

measures may be most clinically useful. Additionally, future work should aim to examine 

pre-death grief from an interdisciplinary perspective by identifying possible biological, 

neuropsychological, and developmental influences in order to create more interdisciplinary 

interventions to mitigate pre-death grief. More specifically, due to the interdisciplinary 

nature of the work examining pre-death grief, a greater understanding of the neurobiological 

underpinnings of pre-death grief in family members is warranted and if these underpinnings 

differ depending on the patient’s illness,
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Such work has the potential to improve family-centered, bereavement-conscious, palliative 

care for family members of individuals with life-limiting illness before and after 

bereavement. A central component of palliative care is attending to the needs of family 

members through bereavement, but palliative care clinicians are understandably fulfilling 

many roles that hinder their ability to do so. In the context of the COVID-19 pandemic, 

palliative care professionals are spread thinner156, 157. Having a greater understanding of 

the manifestations of pre-death grief, as well as ways to briefly assess for pre-death grief 

and provide targeted intervention could better equip palliative care clinicians to provide 

care to those most in need. Further, intervening to assuage pre-death grief can place family 

members in a better position to cope with the challenges of bereavement and reduce their 

risk for bereavement-related mental health challenges158.

It would be neglectful to not mention the relationship between pre-death grief and family 

members’ experiences during the COVID-19 pandemic. At this time, there are no empirical 

studies that have examined COVID-19 and pre-death grief, but several commentaries 

and reviews have discussed the implications of COVID-19 on pre-death grief. First, one 

commentary159, which used the term pre-loss grief, highlights that families face novel 

challenges when the person with COVID-19 becomes critically ill, including physical 

separation due to fear of COVID-19 being spread and the lack of preparedness for the death, 

which has been shown to increase pre-death grief and prolonged grief disorder. Another 

commentary160 focused on the role of front-line workers who are uniquely positioned 

to provide critically needed psychosocial support to bereaved family members, yet who 

are also experiencing unprecedented levels of burnout. This speaks to the need for brief 

assessment and interdisciplinary intervention approaches that not only provide bereavement-

conscious care to families but also seek to reduce systemic barriers to providing care. Also, 

palliative care clinicians could be involved earlier in the illness trajectory to help reduce 

pre-death grief in the family member. Therefore, palliative care doctors should be trained on 

assessing pre-death grief in family members of individuals with COVID-19. This systematic 

review and proposed definitions provide the ability to differentiate normative pre-death grief 

from impairing levels of grief and identify risk factors for developing pre-death grief in 

family members of individuals with life-limiting illness. This will hopefully result in an 

increase in targeted interventions for family members who have pre-death grief as well as 

the provision of support to reduce poor bereavement outcomes.
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APPENDIX

Appendix

Appendix A.

Terms for Pre-death grief found in the literature, 2000– 2013 in Lindauer & Harvath (2014) 

study

Anticipatory grief Latent grief

Anticipating grief Sorrow

Living grief Anticipatory mourning

Masked grief Bereavement

Mourning Caregiver grief

Ongoing mourning Chronic grief

Pre-bereavement grief Chronic grief reaction

Pre-death grief Chronic sorrow

Pre-loss grief Disenfranchised grief

Preparatory grief Grief

Appendix B: Database Search Strategies

1. PubMed (via National Library of Medicine’s PubMed.gov)

(“Caregivers” [Mesh] OR “Family” [Mesh:NoExp] OR “Adult Children” [Mesh] OR 

“Family Relations” [Mesh] OR “Grandparents” [Mesh] OR “Nuclear Family” [Mesh] OR 

“Friends” [Mesh] OR caregiver [TIAB] OR “care giver” [TIAB] OR caregivers [TIAB] 

OR “care givers” [TIAB] OR caretaker [TIAB] OR “care taker” [TIAB] OR caretakers 

[TIAB] OR “care takers” [TIAB] OR caregiving [TIAB] OR “care giving” [TIAB] OR 

caretaking [TIAB] OR “care taking” [TIAB] OR carer [TIAB] OR carers [TIAB] OR 

family [TIAB] OR families [TIAB] OR relative [TIAB] OR relatives [TIAB] OR spouse 

[TIAB] OR spouses [TIAB] OR wife [TIAB] OR wives [TIAB] OR husband [TIAB] 

OR husbands [TIAB] OR fiancée [TIAB] OR fiancées [TIAB] OR fiancé [TIAB] OR 

fiancés [TIAB] OR “domestic partner” [TIAB] OR “domestic partners” [TIAB] OR 

girlfriend [TIAB] OR girlfriends [TIAB] OR boyfriend [TIAB] OR boyfriends [TIAB] 

OR daughter [TIAB] OR daughters [TIAB] OR son [TIAB] OR sons [TIAB] OR child 

[TIAB] OR children [TIAB] OR offspring [TIAB] OR parent [TIAB] OR parents [TIAB] 

OR stepparent [TIAB] OR “step-parent” [TIAB] OR stepparents [TIAB] OR “step-parents” 

[TIAB] OR mother [TIAB] OR mothers [TIAB] OR father [TIAB] OR fathers [TIAB] 

OR sister [TIAB] OR sisters [TIAB] OR brother [TIAB] OR brothers [TIAB] OR sibling 

[TIAB] OR siblings [TIAB] OR aunt [TIAB] OR aunts [TIAB] OR uncle [TIAB] OR 

uncles [TIAB] OR niece [TIAB] OR nieces [TIAB] OR nephew [TIAB] OR nephews 

[TIAB] OR cousin [TIAB] OR cousins [TIAB] OR grandparent [TIAB] OR grandparents 

[TIAB] OR grandmother [TIAB] OR grandmothers [TIAB] OR grandfather [TIAB] OR 

grandfathers [TIAB] OR friend [TIAB] OR friends [TIAB] OR companion [TIAB] OR 

companions [TIAB] OR acquaintance [TIAB] OR acquaintances [TIAB] OR friendship 

[TIAB] OR friendships [TIAB]) AND (((“Bereavement” [Mesh] OR grief [TIAB] OR 
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grieve [TIAB] OR grieves [TIAB] OR grieving [TIAB] OR bereavement [TIAB] OR 

bereaved [TIAB] OR sorrow [TIAB] OR sorrowful [TIAB] OR mourning [TIAB] OR 

mourn [TIAB] OR mourns [TIAB] OR mournful [TIAB]) AND (“Catastrophic Illness” 

[Mesh] OR “Critical Illness” [Mesh] OR “Terminal Care” [Mesh:NoExp] OR “Terminally 

Ill” [Mesh] OR “Hospice Care” [Mesh] OR “Palliative Care” [Mesh] OR “catastrophic 

illness” [TIAB] OR “catastrophic illnesses” [TIAB] OR “catastrophic disease” [TIAB] OR 

“catastrophic diseases” [TIAB] OR “prolonged illness” [TIAB] OR “prolonged illnesses” 

[TIAB] OR “prolonged disease” [TIAB] OR “prolonged diseases” [TIAB] OR “critical 

illness” [TIAB] OR “critical illnesses” [TIAB] OR “critical disease” [TIAB] OR “critical 

diseases” [TIAB] OR “critically ill” [TIAB] OR “life-limiting condition” [TIAB] OR 

“life-limiting conditions” [TIAB] OR “life-limiting illness” [TIAB] OR “life-limiting 

illnesses” [TIAB] OR “life-limiting disease” [TIAB] OR “life-limiting diseases” [TIAB] OR 

“life-threatening health condition” [TIAB] OR “life-threatening health conditions” [TIAB] 

OR “life-threatening condition” [TIAB] OR “life-threatening conditions” [TIAB] OR “life-

threatening illness” [TIAB] OR “life-threatening illnesses” [TIAB] OR “life-threatening 

disease” [TIAB] OR “life-threatening diseases” [TIAB] OR “advanced medical illness” 

[TIAB] OR “advanced medical illnesses” [TIAB] OR “advanced illness” [TIAB] OR 

“advanced illnesses” [TIAB] OR “advanced disease” [TIAB] OR “advanced diseases” 

[TIAB] OR “terminal care” [TIAB] OR “terminal illness” [TIAB] OR “terminal illnesses” 

[TIAB] OR “terminal disease” [TIAB] OR “terminal diseases” [TIAB] OR “terminally 

ill” [TIAB] OR “terminal stage” [TIAB] OR “terminal stages” [TIAB] OR “fatal illness” 

[TIAB] OR “fatal illnesses” [TIAB] OR “fatal disease” [TIAB] OR “fatal diseases” [TIAB] 

OR “pre-loss” [TIAB] OR preloss [TIAB] OR “pre-death” [TIAB] OR predeath [TIAB] 

OR “end of life” [TIAB] OR “hospice care” [TIAB] OR “bereavement care” [TIAB] OR 

“palliative care” [TIAB] OR “supportive care” [TIAB])) OR (“pre-bereavement” [TIAB] 

OR prebereavement [TIAB] OR “caregiver grief” [TIAB] OR “caregiver bereavement” 

[TIAB] OR “caregiver distress” [TIAB] OR “carer distress” [TIAB] OR “anticipatory grief” 

[TIAB] OR “anticipatory bereavement” [TIAB] OR “anticipatory mourning” [TIAB] OR 

“pre-death grief” [TIAB] OR “predeath grief” [TIAB] OR “pre-loss grief” [TIAB] OR 

“preloss grief” [TIAB] OR “preparatory grief” [TIAB])) NOT (“Animals” [Mesh] NOT 

“Humans” [Mesh])

2. Embase (via Elsevier’s Embase.com)

(‘caregiver’/exp OR ‘relative’/exp OR ‘family’/de OR ‘adopted child’/exp OR ‘adult 

child’/exp OR ‘aunt’/exp OR ‘cousin’/exp OR ‘extended family’/exp OR ‘family 

health’/exp OR ‘family life’/exp OR ‘family relation’/exp OR ‘family service’/exp OR 

‘foster child’/exp OR ‘grandchild’/exp OR ‘grandparent’/exp OR ‘great-grandparent’/exp 

OR ‘nephew’/exp OR ‘niece’/exp OR ‘nuclear family’/exp OR ‘parenthood’/exp OR 

‘stepfamily’/exp OR ‘uncle’/exp OR ‘friend’/exp OR caregiver:ab,ti OR ‘care giver’:ab,ti 

OR caregivers:ab,ti OR ‘care givers’:ab,ti OR caretaker:ab,ti OR ‘care taker’:ab,ti OR 

caretakers:ab,ti OR ‘care takers’:ab,ti OR caregiving:ab,ti OR ‘care giving’:ab,ti OR 

caretaking:ab,ti OR ‘care taking’:ab,ti OR carer:ab,ti OR carers:ab,ti OR family:ab,ti 

OR families:ab,ti OR relative:ab,ti OR relatives:ab,ti OR spouse:ab,ti OR spouses:ab,ti 

OR wife:ab,ti OR wives:ab,ti OR husband:ab,ti OR husbands:ab,ti OR fiancée:ab,ti 

OR fiancées:ab,ti OR fiancé:ab,ti OR fiancés:ab,ti OR ‘domestic partner’:ab,ti OR 
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‘domestic partners’:ab,ti OR girlfriend:ab,ti OR girlfriends:ab,ti OR boyfriend:ab,ti 

OR boyfriends:ab,ti OR daughter:ab,ti OR daughters:ab,ti OR son:ab,ti OR sons:ab,ti 

OR child:ab,ti OR children:ab,ti OR offspring:ab,ti OR parent:ab,ti OR parents:ab,ti 

OR stepparent:ab,ti OR ‘step-parent’:ab,ti OR stepparents:ab,ti OR ‘step-parents’:ab,ti 

OR mother:ab,ti OR mothers:ab,ti OR father:ab,ti OR fathers:ab,ti OR sister:ab,ti 

OR sisters:ab,ti OR brother:ab,ti OR brothers:ab,ti OR sibling:ab,ti OR siblings:ab,ti 

OR aunt:ab,ti OR aunts:ab,ti OR uncle:ab,ti OR uncles:ab,ti OR niece:ab,ti OR 

nieces:ab,ti OR nephew:ab,ti OR nephews:ab,ti OR cousin:ab,ti OR cousins:ab,ti OR 

grandparent:ab,ti OR grandparents:ab,ti OR grandmother:ab,ti OR grandmothers:ab,ti OR 

grandfather:ab,ti OR grandfathers:ab,ti OR friend:ab,ti OR friends:ab,ti OR companion:ab,ti 

OR companions:ab,ti OR acquaintance:ab,ti OR acquaintances:ab,ti OR friendship:ab,ti 

OR friendships:ab,ti) AND (((‘bereavement’/exp OR ‘grief’/exp OR grief:ab,ti OR 

grieve:ab,ti OR grieves:ab,ti OR grieving:ab,ti OR bereavement:ab,ti OR bereaved:ab,ti OR 

sorrow:ab,ti OR sorrowful:ab,ti OR mourning:ab,ti OR mourn:ab,ti OR mourns:ab,ti OR 

mournful:ab,ti) AND (‘terminal disease’/exp OR ‘critical illness’/exp OR ‘terminal care’/de 

OR ‘terminally ill patient’/exp OR ‘hospice care’/exp OR ‘palliative therapy’/exp OR 

‘catastrophic illness’:ab,ti OR ‘catastrophic illnesses’:ab,ti OR ‘catastrophic disease’:ab,ti 

OR ‘catastrophic diseases’:ab,ti OR ‘prolonged illness’:ab,ti OR ‘prolonged illnesses’:ab,ti 

OR ‘prolonged disease’:ab,ti OR ‘prolonged diseases’:ab,ti OR ‘critical illness’:ab,ti 

OR ‘critical illnesses’:ab,ti OR ‘critical disease’:ab,ti OR ‘critical diseases’:ab,ti OR 

‘critically ill’:ab,ti OR ‘life-limiting condition’:ab,ti OR ‘life-limiting conditions’:ab,ti OR 

‘life-limiting illness’:ab,ti OR ‘life-limiting illnesses’:ab,ti OR ‘life-limiting disease’:ab,ti 

OR ‘life-limiting diseases’:ab,ti OR ‘life-threatening health condition’:ab,ti OR ‘life-

threatening health conditions’:ab,ti OR ‘life-threatening condition’:ab,ti OR ‘life-threatening 

conditions’:ab,ti OR ‘life-threatening illness’:ab,ti OR ‘life-threatening illnesses’:ab,ti 

OR ‘life-threatening disease’:ab,ti OR ‘life-threatening diseases’:ab,ti OR ‘advanced 

medical illness’:ab,ti OR ‘advanced medical illnesses’:ab,ti OR ‘advanced illness’:ab,ti 

OR ‘advanced illnesses’:ab,ti OR ‘advanced disease’:ab,ti OR ‘advanced diseases’:ab,ti 

OR ‘terminal care’:ab,ti OR ‘terminal illness’:ab,ti OR ‘terminal illnesses’:ab,ti OR 

‘terminal disease’:ab,ti OR ‘terminal diseases’:ab,ti OR ‘terminally ill’:ab,ti OR ‘terminal 

stage’:ab,ti OR ‘terminal stages’:ab,ti OR ‘fatal illness’:ab,ti OR ‘fatal illnesses’:ab,ti 

OR ‘fatal disease’:ab,ti OR ‘fatal diseases’:ab,ti OR ‘pre-loss’:ab,ti OR preloss:ab,ti 

OR ‘pre-death’:ab,ti OR predeath:ab,ti OR ‘end of life’:ab,ti OR ‘hospice care’:ab,ti 

OR ‘bereavement care’:ab,ti OR ‘palliative care’:ab,ti OR ‘supportive care’:ab,ti)) OR 

(‘pre-bereavement’:ab,ti OR prebereavement:ab,ti OR ‘caregiver grief’:ab,ti OR ‘caregiver 

bereavement’:ab,ti OR ‘caregiver distress’:ab,ti OR ‘carer distress’:ab,ti OR ‘anticipatory 

grief’:ab,ti OR ‘anticipatory bereavement’:ab,ti OR ‘anticipatory mourning’:ab,ti OR ‘pre-

death grief’:ab,ti OR ‘predeath grief’:ab,ti OR ‘pre-loss grief’:ab,ti OR ‘preloss grief’:ab,ti 

OR ‘preparatory grief’:ab,ti)) NOT ((‘animal’/exp OR ‘nonhuman’/exp) NOT ‘human’/exp)

3. Cochrane Central Register of Controlled Trials / Cochrane CENTRAL (via Wiley’s 
Cochrane Library)

#1) MeSH descriptor: [Caregivers] explode all trees

#2) MeSH descriptor: [Family] this term only
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#3) MeSH descriptor: [Adult Children] explode all trees

#4) MeSH descriptor: [Family Relations] explode all trees

#5) MeSH descriptor: [Grandparents] explode all trees

#6) MeSH descriptor: [Nuclear Family] explode all trees

#7) MeSH descriptor: [Friends] explode all trees

#8) caregiver:ab,ti OR “care giver”:ab,ti OR caregivers:ab,ti OR “care givers”:ab,ti 

OR caretaker:ab,ti OR “care taker”:ab,ti OR caretakers:ab,ti OR “care takers”:ab,ti 

OR caregiving:ab,ti OR “care giving”:ab,ti OR caretaking:ab,ti OR “care taking”:ab,ti 

OR carer:ab,ti OR carers:ab,ti OR family:ab,ti OR families:ab,ti OR relative:ab,ti OR 

relatives:ab,ti OR spouse:ab,ti OR spouses:ab,ti OR wife:ab,ti OR wives:ab,ti OR 

husband:ab,ti OR husbands:ab,ti OR fiancée:ab,ti OR fiancées:ab,ti OR fiancé:ab,ti OR 

fiancés:ab,ti OR “domestic partner”:ab,ti OR “domestic partners”:ab,ti OR girlfriend:ab,ti 

OR girlfriends:ab,ti OR boyfriend:ab,ti OR boyfriends:ab,ti OR daughter:ab,ti OR 

daughters:ab,ti OR son:ab,ti OR sons:ab,ti OR child:ab,ti OR children:ab,ti OR 

offspring:ab,ti OR parent:ab,ti OR parents:ab,ti OR stepparent:ab,ti OR “step-parent”:ab,ti 

OR stepparents:ab,ti OR “step-parents”:ab,ti OR mother:ab,ti OR mothers:ab,ti OR 

father:ab,ti OR fathers:ab,ti OR sister:ab,ti OR sisters:ab,ti OR brother:ab,ti OR 

brothers:ab,ti OR sibling:ab,ti OR siblings:ab,ti OR aunt:ab,ti OR aunts:ab,ti OR uncle:ab,ti 

OR uncles:ab,ti OR niece:ab,ti OR nieces:ab,ti OR nephew:ab,ti OR nephews:ab,ti 

OR cousin:ab,ti OR cousins:ab,ti OR grandparent:ab,ti OR grandparents:ab,ti OR 

grandmother:ab,ti OR grandmothers:ab,ti OR grandfather:ab,ti OR grandfathers:ab,ti 

OR friend:ab,ti OR friends:ab,ti OR companion:ab,ti OR companions:ab,ti OR 

acquaintance:ab,ti OR acquaintances:ab,ti OR friendship:ab,ti OR friendships:ab,ti

#9) #1 OR #2 OR #3 OR #4 OR #5 OR #6 OR #7 OR #8

#10) MeSH descriptor: [Bereavement] explode all trees

#11) grief:ab,ti OR grieve:ab,ti OR grieves:ab,ti OR grieving:ab,ti OR bereavement:ab,ti OR 

bereaved:ab,ti OR sorrow:ab,ti OR sorrowful:ab,ti OR mourning:ab,ti OR mourn:ab,ti OR 

mourns:ab,ti OR mournful:ab,ti

#12) #10 OR #11

#13) MeSH descriptor: [Catastrophic Illness] explode all trees

#14) MeSH descriptor: [Critical Illness] explode all trees

#15) MeSH descriptor: [Terminal Care] this term only

#16) MeSH descriptor: [Terminally Ill] explode all trees

#17) MeSH descriptor: [Hospice Care] explode all trees
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#18) MeSH descriptor: [Palliative Care] explode all trees

#19) “catastrophic illness”:ab,ti OR “catastrophic illnesses”:ab,ti OR “catastrophic 

disease”:ab,ti OR “catastrophic diseases”:ab,ti OR “prolonged illness”:ab,ti OR “prolonged 

illnesses”:ab,ti OR “prolonged disease”:ab,ti OR “prolonged diseases”:ab,ti OR “critical 

illness”:ab,ti OR “critical illnesses”:ab,ti OR “critical disease”:ab,ti OR “critical 

diseases”:ab,ti OR “critically ill”:ab,ti OR “life limiting condition”:ab,ti OR “life 

limiting conditions”:ab,ti OR “life limiting illness”:ab,ti OR “life limiting illnesses”:ab,ti 

OR “life limiting disease”:ab,ti OR “life limiting diseases”:ab,ti OR “life threatening 

health condition”:ab,ti OR “life threatening health conditions”:ab,ti OR “life threatening 

condition”:ab,ti OR “life threatening conditions”:ab,ti OR “life threatening illness”:ab,ti OR 

“life threatening illnesses”:ab,ti OR “life threatening disease”:ab,ti OR “life threatening 

diseases”:ab,ti OR “advanced medical illness”:ab,ti OR “advanced medical illnesses”:ab,ti 

OR “advanced illness”:ab,ti OR “advanced illnesses”:ab,ti OR “advanced disease”:ab,ti OR 

“advanced diseases”:ab,ti OR “terminal care”:ab,ti OR “terminal illness”:ab,ti OR “terminal 

illnesses”:ab,ti OR “terminal disease”:ab,ti OR “terminal diseases”:ab,ti OR “terminally 

ill”:ab,ti OR “terminal stage”:ab,ti OR “terminal stages”:ab,ti OR “fatal illness”:ab,ti OR 

“fatal illnesses”:ab,ti OR “fatal disease”:ab,ti OR “fatal diseases”:ab,ti OR “pre-loss”:ab,ti 

OR preloss:ab,ti OR “pre-death”:ab,ti OR predeath:ab,ti OR “end of life”:ab,ti OR 

“hospice care”:ab,ti OR “bereavement care”:ab,ti OR “palliative care”:ab,ti OR “supportive 

care”:ab,ti

#20) #13 OR #14 OR #15 OR #16 OR #17 OR #18 OR #19

#21) #12 AND #20

#22) “pre-bereavement”:ab,ti OR prebereavement:ab,ti OR “caregiver grief”:ab,ti OR 

“caregiver bereavement”:ab,ti OR “caregiver distress”:ab,ti OR “carer distress”:ab,ti 

OR “anticipatory grief”:ab,ti OR “anticipatory bereavement”:ab,ti OR “anticipatory 

mourning”:ab,ti OR “pre death grief”:ab,ti OR “predeath grief”:ab,ti OR “pre loss 

grief”:ab,ti OR “preloss grief”:ab,ti OR “preparatory grief”:ab,ti

#23) #21 OR #22

#24) #9 AND #23

#25) MeSH descriptor: [Animals] explode all trees

#26) MeSH descriptor: [Humans] explode all trees

#27) #25 NOT #26

#28) #24 NOT #27

4. PsycINFO (via Ovid)

(exp caregivers/ or family/ or exp biological family/ or exp extended family/ or exp family 

members/ or exp family relations/ or exp family structure/ or exp nuclear family/ or exp 

stepfamily/ or exp friendship/ or caregiver.ti,ab. or “care giver”.ti,ab. or caregivers.ti,ab. 
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or “care givers”.ti,ab. or caretaker.ti,ab. or “care taker”.ti,ab. or caretakers.ti,ab. or 

“care takers”.ti,ab. or caregiving.ti,ab. or “care giving”.ti,ab. or caretaking.ti,ab. or “care 

taking”.ti,ab. or carer.ti,ab. or carers.ti,ab. or family.ti,ab. or families.ti,ab. or relative.ti,ab. or 

relatives.ti,ab. or spouse.ti,ab. or spouses.ti,ab. or wife.ti,ab. or wives.ti,ab. or husband.ti,ab. 

or husbands.ti,ab. or fiancee.ti,ab. or fiancees.ti,ab. or fiance.ti,ab. or fiances.ti,ab. or 

“domestic partner”.ti,ab. or “domestic partners”.ti,ab. or girlfriend.ti,ab. or girlfriends.ti,ab. 

or boyfriend.ti,ab. or boyfriends.ti,ab. or daughter.ti,ab. or daughters.ti,ab. or son.ti,ab. or 

sons.ti,ab. or child.ti,ab. or children.ti,ab. or offspring.ti,ab. or parent.ti,ab. or parents.ti,ab. 

or stepparent.ti,ab. or “step-parent”.ti,ab. or stepparents.ti,ab. or “step-parents”.ti,ab. or 

mother.ti,ab. or mothers.ti,ab. or father.ti,ab. or fathers.ti,ab. or sister.ti,ab. or sisters.ti,ab. 

or brother.ti,ab. or brothers.ti,ab. or sibling.ti,ab. or siblings.ti,ab. or aunt.ti,ab. or 

aunts.ti,ab. or uncle.ti,ab. or uncles.ti,ab. or niece.ti,ab. or nieces.ti,ab. or nephew.ti,ab. or 

nephews.ti,ab. or cousin.ti,ab. or cousins.ti,ab. or grandparent.ti,ab. or grandparents.ti,ab. 

or grandmother.ti,ab. or grandmothers.ti,ab. or grandfather.ti,ab. or grandfathers.ti,ab. or 

friend.ti,ab. or friends.ti,ab. or companion.ti,ab. or companions.ti,ab. or acquaintance.ti,ab. 

or acquaintances.ti,ab. or friendship.ti,ab. or friendships.ti,ab.) and (((exp bereavement/ 

or grief.ti,ab. or grieve.ti,ab. or grieves.ti,ab. or grieving.ti,ab. or bereavement.ti,ab. or 

bereaved.ti,ab. or sorrow.ti,ab. or sorrowful.ti,ab. or mourning.ti,ab. or mourn.ti,ab. or 

mourns.ti,ab. or mournful.ti,ab.) and (exp terminally ill patients/ or exp hospice/ or 

palliative care/ or ‘catastrophic illness’.ti,ab. or ‘catastrophic illnesses’.ti,ab. or ‘catastrophic 

disease’.ti,ab. or ‘catastrophic diseases’.ti,ab. or ‘prolonged illness’.ti,ab. or ‘prolonged 

illnesses’.ti,ab. or ‘prolonged disease’.ti,ab. or ‘prolonged diseases’.ti,ab. or ‘critical 

illness’.ti,ab. or ‘critical illnesses’.ti,ab. or ‘critical disease’.ti,ab. or ‘critical diseases’.ti,ab. 

or ‘critically ill’.ti,ab. or ‘life-limiting condition’.ti,ab. or ‘life-limiting conditions’.ti,ab. or 

‘life-limiting illness’.ti,ab. or ‘life-limiting illnesses’.ti,ab. or ‘life-limiting disease’.ti,ab. 

or ‘life-limiting diseases’.ti,ab. or ‘life-threatening health condition’.ti,ab. or ‘life-

threatening health conditions’.ti,ab. or ‘life-threatening condition’.ti,ab. or ‘life-threatening 

conditions’.ti,ab. or ‘life-threatening illness’.ti,ab. or ‘life-threatening illnesses’.ti,ab. or 

‘life-threatening disease’.ti,ab. or ‘life-threatening diseases’.ti,ab. or ‘advanced medical 

illness’.ti,ab. or ‘advanced medical illnesses’.ti,ab. or ‘advanced illness’.ti,ab. or ‘advanced 

illnesses’.ti,ab. or ‘advanced disease’.ti,ab. or ‘advanced diseases’.ti,ab. or ‘terminal 

care’.ti,ab. or ‘terminal illness’.ti,ab. or ‘terminal illnesses’.ti,ab. or ‘terminal disease’.ti,ab. 

or ‘terminal diseases’.ti,ab. or ‘terminally ill’.ti,ab. or ‘terminal stage’.ti,ab. or ‘terminal 

stages’.ti,ab. or ‘fatal illness’.ti,ab. or ‘fatal illnesses’.ti,ab. or ‘fatal disease’.ti,ab. or ‘fatal 

diseases’.ti,ab. or ‘pre-loss’.ti,ab. or preloss.ti,ab. or ‘pre-death’.ti,ab. or predeath.ti,ab. 

or ‘end of life’.ti,ab. or ‘hospice care’.ti,ab. or ‘bereavement care’.ti,ab. or ‘palliative 

care’.ti,ab. or ‘supportive care’.ti,ab.)) or (‘pre-bereavement’.ti,ab. or prebereavement.ti,ab. 

or ‘caregiver grief’.ti,ab. or ‘caregiver bereavement’.ti,ab. or ‘caregiver distress’.ti,ab. or 

‘carer distress’.ti,ab. or ‘anticipatory grief’.ti,ab. or ‘anticipatory bereavement’.ti,ab. or 

‘anticipatory mourning’.ti,ab. or ‘pre-death grief’.ti,ab. or ‘predeath grief’.ti,ab. or ‘pre-loss 

grief’.ti,ab. or ‘preloss grief’.ti,ab. or ‘preparatory grief’.ti,ab.))

5. Web of Science Core Collection (via Clarivate Analytics)

TS=(caregiver OR “care giver” OR caregivers OR “care givers” OR caretaker OR “care 

taker” OR caretakers OR “care takers” OR caregiving OR “care giving” OR caretaking 
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OR “care taking” OR carer OR carers OR family OR families OR relative OR relatives 

OR spouse OR spouses OR wife OR wives OR husband OR husbands OR fiancée 

OR fiancées OR fiancé OR fiancés OR “domestic partner” OR “domestic partners” OR 

girlfriend OR girlfriends OR boyfriend OR boyfriends OR daughter OR daughters OR 

son OR sons OR child OR children OR offspring OR parent OR parents OR stepparent 

OR “step-parent” OR stepparents OR “step-parents” OR mother OR mothers OR father 

OR fathers OR sister OR sisters OR brother OR brothers OR sibling OR siblings OR 

aunt OR aunts OR uncle OR uncles OR niece OR nieces OR nephew OR nephews OR 

cousin OR cousins OR grandparent OR grandparents OR grandmother OR grandmothers 

OR grandfather OR grandfathers OR friend OR friends OR companion OR companions 

OR acquaintance OR acquaintances OR friendship OR friendships) AND ((TS=(grief OR 

grieve OR grieves OR grieving OR bereavement OR bereaved OR sorrow OR sorrowful 

OR mourning OR mourn OR mourns OR mournful) AND TS=(“catastrophic illness” 

OR “catastrophic illnesses” OR “catastrophic disease” OR “catastrophic diseases” OR 

“prolonged illness” OR “prolonged illnesses” OR “prolonged disease” OR “prolonged 

diseases” OR “critical illness” OR “critical illnesses” OR “critical disease” OR “critical 

diseases” OR “critically ill” OR “life-limiting condition” OR “life-limiting conditions” 

OR “life-limiting illness” OR “life-limiting illnesses” OR “life-limiting disease” OR 

“life-limiting diseases” OR “life-threatening health condition” OR “life-threatening health 

conditions” OR “life-threatening condition” OR “life-threatening conditions” OR “life-

threatening illness” OR “life-threatening illnesses” OR “life-threatening disease” OR “life-

threatening diseases” OR “advanced medical illness” OR “advanced medical illnesses” 

OR “advanced illness” OR “advanced illnesses” OR “advanced disease” OR “advanced 

diseases” OR “terminal care” OR “terminal illness” OR “terminal illnesses” OR “terminal 

disease” OR “terminal diseases” OR “terminally ill” OR “terminal stage” OR “terminal 

stages” OR “fatal illness” OR “fatal illnesses” OR “fatal disease” OR “fatal diseases” 

OR “pre-loss” OR preloss OR “pre-death” OR predeath OR “end of life” OR “hospice 

care” OR “bereavement care” OR “palliative care” OR “supportive care”)) OR TS=(“pre-

bereavement” OR prebereavement OR “caregiver grief” OR “caregiver bereavement” 

OR “caregiver distress” OR “carer distress” OR “anticipatory grief” OR “anticipatory 

bereavement” OR “anticipatory mourning” OR “pre-death grief” OR “predeath grief” OR 

“pre-loss grief” OR “preloss grief” OR “preparatory grief”))

6. Cumulative Index to Nursing and Allied Health Literature (CINAHL) (via EBSCO)

((MH “Caregivers+”) OR (MH “Family”) OR (MH “Adult Children+”) OR (MH 

“Extended Family+”) OR (MH “Family Characteristics”) OR (MH “Parenthood+”) OR 

(MH “Stepfamilies+”) OR (MH “Family Functioning+”) OR (MH “Family Relations+”) OR 

(MH “Nuclear Family+”) OR (MH “Friendship+”) OR TI(caregiver OR “care giver” OR 

caregivers OR “care givers” OR caretaker OR “care taker” OR caretakers OR “care takers” 

OR caregiving OR “care giving” OR caretaking OR “care taking” OR carer OR carers OR 

family OR families OR relative OR relatives OR spouse OR spouses OR wife OR wives 

OR husband OR husbands OR fiancée OR fiancées OR fiancé OR fiancés OR “domestic 

partner” OR “domestic partners” OR girlfriend OR girlfriends OR boyfriend OR boyfriends 

OR daughter OR daughters OR son OR sons OR child OR children OR offspring OR parent 

OR parents OR stepparent OR “step-parent” OR stepparents OR “step-parents” OR mother 
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OR mothers OR father OR fathers OR sister OR sisters OR brother OR brothers OR sibling 

OR siblings OR aunt OR aunts OR uncle OR uncles OR niece OR nieces OR nephew 

OR nephews OR cousin OR cousins OR grandparent OR grandparents OR grandmother 

OR grandmothers OR grandfather OR grandfathers OR friend OR friends OR companion 

OR companions OR acquaintance OR acquaintances OR friendship OR friendships) OR 

AB(caregiver OR “care giver” OR caregivers OR “care givers” OR caretaker OR “care 

taker” OR caretakers OR “care takers” OR caregiving OR “care giving” OR caretaking OR 

“care taking” OR carer OR carers OR family OR families OR relative OR relatives OR 

spouse OR spouses OR wife OR wives OR husband OR husbands OR fiancée OR fiancées 

OR fiancé OR fiancés OR “domestic partner” OR “domestic partners” OR girlfriend OR 

girlfriends OR boyfriend OR boyfriends OR daughter OR daughters OR son OR sons OR 

child OR children OR offspring OR parent OR parents OR stepparent OR “step-parent” 

OR stepparents OR “step-parents” OR mother OR mothers OR father OR fathers OR 

sister OR sisters OR brother OR brothers OR sibling OR siblings OR aunt OR aunts OR 

uncle OR uncles OR niece OR nieces OR nephew OR nephews OR cousin OR cousins 

OR grandparent OR grandparents OR grandmother OR grandmothers OR grandfather OR 

grandfathers OR friend OR friends OR companion OR companions OR acquaintance 

OR acquaintances OR friendship OR friendships)) AND ((((MH “Bereavement+”) OR 

TI(grief OR grieve OR grieves OR grieving OR bereavement OR bereaved OR sorrow OR 

sorrowful OR mourning OR mourn OR mourns OR mournful) OR AB(grief OR grieve 

OR grieves OR grieving OR bereavement OR bereaved OR sorrow OR sorrowful OR 

mourning OR mourn OR mourns OR mournful)) AND ((MH “Catastrophic Illness+”) OR 

(MH “Critical Illness+”) OR (MH “Terminal Care”) OR (MH “Terminally Ill Patients+”) 

OR (MH “Hospice Care+”) OR (MH “Palliative Care+”) OR TI(“catastrophic illness” 

OR “catastrophic illnesses” OR “catastrophic disease” OR “catastrophic diseases” OR 

“prolonged illness” OR “prolonged illnesses” OR “prolonged disease” OR “prolonged 

diseases” OR “critical illness” OR “critical illnesses” OR “critical disease” OR “critical 

diseases” OR “critically ill” OR “life-limiting condition” OR “life-limiting conditions” 

OR “life-limiting illness” OR “life-limiting illnesses” OR “life-limiting disease” OR 

“life-limiting diseases” OR “life-threatening health condition” OR “life-threatening health 

conditions” OR “life-threatening condition” OR “life-threatening conditions” OR “life-

threatening illness” OR “life-threatening illnesses” OR “life-threatening disease” OR “life-

threatening diseases” OR “advanced medical illness” OR “advanced medical illnesses” 

OR “advanced illness” OR “advanced illnesses” OR “advanced disease” OR “advanced 

diseases” OR “terminal care” OR “terminal illness” OR “terminal illnesses” OR “terminal 

disease” OR “terminal diseases” OR “terminally ill” OR “terminal stage” OR “terminal 

stages” OR “fatal illness” OR “fatal illnesses” OR “fatal disease” OR “fatal diseases” OR 

“pre-loss” OR preloss OR “pre-death” OR predeath OR “end of life” OR “hospice care” 

OR “bereavement care” OR “palliative care” OR “supportive care”) OR AB(“catastrophic 

illness” OR “catastrophic illnesses” OR “catastrophic disease” OR “catastrophic diseases” 

OR “prolonged illness” OR “prolonged illnesses” OR “prolonged disease” OR “prolonged 

diseases” OR “critical illness” OR “critical illnesses” OR “critical disease” OR “critical 

diseases” OR “critically ill” OR “life-limiting condition” OR “life-limiting conditions” 

OR “life-limiting illness” OR “life-limiting illnesses” OR “life-limiting disease” OR 

“life-limiting diseases” OR “life-threatening health condition” OR “life-threatening health 
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conditions” OR “life-threatening condition” OR “life-threatening conditions” OR “life-

threatening illness” OR “life-threatening illnesses” OR “life-threatening disease” OR “life-

threatening diseases” OR “advanced medical illness” OR “advanced medical illnesses” 

OR “advanced illness” OR “advanced illnesses” OR “advanced disease” OR “advanced 

diseases” OR “terminal care” OR “terminal illness” OR “terminal illnesses” OR “terminal 

disease” OR “terminal diseases” OR “terminally ill” OR “terminal stage” OR “terminal 

stages” OR “fatal illness” OR “fatal illnesses” OR “fatal disease” OR “fatal diseases” OR 

“pre-loss” OR preloss OR “pre-death” OR predeath OR “end of life” OR “hospice care” OR 

“bereavement care” OR “palliative care” OR “supportive care”))) OR (TI(“pre-bereavement” 

OR prebereavement OR “caregiver grief” OR “caregiver bereavement” OR “caregiver 

distress” OR “carer distress” OR “anticipatory grief” OR “anticipatory bereavement” OR 

“anticipatory mourning” OR “pre-death grief” OR “predeath grief” OR “pre-loss grief” OR 

“preloss grief” OR “preparatory grief”) OR AB(“pre-bereavement” OR prebereavement OR 

“caregiver grief” OR “caregiver bereavement” OR “caregiver distress” OR “carer distress” 

OR “anticipatory grief” OR “anticipatory bereavement” OR “anticipatory mourning” 

OR “pre-death grief” OR “predeath grief” OR “pre-loss grief” OR “preloss grief” OR 

“preparatory grief”))) NOT ((MH “Animals+”) NOT (MH “Human+”))
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Key Statements

What is already known about the topic?

• Current evidence suggests that grief before the death in family members of 

individuals with a life-limiting illness is a robust predictor of prolonged grief 

disorder.

• Significant conceptualization issues exist when defining and measuring grief 

before the death.

What this paper adds

• This systematic review of the literature on grief experienced by family 

members prior to an individual’s death to life-limiting illness revealed wide 

variation in the terminology used and characterization of such grief across 

studies (e.g., more than 18 terms and more than 30 definitions have been used 

to describe this form of grief).

• In many cases, even when certain terms were frequently used (e.g., 

anticipatory grief, pre-death grief), the same term was often defined 

differently across studies.

• In synthesizing the results of this study, we propose the overarching term 

is pre-death grief, with the two separate constructs under pre-death grief: 
anticipatory grief and illness-related grief.
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Figure 1. 
PRISMA Flow Diagram
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