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Living grief amongst carers of people with dementia is common. This occurs before the person has died and is impacted by the protracted illness trajectory and nature of loss that accompanies dementia. Living grief involves losses related to the carer themselves as well as to the person they are caring for. This evidence review synthesises existing publications, predominantly systematic reviews, to explore what living grief is and how it is conceptualised in the literature, how it is experienced, and what tools are available to alleviate it. Tools are available to support living grief, including assessment measures, education and CBT, though more evidence is needed on their efficacy in improving outcomes. 
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Introduction 
The prevalence of dementia is increasing, with projections showing that by 2040 1.6 million people will be living with dementia in the UK (Wittenberg et al, 2019). Dementia is a leading cause of death across the globe (World Health Organisation, 2025) including in Scotland (National Records of Scotland, 2024). Families often provide unpaid care and support to their relatives living with dementia and this can lead to experiences of grief before the person has died (Crawley et al, 2023). This is often termed anticipatory grief or living grief, a complex experience resulting from experience of personal loss as well as loss related to the person with dementia (Chan et al, 2013). 
The term dementia grief was coined to reflect the unique nature of this experience amongst people providing care to friends and family members with dementia (Blendin and Pepin, 2017).  This is distinct compared to experiences of people caring for those with other types of terminal illness due to the uncertain and protracted nature of the dementia illness trajectory (Large and Slinger, 2015) and changes in cognition, communication and personality that accompany dementia (Landauer and Harvath, 2014). 
The term living grief will be used throughout this document to reflect that caring for people with dementia often takes place over many years; this places focus on experiences that occur whilst the person is still living. 
Estimates suggest that 40-80% of carers of people with dementia experience living grief (Dehpour and Koffman, 2023, p110). Living grief has been associated with negative outcomes including symptoms of depression and complicated grief following death (Chan et al, 2013; Crawley et al, 2023; Nielson et al, 2016), with an estimated 20-30% of carers experiencing complicated grief (Blandin and Pepin, 2017).  Whilst there is a clear need to identify and support living grief to prevent negative outcomes (Chan et al, 2023), service provision is predominantly targeted at support post death. This underpins the importance of understanding the existing evidence base on how to effectively support living grief (Crawley et al, 2023). 
In Scotland, the need to support carers experiencing living grief is reflected in the Palliative Care Strategy: Palliative Care Matters for All (Scottish Government, 2004). Outcome 6 is focused on improving the quality and experience of care around dying and bereavement support for adults and their families and carers. It recognises the need for support for families and carers prior to death and the importance of a good death underpinned by high quality care for subsequent grief (Scottish Government, 2024). 
This evidence review was undertaken to support a Facilitator project in Carers of West Lothian in Scotland. It sought to synthesise the literature to address three questions:
1. what is living grief and how is it conceptualised in the literature?
2. how is living grief experienced by carers of people with dementia? 
3. what tools or supports can help carers of people with dementia to cope with living grief?

Methodology 
This narrative evidence review synthesises evidence on living grief experienced by carers of people with dementia. Searches were undertaken in a range of databases including Cinahl, MEDLINE, Psycinfo and Google Scholar. This was accompanied by a search for grey literature using Google. Search terms focused on three core concepts: living grief (eg. anticipatory grief, pre-loss grief, grief work before loss’, pre-death grief, preparedness for death, dementia grief), dementia (eg. Alzheimer's disease, vascular dementia, mixed dementia, frontotemporal lobar degeneration, dementia with Lewy bodies), and carers (eg. Carer, caregiver, unpaid care, informal care). 
Literature was included if it addressed one of the three research questions listed above, was published in English, and was focused on caregivers of people with dementia, rather than relating to other types of terminal illness. Studies focused on caregiving in the context of dementia alongside other conditions were included, though more general literature on living grief was excluded if there was no dementia focus. No exclusions were applied based on study type and both empirical and theoretical publications were included. No geographical inclusion criteria were applied given the primary focus on synthesising findings from existing systematic reviews which were international in nature. 
The reviewed evidence consisted mainly of systematic reviews of primary studies undertaken with carers of people with dementia, though some primary studies and conceptual papers were also included. The majority of studies were of high methodological quality, with clear aims, methodological coherence and transparency in reporting. 

What is living grief and how is it conceptualised?
Living grief is related to the term anticipatory grief which was originally coined by Erich Lindemann in 1944 as a response to the expectation of death, rather than physical death occurring (Mosher, 2018). Anticipatory grief involves mourning before the person has died (Kaarela-Galani, 2024), can start from point of diagnosis, and can intensify as disease progresses (Lindauer and Harvath, 2014, Large and Slinger, 2015). Several related terms are used within the literature including: anticipatory mourning, complicated pre-loss grief, grief before bereavement, pre-loss grief, pre-death grief, pre-bereavement grief, living grief, dementia grief, ambiguous loss, and preparatory grief (Nielson et al, 2016; Crawley et al, 2023, Blandin et al, 2017, Kaarlela-Galani, 2024, Chan et al, 2013, Dehpour and Koffman, 2023, Wangliu and Che, 2025, Ng et al, 2025, Rupp et al, 2023, Sanchez-Alcon et al, 2023, Lindauer and Harvath, 2014). 
There has been a shift in language specifically in relation to carers of people with dementia from anticipatory grief to pre-death grief, reflecting actual loss experienced as dementia progresses as opposed to anticipated loss (Crawley et al, 2023; Kaarela-Galani, 2024). With anticipatory grief there is potential for preparation, helping people to cope following physical death, including by resolving relationship conflicts with the person being supported (Blandin and Pepin, 2017). However, in the context of dementia, this is restricted due to cognitive decline impacting the person’s ability to communicate, combined with changes in personality and shifts in relationship roles (Crawley et al, 2023; Rupp et al, 2023). Hence, living grief amongst people caring for someone with dementia has discreet characteristics that differentiates it from anticipatory grief (Blandin and Pepin, 2017). 
Living grief not only refers to loss in relation to the person with dementia, including relational losses (intimacy and communication), but can also include personal losses (socialisation and employment) and psychological losses (freedom and identity) (Ng et al, 2025; Wangliu and Che, 2025). This experience has been termed ‘dementia grief’ to depict its unique character that differentiates it from experiences of living grief amongst carers of people with other types of terminal illness (Blandin and Pepin, 2017; Rupp et al, 2023). This includes the impact of impairment, loss of personhood, and the uncertain and protracted nature of the dementia trajectory (Blandin and Pepin, 2017; Rupp et al, 2023). 
Ambiguous loss has also been used to describe grieving that happens when someone is physically present but psychologically absent (Kaarlela-Galani, 2024; Chan et al, 2013). Chan et al (2013) highlight three phases of ambiguous loss: 
· anticipatory, involving uncertainty about the future, 
· progressive, where a person feels helpless due to gradual loss, and acknowledged, encompassing avoidance, and 
· acceptance.  
Further, moments of lucidity can create uncertainty, making it difficult to process feelings of loss (Large and Slinger, 2014). 
Blandin and Pepin’s (2017) dementia grief model focuses on the impact of ‘compounded serial loss’ occurring before death, with experiences intensified as multiple losses occur. This theoretical paper highlights three states of dementia grief: separation, liminality, and re-emergence; each state has a dynamic mechanism that impacts on progression through the different stages of grief. The grief process is a fluid one, involving ‘cyclical processing of emotions’ (Blandin and Pepin, 2017, p5) and typically resolves over time, though some people experience complicated grief that requires support or intervention. Separation is linked to acknowledgement of loss; though carers do not always recognise loss, instead resisting or being in a state of denial due to the protracted nature of dementia progression, or experiencing multiple losses without having adequate time to process these. The next phase is liminality, an in-between state of ambiguity resulting from the departure of the known person who has not yet physically died due to changes in cognitive function. The associated mechanism of tolerating difficult emotions enables progression to acceptance of the circumstances, though this is restricted by avoidance of difficult feelings which are often accompanied by unhealthy behaviours around food, alcohol and anger. The final phase, the state of re-emergence, involves acceptance and adaption, signalling ‘a resolution of loss in a practical manner, i.e., the loss has been recognized, accepted, and the new reality has been incorporated into daily life…providing an aspect of closure and stability’ (Blandin and Pepin, 2017, p7). 

Figure 1: Blandin and Pepin’s (2015, p72) Dementia Grief Model 
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Whilst various terms for living grief share conceptual boundaries, there are differences. To address this, Lindauer and Harvath (2014) reviewed 49 peer reviewed articles and two media outputs and conducted a concept analysis of terms related to anticipatory grief in the context of dementia. Based on the reviewed evidence, the following definition was created:
‘the caregiver’s emotional and physical response to the perceived losses in a valued care recipient. Family caregivers experience a variety of emotions (e.g. sorrow, anger, yearning and acceptance) that can wax and wane […] from diagnosis to the end of life’. [p2203]
Key causes of living grief are outlined and include the disconnect between psychological and physical death, protracted and uncertain trajectory, impaired communication and relational changes which include alterations to familial roles, caregiving, and associated impact on carer freedom (Lindauer and Harvath, 2014). 
Differences in experiences of living grief have been reported amongst groups. For example, living grief is often higher amongst spouses compared with adult children and is often higher amongst women (Nielson et al, 2016; SIGN, 2023). Caring for someone with more advanced stages of dementia, having lower levels of education and higher carer burden and depression are also risk factors for living grief (Crawley et al, 2023). Further, living grief is often associated with complicated grief (Nielson et al, 2016). Crawley et al (2023) found that higher levels of living grief and depression were predictive factors for complicated grief.


How is living grief experienced by carers of people with dementia? 

Living grief encompasses a multitude of losses including relating to socialisation, freedom, identity, employment, and changing relationship dynamics (Chan et al, 2013; Wangliu et al, 2025). This can negatively impact wellbeing and instigate feelings of sadness, anger, frustration, desperation, and guilt (Chan et al, 2013). Carers who have high anticipatory grief scores are more likely to experience depressive symptoms, pessimism and hopelessness, and poorer health outcomes (Nielson et al, 2016). Large et al (2025) describe experiences of a ‘lingering death’ due to uncertainty and lengthy nature of the dementia trajectory, often marked by a process of slow deterioration. Furthermore, living grief often worsens as dementia progresses (Ng et al, 2025; SIGN, 2023). Loss arising due to personality changes, shared memories, and abilities impact carer experience, though carers often feel unable to acknowledge or be open with their grief due to concerns about how others will interpret this (Blandin and Pepin, 2017; Meichsner et al, 2016). This underpins the importance of wider socio-cultural expectations and its impact on the grief process. 
Ng et al (2025) focused on the role of the social environment in shaping living grief. Several key social domains were identified in a systematic review as impacting living grief amongst carers of people with dementia. Relational changes between the carer and person with dementia were identified, for example, changes to roles and the impact of pre-existing relationships (Ng et al, 2025). Notably, not all experiences are negative, and relationships can be strengthened due to a sense of renewal (Ng et al, 2025). Relational factors also centred on family dynamics, with family conflict having a negative influence on living grief whilst family support, acknowledgement and affirmation could be a protective factor (Ng et al, 2025). At a community level, support groups were found to have a positive influence by providing feelings of solidarity but could also be experienced as overly negative or not reflecting individual needs. Living grief was also linked to health and social care provision, specifically relating to decision-making and care quality, with poor information about the dementia trajectory, poor care, and a lack of involvement in decision-making linked to living grief. Care quality was also important, with higher levels of living grief reported amongst carers of people living in institutional facilities (Ng et al, 2025). 
Together in Dementia Everyday (TIDE) (2024) published a booklet for carers of people with dementia focused on living grief. Drawing on data from 100 carers who participated in either an online survey or focus group, this describes experiences and focuses on feelings of loss and grief, identity, unspoken thoughts and feelings, and advice from carer to carer. Whilst there is limited methodological information due to being an accessible resource rather than an academic publication, carers voices are centred to demonstrate the everyday experiences of living grief. This includes grief related to changes in the person being cared for as well as relationship changes: personality, activities undertaken together, shifts in roles, and loss of shared memories. Grief can also be related to transformations in a carer’s identity, for example, changing professional status to an unpaid carer, though this can also have a positive, enriching impact on identity (TIDE, 2024). Carers may experience thoughts that they would not feel comfortable vocalising, such as finding it difficult spending time with the person or wanting them to die, which can then trigger feelings of guilt, isolation and loneliness. This substantiates the findings reported by Ng et al (2025). 
There are also notable differences in how living grief is experienced according to relationship type due to ‘profound changes in family structure, relationships, and roles’ that occur when caring for a relative with dementia (Cabote et al, 2015, p 457). In a study focused on young onset dementia, child carers grief related to anticipating the loss of a parent and loss of normality whilst adult and spousal carers grief was based on uncertainty about the future and loss of imagined futures. Grief is also impacted by the place of care, with isolation and abandonment felt by carers living with the person, whilst loss of control is often experienced when a person is living in a care facility (Cabote et al, 2015). 


What tools or supports can help carers of people with dementia to cope with living grief?’ 

More evidence and tools are needed to support living grief (Crawley et al, 2023). Although examples exist in the literature that can be drawn upon, these are not always evidence-based interventions (Moore et al, 2023) and are predominantly focused on psychological supports (Ng et al, 2025). Careful consideration needs to be given to ensure that harm does not arise from potential exacerbation of living grief symptoms (Pepper et al, 2025) whilst interventions need to be usable and feasible. Hence rigorous testing is required prior to implementation. 

Assessment
Support for living grief requires high quality assessment to enable timely assistance to promote wellbeing (Dephour and Koffman, 2023; SIGN, 2023). Various validated tools have been produced to assess living grief and these have been assessed in Dehpour and Koffman’s (2023) systematic review. Out of 7 included tools, the highest scoring were the Marwit-Meuser Caregiver Grief Inventory (MM-CGI) and MM-CGI-short-form (MM-CGI-SF), followed by the Caregiver Grief Scale (CGS). 
The MM CGI is a self-scoring questionnaire that was developed based on of data from 88 family carers of people with Alzheimer’s disease. The questionnaire has 50 items focused on personal sacrifice, burden, heartfelt sadness and longing, and worry and felt isolation. High scores indicate that intervention is required, whilst low scores indicate adaptive coping, or denial (Dehpour and Koffman, 2023). Despite its creation to assess grief in carers of people with dementia, the length of the questionnaire and complex scoring system can restrict usability. As a result, the MM-CGI- short form was produced to be more practical in clinical contexts; this is an adapted validated version encompassing 18 items with a more straightforward scoring system. The Caregiver Grief Scale, developed by Meichsner and colleagues, includes 21 questions based on the existing tools and supplemented by new questions developed by unpaid carers. The questions focus on emotional pain, relational loss, absolute loss, and acceptance of loss (Dehpour and Koffman, 2023). Whilst this is a validated tool, it is only available in German and requires adaption for other languages. 

Psychological supports
There is a propensity towards psychological studies on living grief experienced by carers of people with dementia (Ng et al, 2025). Sanchez-Alcon et al (2023) conducted a meta-analysis of interventions that incorporated therapy (individual and group based), education, and coaching and reported mixed results. Four out of five studies showed effectiveness, though three were not statistically significant (two using CBT and one combining imaginal exposure, cognitive restructuring, behavioural rehearsals and social skills training), and one (using psychoeducation) had a negative effect on pre-death grief (Sanchez-Alcon et al, 2023). 
Another systematic review of psychosocial interventions to support living grief found small to moderate effects (Rupp et al, 2023). This was based on 12 studies that employed both qualitative (2), quantitative (8) and mixed methods (2), with interventions utilising psychoeducation, CBT and mindfulness. One of the included interventions (Meischsner and Wilz, 2018, cited in Rupp et al, 2023) was tested in a randomised control trial, a phone based CBT programme offering twelve 50 minute sessions, including one therapeutic approach specifically focused on living grief. At six month follow up, living grief had decreased for the intervention group (but not the control group) and was found to be statistically significant. However, in an adapted version where psychotherapy took place online, there was no treatment effect (eg no statistically significant difference was found between the intervention and control group at 5 month follow up) (Meichsner et al, 2019, cited in Rupp et al, 2023). 
Meichsner et al (2016) undertook content analysis in a study examining a similar phone-based CBT type intervention, which also included mindfulness and acceptance exercises. This differed from the above study (Meischsner and Wilz, 2018) in that it was delivered through seven 50 minutes sessions over a three month period. Interview transcripts of 61 therapy sessions with 33 carers were analysed to identify key support mechanisms. This included recognition and acceptance of loss and change, where avoidance was discouraged and carers were supported to recognise and accept relational changes related to intimacy, communication, and future plans. Psychoeducation was utilised to link changes to the disease and unrealistic expectations were challenged to support acceptance of future loss. Normalisation of grief helped people acknowledge their grief and express painful feelings and carers were supported to redefine relationships, acknowledging role change such as moving from a spouse or child to a carer (Meichsner et al, 2016).
Research also focuses on coping strategies that can be adopted for carers experiencing living grief. In their systematic review, Wangliu et al (2025) identify coping strategies and resources from across 12 studies. At an internal level, psychological strategies such as acceptance, perseverance and humour were used to reframe situations, whilst externally, people drew on formal and informal networks of support to navigate their experiences (Wangliu et al, 2025). The internal aspects are reinforced by Kaarlela-Galani (2024) who emphasises the importance of seeking support, emotion regulation and acceptance, problem focused strategies, positive reframing and meaning making and creating positive memories to help continuity and connection with the person being cared for.
Another way to potentially support carers is by increasing preparedness to help ameliorate complicated grief after the person has died (Nielson et al, 2016). Nielson et al (2016) suggest that this can be supported by cognitive, behavioural, and emotional preparation (Nielson et al, 2016). However, whilst it was suggested that carers may benefit from support with practical issues including financial arrangements and support with conflict resolution (Nielson et al, 2016), this was not tested in this study. 



Education and training 
[bookmark: _Hlk211175308]SIGN’s (2023) clinical guideline recommends the use of education. It provides areas to focus on including the dementia trajectory as well as training and guidance to improve practitioner ability to provide support. This is substantiated by Large and Slinger (2015) who recommend training for professionals to foster skills and capability to identify and support people experiencing living grief. Pepper et al’s (2025) clinical practice article also underpins the need for high quality training. This resource highlights the importance of and gaps in access to specialist practitioners to deliver impactful interventions and provides a case study for use amongst practitioners (Pepper et al, 2025). 
Rupp et al (2023) also examine non-experimental evidence including a web-based resource called ‘my tools 4 care’ which led to increased levels of hope. Hope was measured using the Herth Hope Index which focuses on temporality and future, positive readiness and expectancy, and interconnectedness (Herth, 1991). The My Tools 4 Care resource has four key areas: about me, common changes to expect, frequently asked questions and resources and was developed in Canada (Help for Dementia, 2023). This was found to be usable, with carers able to engage with the toolkit flexibly in their own time. 

Relational approaches 
Gilmour and Steffen (2025) criticise existing interventions for the narrow focus on individual level adaptions to loss at the expense of targeting relational dynamics such as continuing bonds. In response, the ‘Hello again’ letter was adapted for people experiencing living grief (Gilmour and Steffen, 2025). Carers were asked to write a letter to the person they are supporting but doing so as if the person does not have dementia. Prompts were given to aid this process (see table 1) (Gilmour and Steffen, 2025, p401) and experiences were explored during an interview.  Following this, carers were asked to write a response letter from the perspective of the person they care for, as listed below, and a final interview explored how this was experienced (Gilmour and Steffen, 2025). This activity was positively received, supporting rediscovery and forgiveness, though this was based on a very small sample size of only two participant and therefore requires further testing to understand what outcomes it produces and whether it is feasible and usable in practice. 

Table 1: Example letter prompts
	Letter 1
	What I have always wanted to tell you is … 
What you never understood was … 
What I want you to know about me is …

	Letter 2 
	What would your loved one say in response to your letter? What parts of your letter would your loved one be most receptive to? 
What parts would be harder to hear?



Conclusion 
There has been significant shifts in language used to describe loss experienced before a person with dementia has died, with original concepts of anticipatory grief being replaced by terms such as pre-death grief, dementia grief and living grief.  This reflects loss experienced, rather than anticipated, due to the nature of dementia (its protracted trajectory and unpredictability, and communication and cognitive impairment, and changing relationship dynamics). 
Caring for someone with dementia can evoke a variety of emotions including sadness, anger and guilt, but can also be a positive experience (Ng et al, 2025). Living grief involves multiple losses related to the self, as well as the person with dementia being supported and is impacted by internal (psychological) and external (social) factors. Living grief is often associated with negative outcomes including depression and complicated grief post death; hence it is critical that people are supported to reduce living grief. 
The first step in supporting living grief is to ensure appropriate identification of people experiencing it. Assessment tools are therefore a key mechanism needed to support carers of people with dementia, with the MM-CGI-short-form being both highly scored and usable in clinical settings. 
The majority of reviewed interventions to support living grief were psychology-based innovations, often combining CBT and educational components. These require professional facilitation, yet there are significant gaps in access, with services often focusing support post death (Pepper et al, 2025). There is a need for investment in professional training and development to equip staff with the skills and expertise to recognise and support living grief amongst carers of people with dementia (Large and Slinger, 2015; Pepper et al, 2025; SIGN, 2023). There is also a need for more social and relational tools (Gilmour and Steffen, 2025), given that living grief is often characterised by relationship changes and difficulties in resolving past conflicts or tensions. Finally, it is imperative that any innovations to support living grief are fully evaluated to ensure they do not lead to negative outcomes, and to assess feasibility and usability in real life settings. 
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