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Does carer psychological inflexibility moderate the relationship between Motor Neurone 

Disease symptomatology and carer anticipatory grief emotions? 

 

Abstract  

Anticipatory grief (AG) in family carers of people living with motor neurone disease (MND) is 

underexplored. Research has identified MND symptoms as significant predictors of AG in 

carers. This study investigated whether carer psychological inflexibility moderates the 

relationship between MND symptoms and carer AG, a crucial area for informing supportive 

interventions. Two moderation analyses with 75 carers (UK=70, USA=5) were conducted. 

The first analysis found that while MND disease severity (ALSFRS-R) and psychological 

inflexibility (AAQ-II) were associated with AG (MMCGI-SF), psychological inflexibility did not 

moderate this relationship. Similarly, the second analysis revealed that while behavioural 

changes (MiND-B) and psychological inflexibility influenced AG, the interaction between 

them was not significant. These findings suggest that although psychological inflexibility 

does not moderate the relationship between MND symptoms and carer AG, it may still 

impact carers' emotional distress, highlighting the need to address this in interventions. 

Clinical implications are discussed. 

 

Keywords: motor neurone disease, carers, psychological inflexibility, disease severity, 

behavioural changes 
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Introduction 

Motor Neurone Disease (MND) is a neurodegenerative and progressive disease, with 

heterogenous onset and progression. It primarily affects the upper and lower motor 

neurones, leading to advancing motor and extra-motor symptoms (Hardiman et al., 2017). 

Traditional MND phenotypes can be classified based on the extent of upper and lower 

motor neurone involvement, with amyotrophic lateral sclerosis being the most common 

phenotype (Statland et al., 2015). Common motor symptoms of MND are associated with 

motor dysfunction, such as muscle weakness, muscle wasting, dysphagia, cramps, and 

respiratory insufficiency (Hardiman et al., 2017).  Additionally, cognitive and/or behavioural 

symptoms are observed in over 50% of people living with MND, with approximately 15% 

experiencing concurrent frontotemporal dementia (Strong et al., 2017). Cognitive 

impairment has been typified by executive dysfunction, deficits in social cognition and 

verbal fluency, language dysfunction and memory deficits (Abrahams et al., 2000), with 

verbal fluency emerging as the most consistently observed cognitive change (Abrahams, 

2023). Behavioural symptoms include apathy, disinhibition, stereotyped behaviour, rigidity 

and emotional lability (Trucco et al., 2024a).  Life expectancy for people living with MND 

ranges from 2 to 3 years from symptom onset, there is no cure to date and present 

treatments are limited (Kiernan et al., 2011).  

Research has revealed that providing care for someone living with MND can 

significantly impact the emotional wellbeing of the primary carer, usually a close relative or 

family member (Pinto et al., 2021; Trucco et al., 2023b). Carers face a series of changes and 

losses throughout the trajectory of this disease, often experiencing anticipatory grief (AG). 

AG is a normal grief response motivated by the perception of past and present losses and 
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changes, and expectations of future losses culminating in death (Rando, 1986), and a 

complex experience that carers face involving the relationship with the care recipient, the 

changes resulting from the losses and the carers coping with this new reality (Nielsen et al., 

2016). It has been suggested that various illness trajectories may influence carers AG 

experience differently (Coelho and Barbosa, 2017). Due to the rapid progression and 

uncertainty that accompanies MND, it is important to delve into the experience of AG in 

carers of people living with MND, as their support needs are likely distinct from other 

populations.  

A previous systematic review (Trucco et al., 2023a) revealed that factors associated 

with AG in carers of people living with MND include the uncertainty of the disease, carer 

anxiety and depressive symptoms, changes in carer-care recipient relationship, and a 

diminished social life. This review highlighted that the majority of existing studies in this 

area appear more focused on post-death grief and prolonged grief disorder (PGD) than 

present AG symptoms. A recent study indicated that MND disease-related factors (i.e., 

disease severity and behavioural changes) are more significant predictors of AG emotions, 

rather than carer-related factors (Trucco et al., 2024b). This presents a challenge for this 

carer population, as many disease-related factors are inherently non-modifiable at present. 

It is crucial to better understand how MND carers regulate and process their feelings 

and emotions; as grief during caregiving has been found to be a risk factor for poor 

bereavement outcomes (Nielsen et al., 2016) and when not processed adaptively, there is 

high risk of developing PGD (Aoun et al., 2015). AG is real grief, often no different in 

intensity or quality from post-death grief (Meuser and Marwit, 2001). Importantly, the 

prevalence of AG among family carers of persons living with a life-threatening illness, such 

as MND, was found to be higher than post-death grief in the general adult population 
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(Kustanti et al., 2022). Consequently, investigating potential modifiable factors that could 

moderate the relationship between MND symptomatology and carer AG grief emotions 

seems essential for providing better support to carers and informing future clinical non-

pharmacological interventions.  

Psychological inflexibility may play a critical role in explaining the impact of MND 

symptomatology on carer AG reactions. Psychological inflexibility refers to the attempt to 

decrease internal private experiences, such as thoughts and feelings, even when doing so is 

inconsistent with personal values (Hayes et al., 2006) and can significantly influence coping 

strategies. When MND carers are faced with symptoms of MND, these can often act as 

stressors and could lead to increased levels of negative thoughts and feelings. When a carer 

is presenting with higher levels of psychological inflexibility, they tend to devote a lot of 

effort and energy to controlling and suppressing such negative thoughts and feelings (e.g., 

denial) rather than accepting and embracing them. This avoidance strategy – one of the 

processes of psychological inflexibility (Hayes et al., 2013) – could contribute to worse 

mental health outcomes (e.g., anxiety, stress). It has been associated with negative 

outcomes such as greater disfunction and increased distress including prolonged grief 

disorder - a persistent grief response accompanied by intense emotional responses (e.g., 

sadness, anger, denial), where disturbances result in significant distress or impairment in 

important areas of functioning (Baker et al., 2016). Research has suggested that when grief 

emotions are avoided, these cannot be processed, and as a consequence they remain high 

(Coelho et al., 2018). While avoidance may offer temporary relief, it is essential to address 

it, as it does not provide sustainable coping mechanisms (Karekla and Panayiotou, 2011; 

Ottenbreit and Dobson, 2004). In addition, a previous study reported that MND carers who 

demonstrate greater acceptance and adaptability – core aspects of psychological flexibility, 
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the conceptual opposite of psychological inflexibility – to their reality are able to cope better 

with challenges MND may bring to affected families (Trucco et al., 2023b).  

A recent systematic review (Han et al., 2021) explored the effectiveness of 

Acceptance and Commitment Therapy (ACT), an intervention targeting psychological 

inflexibility on mental health outcomes in family carers. The review found that ACT 

effectively reduces anxiety, depressive symptoms and stress among the carer population. 

However, studies addressing AG remain limited. For example, a recent systematic review 

(Jones et al., 2022) that explored the effectiveness of ACT for managing grief, identified only 

two eligible studies, both focused on bereaved family carers of patients in palliative care, 

rather than AG specifically. Thus, no studies have directly examined the impact of 

psychological inflexibility in AG among MND carers, highlighting a significant gap in the 

available scientific literature. While AG and psychological inflexibility have been studied 

independently, their interaction in the context of MND carers remains relatively unexplored.  

Consequently, to address this research gap, this cross-sectional study examines 

psychological inflexibility as a moderator variable capable of explaining the relationship 

between MND symptomatology and carer AG emotions. This study builds upon a previous 

research study (Trucco et al., 2024b), which involved the same cohort and served as a 

foundational analysis. While both studies draw on data from three out of four instruments 

(Marwit-Meuser Caregiver Grief Inventory-Short Form, ALS Functional Rating Scale-Revised, 

Motor Neurone Disease Behavioural Instrument), the present study addresses a distinct 

research question and extends the analysis by specifically exploring the role of psychological 

inflexibility to provide novel insights that could inform targeted interventions.  

   

Materials and methods 
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Participants and procedure 

This cross-sectional study recruited 79 family carers currently supporting people 

living with MND who were 18 years or older and provided unpaid care. Recruitment was 

conducted from July 2021 to February 2023, commencing in the United Kingdom (UK) and 

subsequently expanding to include United States of America (USA) in October 2022 due to 

challenges encountered in recruitment. The process involved disseminating study 

information through MND/ALS Associations, carers’ support groups and various social media 

platforms such as Twitter (@FactorMND). In the UK, two tertiary hospitals, namely Norfolk 

and Norwich University Hospitals NHS Foundation Trust and Sheffield Teaching Hospitals 

NHS Foundation Trust, also facilitated recruitment by distributing the study information via 

leaflets, participant information sheets and social media posts.  

Participants had the option to complete a survey either through an online platform 

or in paper format. Online survey data were collected and managed by the Joint Information 

Systems Committee electronic data system, ensuring anonymity for all participants.  

Ethics approval for the present study was granted by the West Midlands – Black 

Country Research Ethics Committee (UK) for UK participants [IRAS 281943; REC 

20/WM/0185] and by the Faculty of Medicine and Health Sciences Research Ethics 

Subcommittee from the University of East Anglia (UK) for USA participants [ETH2223-0204]. 

 

Instruments 

Carer Anticipatory Grief. The Marwit-Meuser Caregiver Grief Inventory-Short Form 

(MMCGI-SF) (Marwit and Meuser, 2005) was employed to measure the grief experience in 

carers. Each of the 18 items is rated on a 5-point Likert scale ranging from 1=Strongly 

Disagree to 5=Strongly Agree, with a score range from 18-90. Scores in the average range 
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represent common responses to loss in the carer experience, high scores (i.e., 1+ SD above 

the sample mean) may indicate the need for support and low scores (i.e., 1+ SD below the 

sample mean) may mean positive coping adaptation or denial. The Cronbach’s alpha for the 

current study was .94. 

It is important to note that for the purpose of this study, one item from the scale was 

modified with the author’s permission (TM) to better suit MND carers, as the original 

wording was tailored for dementia carers.  

Carer Psychological Inflexibility. The Acceptance and Action Questionnaire-II (AAQ-II) 

(Bond et al., 2011) was used to assess the degree of carer psychological inflexibility. Each of 

the 7 items is rated on a 7-point Likert scale ranging from 1=never true to 7=always true. 

The items of the AAQ-II include the following statements “My painful experiences and 

memories make it difficult for me to live a life that I would value”, “I’m afraid of my 

feelings”, “I worry about not being able to control my worries and feelings”, “My painful 

memories prevent me from having a fulfilling life”, “Emotions cause problems in my life”, “It 

seems like most people are handling their lives better than I am” and “Worries get in the 

way of my success”. With a normative mean of approximately 25 or above, the maximum 

score is 49, where higher sum scores indicate greater psychological inflexibility. The 

Cronbach’s alpha for the current study was .93. 

MND disease severity in the person living with MND. Disease severity was assessed 

by the revised version of the ALS Functional Rating Scale (ALSFRS-R) (Cedarbaum et al., 

1999). This measure comprises four domains including bulbar function, fine motor function, 

gross motor function and respiratory function and reflects motor impairment and disability 

progression. Each of the 12 items is rated on a 4-point Likert scale ranging from 0=no 
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function to 4=normal. Maximum score is 48; lower scores denote greater disability. The 

Cronbach’s alpha for the current study was .86. 

Carers were responsible for evaluating the ALSFRS-R. While this measure has initially 

been developed to be scored by healthcare professionals, past studies (Mehdipour et al., 

2023; Meyer et al., 2023; Miano et al., 2004; Montes et al., 2006) have shown high reliability 

in ALSFRS-R assessments conducted by healthcare professionals, carers and people living 

with MND themselves. Moreover, the ALSFRS-R utilized in our research offered explicit 

scoring instructions to be comprehensible to lay-individuals, thus ensuring accessibility.  

Behavioural changes in the person living with MND. Changes in behaviour were 

measured by the Motor Neurone Disease Behavioural Instrument (MiND-B) (Mioshi et al., 

2014), completed by the carer. The instrument comprises three subscales: disinhibition, 

apathy, and stereotypical behaviour. Each of the nine items is rated on a 4-point Likert scale 

ranging from 1=everyday to 4=no changes from normal behaviour. The cut-off score 

indicating presence of behavioural changes is <34; with lower scores representing greater 

behavioural symptoms. The Cronbach’s alpha for the current study was .87. 

Demographic information. In conjunction with the utilisation of standardised 

assessment tools, demographic data pertaining to both the carer and the person living with 

MND were systematically collected. For carers, information included age, gender, length of 

time providing care, country of residence and relationship to the care recipient. Regarding 

the person living with MND, data collection provided by the carer encompassed age, MND 

phenotype classified based on the distribution and severity of upper and lower motor 

neurones, including ALS, progressive bulbar palsy, progressive muscular atrophy, primary 

lateral sclerosis (Statland et al., 2015). Additionally, according to the classification proposed 
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by Strong et al. (2017), we included MND-frontotemporal dementia (MND-FTD) and months 

since their initial diagnosis. 

 

Statistical analysis 

Of the 79 participants recruited (UK=74; USA=5), four participants partially 

completed the measures for this study. This resulted in a dataset of 75 family carers (UK=70; 

USA=5).  

Descriptive analyses of demographic information were performed to characterise 

the sample of carers and people living with MND. Pearson’s r correlations were conducted 

to assess relationships between potential covariates (carer age and length of care) and the 

independent (ALSFRS-R; MiND-B), moderator (AAQ-II) and dependent (MMCGI-SF) variables. 

These correlations also served as a preliminary check for multicollinearity, with a threshold 

correlation coefficient of >0.70 among two or more variables indicating potential 

multicollinearity between variables (Shrestha, 2020). Control, independent and moderator 

variables that demonstrated significant correlations with AG at a p level of <0.05 were 

included in the moderation analyses. To further evaluate multicollinearity, Variance Inflation 

Factor (VIF) values were calculated for all predictors in each moderation model, including 

the interaction term. Participant’s country of residence was included as a covariate in the 

models to account for any potential differences between responses between the two 

countries, ensuring that the moderation effect was not confounded by country of residence.   

To investigate the moderating role of psychological inflexibility on the association 

between MND symptomatology and carer AG, two separate moderation analyses were 

conducted with severity of the disease and behavioural changes as independent variables, 

psychological inflexibility as moderator variable, carer AG as outcome variable and carer age 



10 
 

and country of residence as covariates (Figure 1). The moderation effect of psychological 

inflexibility was assessed via statistical significance of the two interaction effects: 

“psychological inflexibility x severity of the disease” and “psychological inflexibility x 

behavioural changes” respectively. The PROCESS computation macro (Model 1; Hayes, 

2013) was used to perform the analyses. All continuous variables included in the analyses 

were mean centred.  

The analyses were performed using SPSS statistical software (Version 28). 

 

Results 

Participants 

Descriptive statistics are reported in Table 1. The majority of participants were 

female carers (65.3%), spouses of the person living with MND (89.3%) and lived with the 

carer recipient (94.7%).  

The results derived from the MMCGI-SF revealed that approximately half of carers 

(50.7%) fell within the average grief profile, indicating they were experiencing common 

grieving emotions. In addition, 22.6% carers presented heightened and intense grieving 

emotions. Conversely, the remaining 26.7% were categorized within the low grief profile, 

indicative of adaptive coping mechanisms or potential denial of emotions. Total AAQ-II 

group mean score was 18.99/49 (SD 8.20), indicative of average and healthy levels of 

psychological flexibility (Table 1). 

The majority of people living with MND in the study were male (60%) and, on 

average, the formal diagnosis of MND was conveyed within the previous 45 months. 

Behavioural symptoms were identified in nearly two thirds of the people living with MND 

(65.3%) and the mean for severity of the disease was 24.99 (SD 9.11) (Table 1).  
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Correlations and multicollinearity 

Pearson’s correlations among demographic variables showed that carer age was 

negatively associated with AG emotions, which meant that being younger was associated 

with higher levels of grief. Therefore, carer age was controlled in the moderation analyses, 

in addition to country of residence. 

No correlation between the control (carer anticipatory grief), independent (disease 

severity and behavioural changes) and moderator (psychological inflexibility) variables 

exceeded the recommended threshold of 0.70, resulting in no identified multicollinearity 

issues (Table 2). VIF values for each of the models ranged from 1.02 to 1.05 for the model 

with disease severity as the dependent variable, and from 1.03 to 1.19 for the model with 

behavioural changes as the dependent variable, further confirming the absence of 

multicollinearity.  

 

Does carer psychological inflexibility moderate the relationship between MND symptoms 

and carer AG? 

In two separate interaction analyses, we investigated whether psychological 

inflexibility was a significant moderator variable between disease severity and behavioural 

changes and carer AG. In other words, might high or low inflexibility differentially influence 

(moderate) carer grief responses?  

Disease severity. Results showed that the main effect of severity of the disease on 

carer AG emotions was significant (b=-0.70, p<0.01, 95%CI -1.01 to -0.38) and the main 

effect of psychological inflexibility on carer AG was also significant (b=0.74, p<0.01, 95%CI 

0.38 to 1.10). However, the interaction effect between severity of the disease and AG was 
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found to be non-significant (b=0.03, p=0.17, 95%CI -0.14 to 0.08), meaning no moderation 

effect of psychological inflexibility. The full model with severity of the disease and 

psychological inflexibility as independent variables explained 44% of the variance of carer 

AG (Table 3). 

Behavioural changes. Results showed that the main effect of behavioural changes 

(b=-0.93, p<0.01, 95%CI -1.51 to -0.36) and psychological inflexibility (b=0.66, p<0.01, 95%CI 

0.26 to 1.07) on carer AG were both significant. The interaction effect for this model was 

also non-significant (b=-0.00, p=0.94, 95%CI -0.08 to 0.07). The final model, including 

behavioural changes and psychological inflexibility as predictors, and carer AG as dependent 

variable, explained 37% of the variance of carer AG (Table 4). 

In practical terms, these results suggest that levels of carer psychological inflexibility 

independently affect their AG emotions arising from MND symptoms (i.e., higher or lower 

levels of carer psychological inflexibility ease or exacerbate carer AG but psychological 

inflexibility does not moderate the relationships between MND disease severity and 

behavioural changes with carer AG). 

 

Discussion 

The present study explored two moderation models examining the role played by 

carer psychological inflexibility in explaining the relationship between MND 

symptomatology (i.e., motor and behavioural symptoms) and carer AG emotions. Results 

suggested that while MND symptoms and carer psychological inflexibility are associated 

with carer AG, psychological inflexibility as measured by the AAQ-II is not a significant 

moderator between MND symptoms and carer AG. These suggests that risk factors, such as 
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MND symptoms, and buffering protective factors, such as psychological inflexibility, 

independently affect carer AG.  

The association of disease severity and behavioural symptoms on carer AG is 

consistent with previous literature, underscoring these two factors as the most significant 

predictors of heightened levels of AG (Trucco et al., 2024b). Considering that there is no 

treatment available to revert MND symptomatology (McDermott and Shaw, 2008), it 

becomes imperative to explore alternative routes for alleviating the emotional distress 

experienced by carers in response to the progression of MND. A previous systematic review 

emphasised that the lack of, or insufficient information on MND progression negatively 

impacts carer AG (Trucco et al., 2023a). Therefore, providing carers with information on 

how MND might evolve in terms of motor and behavioural symptoms, might be a proactive 

approach with positive impact in carers’ emotional experiences throughout the trajectory of 

MND. Additionally, offering carers strategies on how to address motor and behavioural 

symptoms might be beneficial. The MiNDToolkit, a psychoeducational intervention for the 

management of behavioural symptoms in MND could offer valuable support (Mioshi et al., 

2024; Radakovic et al., 2020). Recommending respite care services to family carers for 

regular breaks from caregiving could also enhance self-care and alleviate emotional distress 

(Trucco et al., 2023b).  

No existing study has investigated the relationship between psychological inflexibility 

and carer AG in MND. Findings from this study build upon current knowledge by illustrating 

the impact of carer psychological inflexibility on carer AG. While the results did not support 

the potential moderating role of psychological inflexibility, the present study demonstrated 

that psychological inflexibility still directly affects carer AG. A previous study demonstrated 

that carers may employ emotional avoidance (i.e., one form of psychological inflexibility) as 
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a means of adjusting for lifestyle changes while refraining from disrupting feelings of AG 

(Trucco et al., 2023a). This would suggest that emotional avoidance may act as an effective 

coping mechanism carers use to navigate their circumstances in the short term. However, 

existing research has reported that avoiding or supressing feelings and emotions, while an 

adaptive response to loss during acute grief responses, may, if persistent, prolong the 

grieving period and contribute to complicated grief (Baker et al., 2016; Eisma and Stroebe, 

2021) and PGD in other carer populations (Nanni et al., 2014; Thomas et al., 2014).  

The potential adverse long-term impact of emotional avoidance concerning AG 

emotions emphasise the importance of a comprehensive approach to undermine 

psychological inflexibility. Psychological interventions such as ACT can enhance 

psychological flexibility, which is the opposite of psychological inflexibility. ACT aims to 

improve one’s psychological flexibility through three sets of skills: stepping back from 

restricting thoughts and approaching or allowing painful emotions; focusing on the present, 

connecting with what is happening in the moment; and clarifying and acting on what is most 

important to do and building larger patterns of effective values-based action (Hayes et al., 

2013). 

A recent randomised controlled trial of ACT for people living with MND 

demonstrated that ACT plus usual care is effective, in particular for improving psychological 

quality of life in patients (Gould et al., 2024). In addition, a recent systematic review (Han et 

al., 2021) that explored the effectiveness of ACT on mental health outcomes in family carers 

demonstrated that ACT is effective in reducing anxiety and depressive symptoms among the 

carer population, which are two psychological outcomes contributing negatively to MND 

carers’ AG (Trucco et al., 2023a). Offering psychotherapy to MND carers is not routinely part 

of standard care within MND serviced in the UK despite the National Institute for Health and 
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Care Excellence guidelines recommending support for this population during the 

progression of the disease (NICE, 2016). Considering ACT as a potential intervention for 

MND carers for better emotional coping is promising.   

It is essential to consider the potential avoidance of grief-related emotions in this 

population. As noted in the Methods section, a low score on the MMCGI-SH may reflect 

various psychological coping mechanisms employed by carers, including positive coping 

strategies or, conversely, denial of grief emotions. A low score could be indicative of denial, 

wherein the carer may consciously or unconsciously avoid confronting the emotional 

challenges of caregiving. This defence mechanism may serve to maintain emotional stability 

or protect against the distress associated with impending loss but could also mask 

underlying emotional difficulties. This distinction underscores the importance of further 

exploring carers’ overall emotional and psychological states more holistically. Incorporating 

qualitative assessments or supplementary measures could provide a more comprehensive 

understanding of AG, particularly as AG is a risk factor for developing PGD as mentioned 

previously.  

While these findings are important in light of the need of providing emotional 

support to carers during the trajectory of MND, certain limitations should be acknowledged. 

Firstly, the 7-item AAQ-II was used to assess carer psychological inflexibility. Although this 

measure has been widely used in research as a generic measure of psychological 

inflexibility, questionable internal consistency has been raised and concerns about 

measuring global distress rather than psychological inflexibility have been reported due to 

its simplicity (Wolgast, 2014). Futures studies should consider the inclusion of a more 

population-specific measure of psychological inflexibility, such as the Experiential Avoidance 

in Caregiving Questionnaire -EACQ (Losada et al., 2014), or a recently developed more 
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comprehensive measure of psychological inflexibility, which covers the broader aspects of 

psychological inflexibility, such as the 23-item Comprehensive assessment of Acceptance 

and Commitment Therapy processes -CompACT (Francis et al., 2016). Secondly, the ALSFRS-

R was developed primarily with input from healthcare professionals. As a result, it may not 

fully capture and reflect the perspectives of carers when assessing functional abilities as 

their emotional wellbeing could influence their perceptions and experiences. Additionally, 

most carers from this study presented average levels of psychological inflexibility. Future 

studies involving participants with diverse levels of psychological inflexibility and from 

different cultural backgrounds should be conducted to enhance the generalizability of the 

findings. Moreover, it is important to explore additional moderating factors between MND 

symptomatology and carer AG. For instance, emotional exhaustion, characterised by 

feelings of overload and emotional depletion when confronted the demands of caregiving 

and the needs of the care recipient, presents itself as a potential moderator factor (Gérain 

and Zech, 2019). It is also important to explore how other psychological variables, such as 

depression and anxiety influence AG and its relationship with MND symptoms. Given that 

AG often encompasses elements of anxiety and depression (Rando, 2000; Simon, 2008), and 

previous research has reported high level of these conditions among MND carers (Gauthier 

et al., 2007; Vignola et al., 2008), their role warrants further investigation. We also 

acknowledge that elevated levels of anxiety and depression may have influenced 

participant’s responses on the self-rating measures, representing a potential limitation of 

this study.  Additionally, conducting further studies on how cognitive symptoms in the 

person living with MND may affect carer AG and longitudinal studies to account for disability 

progression and how this might affect AG should be considered. It is important to 

acknowledge that while including country of residence as a covariate to control for potential 
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confounding effects of country of residence on carer anticipatory grief, the imbalance in 

sample sizes could affect the interpretation and generalisation of results. Future research 

with a more balanced distribution of participants from different countries could offer 

deeper insights into the relationships between variables. Moreover, studies that include 

participants from diverse ethnicities, education levels and other relationships with the care 

recipient, as well as exploring AG between genders are needed to improve the 

representativeness and generalisation of the data.  

Notwithstanding the limitations outlined above, the findings of this study are 

remarkably novel. To our knowledge, there is a lack of research exploring the moderating 

effect of psychological inflexibility on this population, thereby contributing significantly to 

the existing body of literature in this field.   

 

Conclusion  

This study suggested that carer psychological inflexibility does not moderate the 

relationship between MND disease severity and behavioural symptoms, and carer AG. 

Nevertheless, it is noteworthy that all three factors – disease severity, behavioural changes 

and carer psychological inflexibility – are individually associated with AG. These findings 

suggest ACT could be a potential intervention for addressing and enhancing psychological 

flexibility. In addition, further studies are needed to explore modifiable factors that could 

contribute to ease carers’ feelings of losses and changes.  
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