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ABSTRACT  

Aim: To explore the experience and the preparedness of family carers in their caregiving role 

as best interest decision-makers of a relative living with advanced dementia.  

Background: The prevalence of dementia is a global issue. The role of being a carer of a 

relative living with dementia does not necessarily lessen once they are admitted to a nursing 

home. Best interest decision-making including end-of-life care decisions need to be made and 

reaching these choices can be challenging. The preparedness of family carers in this role 

needs greater understanding. 

Design: Descriptive qualitative study  

Methods: During 2015 twenty semi-structured interviews were conducted of family carers of 

nursing home residents living with advanced dementia, then analysed using Braun and 

Clarke’s thematic analysis. 

Results: Three themes were identified: (1) Caring for someone living with dementia. The 

impact on the carer’s holistic well-being and their experience of being a best interest 

decision-maker; (2) Accessing support. The influential nature of formal and informal 

networks; (3) Perceived knowledge and understanding of the dementia trajectory of carers 

and nursing staff. 

Conclusion: The experiences and preparedness of informal carers is a reflection of their 

personal response, but the distress experienced highlights the significant need of adequate 

support availability and of enhancing nursing staffs’ dementia expertise to maximise their 

role in facilitating best interest decision-making. This has significant implications for nursing 

practice and for service user and nursing staff education. Considering the global impact of 

dementia our findings have international relevance for similar nursing homes across the 

world.   
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SUMMARY STATEMENT 

Why is this research needed? 

 The prevalence of dementia is a global issue and a large proportion of society will be 

affected by having dementia themselves or by caring for someone living with the 

disease. 

 Best interest decisions including end-of-life care decisions may need to be made on 

behalf of the individual living with dementia by the family carer and this can be 

challenging.  

 The preparedness of carers to undertake the caregiving role needs greater 

understanding and this research will provide insight and guidance about the 

challenges and enablers. 

What are the key findings? 

 New insights are provided to the need for tailored support mechanisms to meet the 

specific requirements of the carer.  

 Key challenges around the level of understanding and awareness of the dementia 

trajectory for carers and of healthcare professionals are identified. 

 The significant role nursing staff can have in facilitating Advance Care Plan 

discussions and best interest decision-making has not reached its full potential.  

How should the findings be used to influence policy/practice/education? 

 There is a need for further education of the dementia trajectory for carers and nursing 

staff, allowing fully informed best interest decisions to be made for an individual with 

advanced dementia. 
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 Findings might be helpful to nursing home managers to recognise the significant role 

their nursing staff should have in holding advance care plan discussions with informal 

carers. 

 The development of a psychoeducational care intervention for family carers with an 

embedded facilitated peer support should be a priority. 
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INTRODUCTION  

This research addresses the experiences and preparedness of family carers in their caregiving 

role as a best interest decision-maker of a relative living with advanced dementia. Due to the 

global prevalence of dementia it is vital to understand the family carer experiences of this to 

inform the development of effective interventions to support them in their decision-making 

role and to determine the influential nature of nursing staff and other healthcare professionals.  

 

Background 

In 2015 there were an estimated 47million people worldwide living with dementia 

(Alzheimer's Disease International, 2016) and this figure is projected to double every 20years 

(World Health Organisation, 2012). Therefore, a large proportion of the global society will be 

affected by either having dementia themselves or by caring for someone living with the 

disease (Peacock, Hammond-Collins, & Forbes, 2014). A family carers’ preparedness for this 

role refers to their readiness to provide care in contrast to their adequacy to do so 

(Schumacher, Stewart, & Archbold, 1998) as they may contend with a host of stressful 

situations (Gignac & Gottlieb, 1996) and caregiver burden is widely testified to have a 

negative impact on the family carers’ own well-being (Etters, Goodall, & Harrison, 2008; 

Richard Schulz, Boerner, Shear, Zhang, & Gitlin, 2006). Ultimately, when the burden of care 

exceeds the capacity of the informal carer, nursing or residential home placement commonly 

ensues (Butcher, Holkup, Park, & Maas, 2001; Nikzad-Terhune, Anderson, Newcomer, & 

Gaugler, 2010). 

 

The decision to place a relative into institutional care such as a nursing home can be complex 

and distressing for the family (Butcher et al., 2001; Ryan & Scullion, 2000; Yaffe et al., 
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2002) as they must now trust others with the care (Shanley, Russell, Middleton, & Simpson-

Young, 2011). A sense of relief and reduced stress may follow, but this can also be 

accompanied by guilt, anger and depression (Brodaty & Donkin, 2009). A report by the 

National Academies of Sciences, Engineering and Medicine in the United States (US)(R. 

Schulz & Eden, 2016) provided recommendations for family caregiving of older adults and 

demonstrated that their roles varied significantly across the course of caregiving and was 

conceptualised as the ‘caregiving trajectory’. Therefore, entry into a nursing home does not 

necessarily depict the end of caregiving and decision-making for the relative but rather 

signals a new phase of their caregiving trajectory. Hence, the experience of care decision-

making for family carers of a relative living with dementia may not necessarily lessen once 

their relative is admitted to a nursing home.  

 

An individual with advanced dementia may no longer have the decision-making capacity 

with regards to their advance care planning choices, consequently family carers may be 

required to act as a best interest decision-maker, however their goals and values may conflict 

with other family members and with those of the individual with dementia (Karlawish, Quill, 

& Meier, 1999). This process is often complicated by time restrictions and carers generally 

have to accomplish this task whilst in a state of emotional and physical exhaustion (Lundh, 

Sandberg, & Nolan, 2000; Nolan & Dellasega, 2000; Wilder & Lanier, 2005). Therefore, 

support may be necessary for family carers not only with regards to the provision of care and 

the grief caused by witnessing the deterioration of their relative, but also to help them cope 

with their role as a best interest decision-maker (van der Steen et al., 2014). In this role the 

‘best interests’ principle of the Mental Capacity Act (Department for Constitutional Affairs, 

2007) highlights that a decision made must be done in the relative’s best interest, recognising 

all aspects of financial and personal welfare, but also healthcare decisions and actions. 
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Following their narrative analysis of families’ perspectives of dementia end of life care, 

Davies and colleagues (2014) highlighted that there remains limited research on carers’ 

experiences at this stage. They recommended that more information is needed from carers to 

provide a greater in-depth understanding. Yet frequently for these carers goals of care and 

end of life care decisions need to be made and the process of reaching these decisions can be 

significantly challenging. How prepared the family carers are to take on such a role and to be 

a best interest decision-maker needs greater understanding.  

 

THE STUDY 

Aim  

The purpose of this qualitative study was to explore the experiences and preparedness of 

family carers who are responsible for best interest decision-making and caring of a relative 

living with advanced dementia.  

 

Design 

This descriptive qualitative study was part of a research project which evaluated an Advance 

Care Planning (ACP) intervention via a cluster randomised control trial (RCT), within 24 

nursing homes in one region of the UK (Brazil et al., 2017) .  

 

Participants of the research project were the primary carer of a nursing home resident with 

advanced dementia. They were informed that in addition to the RCT they would also be 

invited to complete a semi-structured individual interview with a member of the research 
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team (GC). These invitations continued until data saturation was reached (Guest, Bunce, & 

Johnson, 2006). 

 

Sample and participants 

In the participating nursing homes (all from one care home chain in the UK), resident records 

were reviewed by the nursing home manager to identify those individuals with dementia and 

judged as no longer having decision-making capacity. This was confirmed by the completion 

of the Functional Assessment Staging Tool (Reisberg, 1988; Sclan & Reisberg, 2005) by the 

nurse-in-charge. The family members recognised as most responsible for decision-making on 

behalf of these residents were identified as potential participants for the research project. Due 

to the staggered recruitment approach of the RCT, qualitative data saturation was reached 

after 20 individual interviews were conducted following contact with 31 participants, drawn 

from the first four participating nursing homes. 

 

Data collection with family carers 

Content of the interview invitation letter highlighted that participation would allow the family 

carer the opportunity to openly discuss their experience of being a carer for someone living 

with dementia and would also help to give a greater understanding of the impact of acting as 

a decision-maker. However, it was stressed that the participants were under no obligation to 

take-part. This invitation was mailed by the research team along with a participant 

information sheet and response slip. After completion of the response slip, carers were 

contacted to arrange an interview at a time and location most convenient to them.  
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All family carers’ interviews took place in their individual relative’s nursing home in a 

private room with minimal disruption. They lasted on average 30minutes, were conducted in 

a sensitive manner and were audio recorded. All participants were provided with an 

information sheet detailing support and counselling services to contact if needed after their 

involvement in the study. A semi-structured interview schedule (Box 1) was developed from 

the literature, consultation with the research team and discussion in the study advisory 

committee.  

BOX 1 Individual Interview Schedule 

1. How would you describe the experience of being a carer for your RELATIVE in NURSING 

HOME NAME?  

2. What has the experience of making decisions about your RELATIVE’S goals of care been 

like?  

3. In your role as a decision-maker for your RELATIVE’S care planning, how much conflict 

including disagreements and negative feelings, has there been between you and the 

healthcare staff regarding your RELATIVE’S current and future care needs? 

4. How well do you feel your GP and the nursing home staff recognise, value and understand 

your role as the primary carer and as a decision-maker for your RELATIVE’S goals of 

care? 

5. Do you think there are things that could be changed or added in your nursing home to 

improve the experience of a carer who also has the role of decision-maker for their family 

member’s goals of care? 
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Ethical considerations 

To ensure anonymity of the participants, we removed all identifying characteristics of them, 

their relative and affiliated nursing home. Ethics approval was obtained from the regional 

Office of Research Ethics Committees Northern Ireland (Ref. 14/NI/0082) and the Queen’s 

University Belfast Research Governance Office. Participants gave informed consent before 

taking part and signed a consent form. 

 

Data analysis 

The interviews were transcribed verbatim, checking against recordings for accuracy and then 

transferred to QSR NVivo11 where thematic analysis was completed by the first author using 

a recognised six stage framework (Braun & Clarke, 2006): familiarisation with data; 

generation of initial codes; searching for themes; reviewing of themes; defining and naming 

of the themes and production of a report. To ensure rigour the second author independently 

analysed transcripts using an electronic database of codes and quotations. Agreement on 

coding and themes were then reached through reflection and discussion (Holloway & 

Wheeler, 2010). 

 

Rigour 

Holloway and Wheeler’s (2010) framework for establishing quality was followed to ensure 

trustworthiness of the data and analysis. To ensure consistency and stability, the first author 

completed all semi-structured individual interviews. Practicing reflexivity alongside peer 

debriefing allowed recognition for the potential influence of data interpretation of her own 

preconceptions and thoughts. Finally, an audit trail provided the rationale for decisions made 
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and reflections on the data analysis, further enforced by the establishment of inter-rater 

reliability.  

 

FINDINGS 

Of the 20 primary carers who completed an individual interview five were male and 15 

female; the relationship of the resident was either parent (N=13), sibling (N=4), 

spouse/partner (N=2), or extended family (N=1). Interviews were conducted April – August 

2015. Under an overarching theme of ‘Preparedness for Caring and Decision-Making Role’, 

three underpinning themes to reflect the experience of family carers responsible for decision-

making for a relative living with advanced dementia were identified (Table 1).  
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TABLE 1 Underpinning themes and categories. 

Underpinning Themes Categories 

1. Caring for someone living with 

dementia 

 Impact on holistic well-being of carer 

 Experience of being a best interest decision-

maker 

2. Accessing support  Family and friends 

 Other healthcare professionals 

 External resources  

 Nursing home partnership working with 

families 

3. Perceived knowledge and 

understanding 

 Characteristics of the illness 

 Education and training 

 Systems and processes for end of life care 

discussions 

 

Caring for someone living with dementia  

This theme relates to the individual experiences of caring and coping alongside being a 

decision-maker for someone living with dementia. 

 

The carers spoke of the enduring emotional stress they had or were continuing to experience. 

One respondent expressed their family’s reaction to the diagnosis and the long-term 

implications: 

“…the day mummy was diagnosed . . . my sister said to me that she wishes mummy 

had been diagnosed with cancer, would’ve been easier…and I thought ‘how awful, 
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how could you say that?’ And now [I] know exactly what she means . . . it’s so true, 

it’s far harder for the people . . . far harder for the family, mummy’s content, she’s in 

her own wee world” (R01) 

The conveyed stresses of the respondents’ situations were perpetuated by significant mental 

and emotional exhaustion and the inability to relax. One individual remarked that they had 

not had a holiday for five years. For some, their circumstance became too much for them to 

endure, which they admitted lead to an over-reliance on alcohol. Nonetheless, it was revealed 

by the respondents that witnessing the gradual loss of the person that they once knew was the 

most distressing aspect: 

“…she’s in this horrible limbo state and has been for a long time where she’s neither 

dead nor alive”(R19) 

Additionally, guilt appeared to have a powerful influence on the carer. One respondent was 

very remorseful in admitting that using deceit was the only choice they had for their relative 

to accept long term formal care.  

The experience of being a substitute decision-maker was highlighted as a substantial 

responsibility, with some recognising that this role was a natural progression for them as they 

had previously been the major decision-maker, or they were the only relative. For others, 

family circumstances or having a medical background meant that delegation came their way 

without discussion. Other decision-making rationales were a reflection of the carer’s personal 

circumstance, one family used a risk management approach, but ultimately the feeling of 

loyalty and responsibility for relatives was strongly expressed amongst all. 

 

Prior to their admission to the nursing home the respondents either lived with their relative or 

nearby, however ensuring the safety of their relative was a key feature in this decision-
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making process. This was coupled with the reported inability of the carer to continue to 

provide the level and intensity of care required, so the best interest choice was deemed to be 

formal care provision. For some this circumstance arose due to a hospitalisation from their 

own home following a medical emergency or because the situation was no longer 

manageable and the risk too great. The impact of transition into a nursing home was 

described as a combination of guilt, relief and, for some carers, continued anxiety: 

“she’s literally out of the house, she’s out of my sight, she’s out of my control…and I 

find that really difficult”(R19)  

There was a sense of failing their relative, amplified with sadness of handing their care over 

to someone else. Another individual described what was initially felt to be a difficult change 

for them to be followed by a realisation of how content their relative had become in the 

nursing home, which helped to lessen this carer’s distress at the decision made. This 

perceived reduction of anxiety over time was common among the carers. For most, the 

recognition that their relative was safe, happy, reasonably content and well looked after, 

helped to ease anxieties.  

 

Accessing support 

This theme highlights the reported levels of formal and informal support networks or 

resources available to the carers prior to and after the move to the nursing home and the 

influence on decision-making. 

 

Some carers gave their first line of support and those they would initially turn to for 

assistance with decision-making, as their family and friends. However others felt this was not 
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an option, with previous friendship networks collapsing or strained relationships with family 

members causing conflict: 

“It’s painful to watch someone completely change. And it’s isolating because . . . 

we’d a big circle of friends and slowly but surely everything just disappeared. People 

came, kept calling for a little while and then one by one they faded away”(R05) 

Incidences of perceived poor support as a reflection of conflict with some health care 

providers or an alleged lack of adequate social support were revealed, subsequently making 

the individual feel less inclined to approach the healthcare staff for support. Similarly, 

healthcare professionals unfamiliar with the family and the resident’s individual wishes were 

also noted to cause unnecessary anxiety, again resulting in reluctance of further contact. In 

one case, poor communication from a consultant resulted in a self-diagnosis of dementia as 

no information was forthcoming with the presumption instead that the carer and their relative 

with dementia were already aware. Despite these negative reports, recognition of excellent 

compassionate and supportive care were given, alluding to social workers, GPs, nurses and 

formal carers. 

 

External support resources from the community or charitable organisations were a key feature 

for some. Specifically, reliance on neighbours or being members of a close community gave 

reassurance of their relative’s safety when they were not present and volunteering with 

dementia organisations was seen as a rewarding and supportive experience, but also one that 

enhanced the relationship between family carers as the decision-maker with professional care 

providers. Nonetheless, others were hesitant at approaching such organisations concerned that 

they would be seen as a fraud due to the specific diagnosis of their relative’s dementia.  

Unfortunately, a sense of disillusionment of where to seek help was also reported: 
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 “…there isn’t an advice centre you can go and have a chat . . . where do you go, it’s 

not citizen’s advice, it’s not cruse bereavement”(R14) 

In the nursing home environment, friendships were noted to naturally develop with other 

residents and their families. Nursing home staff were also recognised and commended for 

their support by carers. It was felt that the staff and affiliated GPs recognised the decision-

making role of the carers; in particular the continual communication with updates and 

feedback on the resident’s care was welcomed. Even so, due to an alleged frequent turnover 

and shortage of staff, confidence with this line of support was diminishing for some. 

 

The discussion of having access to family forums in the nursing home was appealing. One 

respondent noted that their nursing home manager held such events giving the opportunity of 

open questioning and peer support, allowing shared experiences of care and decision-making 

processes to be discussed. Nonetheless, ambivalence remained, highlighting that the support 

sought reflected the individual needs of the person and a preference for individualised 

support. 

 

Perceived knowledge and understanding 

This theme encapsulates the level of awareness for the characteristics of dementia held by 

family members, including the perceived availability of education and training for family 

carers and health care staff and the systems and processes in place for end of life care 

discussions.  
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Past experience of caring for another relative with dementia was the foundation of knowledge 

for some carers. Few had a medical or nursing background which aided their understanding; 

nonetheless, a distinct lack of awareness of the disease was generally perceived:  

“Dementia starts as this mental illness and then becomes a physical one, again ye 

don’t know it until ye go down that road . . . I just don’t think there is enough 

awareness of this horrendous illness”(R19) 

Educating family carers about dementia was often raised. It was felt that advancement of 

knowledge would allow some anticipation of the disease’s progression: 

“I don’t think some of the stuff you need to know is easily available and I think the 

more anybody can do to further the knowledge and the understanding so you get there 

quicker and sort things out as soon as you can to give that person the best quality of 

life they can have [the better]”(R13) 

The perceived level of training completed by the staff was also questioned in relation to their 

preparedness for caring for someone living with dementia. Some respondents were 

particularly perturbed by the discontinuity of staff and their perceived lack of dementia 

expertise: 

“…make sure that the staff. . .have been properly trained, not trained on the job but go 

through. . . an intensive week. . .give them some idea because they haven’t a clue 

about dementia.”(R20) 

For the majority of respondents, decisions with regards to goals of care for the end of life was 

a topic that had not previously been discussed. As such the respondents alluded to the 

challenge they faced and the need for preparedness to take part in best interest decision-

making. Lack of awareness of implications of the disease progression was a reason given for 

not approaching such discussions but, it was also considered a somewhat taboo matter. Some 
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carers commented that they did try to broach the subject with their relative but without 

success, resulting in decisions being made on their behalf: 

“we tried to talk to mummy about what care she would like further down the line, but 

she never discuss it . . . she just wouldn’t get into that conversation…and I suppose 

just when we had to start making those decisions mummy was beyond having any 

input really in it”(R01) 

It was also reported that the nursing home staff had up to this point not raised the subject. It 

was felt to be a topic that was avoided and there was uncertainty whether this was a reflection 

of the nursing home staff knowledge and training. But those that had been in the position to 

discuss end of life choices with their relative and or with healthcare staff, felt such 

discussions had made best interest decisions less burdensome. For others, such conversations 

held before diagnosis or by following their relative’s personal philosophies allowed self-

assured choices to be made.  

 

DISCUSSION 

The findings of this study provide insights into the preparedness and experiences of family 

carers responsible for decision-making on behalf of a relative living with advanced dementia 

which can inform practice, family carer and formal carer education and further research.  

 

Caring for someone living with dementia 

Similar to previous international research regarding family carers, decision-making and end 

of life care, participants in this study had experienced carer burden which appeared to affect 

them on a whole person level (Hudson & Hayman-White, 2006; Hudson, Thomas, Trauer, 

Remedios, & Clarke, 2011; Payne et al., 2010). This indicates the need for family carers of 
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people with dementia to be offered holistic care and support including in the nursing home 

setting. At a European level psychosocial support required by family carers is a key 

recommendation of a European Association of Palliative Care (EAPC) White Paper which 

defines best practice in palliative care for people with dementia (van der Steen et al., 2014). 

They suggest a model of changing care goals and priorities throughout the course of the 

illness, reflecting the changing significance of care goals at different dementia stages. 

Consequently decision-making is recognised as not being a one-off choice but one that 

involves different individuals at different points in the caregiving trajectory and in various 

care facilities (Jones et al., 2016). Our respondents recognised when their individual 

circumstances altered in conjunction with the needs of their relative and it can be argued that 

their sense of identity and of role could be guiding influence on the outcome (Burke & Stets, 

2009), as role implementation can be defined by caregiving demand and preparedness for 

caregiving (Huang et al., 2015). Some respondents found this role change significantly 

challenging and recognition of such changes needs ongoing appreciation by healthcare staff 

(Anesbensel, Pearlin, Mullan, Zarit, & Whitlatch, 1995).  

 

In our study, carer burden was generated by family members’ inability to escape from the 

constant stress and responsibility of caring for their relative; as a result they did seek their 

own personal and sometimes adverse coping mechanisms. Manifesting in different forms, 

stress was predominately reported though the premature loss experienced as they witnessed 

their family member irreversibly change. Anticipatory bereavement offers a way of 

understanding such an expected loss (Coombs, 2010; Evans, 1994), highlighting that this 

carer population may be exposed to loss and bereavement in a different and earlier way than 

family carers of people on other end of life disease trajectories. While decisions regarding 

end of life care goals do attempt to lessen such burden, carers can experience extreme 
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challenges in justifying care goal decisions as these often occur whilst experiencing 

anticipatory grief (Black et al., 2009; Jones et al., 2016). 

 

A recent systematic review focusing on proxy decision-making by family carers of people 

with dementia reveals the distress they can experience in making decisions for their relative 

and the need for increased support from healthcare professionals to facilitate this process 

(Lord, Livingston, & Cooper, 2015). Individual circumstances for our participants drove their 

decision-making process and response. It was also apparent that there was a lack of previous 

discussion around end of life issues and decisions on care goals with family members. This 

suggests a need for ongoing training of professionals and more preparedness and education of 

family carers, which has been highlighted in supporting research (Ashton, Roe, Jack, & 

McClelland, 2016; Huang et al., 2015).  

 

 

Accessing support 

Participants reported varying experiences of accessing support. Whilst there were positive 

accounts of support received from formal carers prior to their relative’s admission to the 

nursing home, some participants reported they were unsure where to obtain support and 

advice. Strong peer support could naturally occur with family members of residents in the 

nursing home. Such social support mechanisms can buffer the psychosocial stress of being a 

carer and the subsequent readjustments to changes in circumstance as reported in the seminal 

work by Cohen and McKay (1984). These networks not only have the potential to contribute 

to an individual’s sense of identity and provide a resource for comfort (Sluzki, 1992), but 

they are also crucial in the decision-making role of the carer. The perception of support, 
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connections with and actions of others to elicit assistance, highlight the dynamic nature of 

social support and the potential influence of individual personal requirements (Barrera, 1986; 

Vaux, 1988).  

 

The concept of family forums in nursing homes could also play an important buffering role. 

This naturally developing support structure has implications for the delivery of palliative care 

psychoeducational support. A systematic review of family carer interventions in a palliative 

care context highlights the need for robust empirical research to determine strategies which 

best support and help family carers in different contexts (Hudson, Remedios, & Thomas, 

2010). Our findings suggest that for family carers of people with dementia residing in nursing 

homes psycho-educational care interventions, containing facilitated peer support, could be of 

significant value.  

 

The importance of promoting a person-centred approach to decision-making whilst 

acknowledging the pivotal influence of a trusting relationship between family carers and 

healthcare professionals is essential (Ashton et al., 2016). Partnership working between 

family carers and nursing home staff is a significant aim in policy and practice (Department 

of Health 2010). Not only does it enable the development of therapeutic relationships, it is a 

powerful approach allowing nursing home staff to provide more helpful and sustainable care 

for the resident by recognising the family carer expertise (Watkins et al., 2011). Shared 

decision-making with family carers and with the person with dementia where possible, is a 

key aspect of recognised international practice in palliative care provision for this population 

(van der Steen et al., 2014).  
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Perceived knowledge and understanding 

There was diversity in the perceived level of knowledge and understanding of the dementia 

trajectory and how to care for someone with this condition. This highlights a need for family 

carer education and the provision of anticipatory guidance to promote a better sense of 

preparedness for this caring role and best interest decision-making. Specifically, the need for 

family carer education in relation to the disease progression and appropriate treatment options 

for people with dementia has been recognised (van der Steen et al., 2014). A recent UK 

ethnographic study found that both family carer and formal carer education on dementia 

progression is needed to promote conversations about end of life (Saini et al., 2016). There is 

also a responsibility for formal carers to sensitively normalise discussions about dying to 

enable appropriate care planning and decision-making (Black et al., 2009). However, the 

influence social and cultural aspects have with death as a taboo subject needs to be 

recognised. The US National Research Council (2010) reported that contextual determinants 

influence what kind of adaption families believe to be reasonable in end of life care 

suggesting that person and family centred care is fundamental.  

 

Participants perceived a lack of dementia knowledge and skills around caring for people with 

dementia amongst nursing home staff. They felt that more education and training needed to 

be targeted at formal carers in nursing homes to develop their competence in caring for this 

population. This requires education founded on the EAPC’s 11 domains of best practice in 

palliative care provision for people with dementia and their family carers (van der Steen et 

al., 2014). There is also evidence from a Canadian study that health care professionals who 

are able to demonstrate knowledge and expertise can more effectively initiate discussion and 

facilitate decision-making with family carers of people with dementia (Torke, Schwartz, 

Holtz, Montz, & Sachs, 2013). Additionally it is known that family carers need a whole 
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family approach to consult with and be reassured following a best interest decision 

(Livingston et al., 2010). Some participants commented that no staff from the nursing home 

had engaged in an end of life care discussion with them in relation to their family member, 

which further supports the need for trainings.  

 

Participants perceived a lack of discussion and openness about end of life issues among 

family carers themselves and with the resident prior to their nursing home admission. A 

recent narrative synthesis on quality end of life care for dementia (Davies et al., 2014) 

identified the theme of ‘family carers’ ability to think about death and dying’ highlighting the 

extreme difficulty some carers have at approaching this subject. This research tallied with the 

perceptions that professionals have about families’ reluctance to discuss planning for end of 

life care (Stewart, Goddard, Schiff, & Hall, 2011), nonetheless a negotiated understanding of 

shared perspectives has been noted to improve communication between healthcare staff and 

family carers (Caswell, Pollock, Harwood, & Porock, 2015). Being able to have an early 

discussion with their relative about end of life issues made things easier for some participants 

but this was not the norm for others as the opportunity had not been possible. The National 

Institute for Health and Care Excellence (2010) promote early decision-making noting that 

people living with dementia, while they have capacity, have the opportunity to discuss and 

make decisions, together with their carer(s) but this is dependent on healthcare professionals 

being appropriately trained to facilitate such discussions. 

 

 

Strengths and limitations  
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A particular strength of this study is the individual interviews held with current carers of 

individuals living with advanced dementia and residing in a nursing home. Conducting semi-

structured interviews allowed individuals to reflect on issues important to them and provided 

the context of their previous and current experiences. However a possible limitation is that 

those who completed the individual interviews were a self-selected sample, 12 of which were 

exposed to an ACP intervention which may have guided the respondents thinking. However, 

any specific responses to the ACP intervention were not incorporated in the reported results.  

 

CONCLUSION 

This study explored the experiences and preparedness of family carers responsible for 

decision-making on behalf of a relative living with advanced dementia and residing in a 

nursing home. Being a multifaceted role, carers’ preparedness for this was a reflection of 

their personal response, but the distress experienced highlighted the significance of adequate 

support availability to suit their needs. Enhancing the nursing staffs’ dementia expertise to 

maximise their role of facilitating best interest decision-making and end-of-life care 

discussions with family carers, is crucial to enable this supportive relationship. Consequently, 

these findings have implications for nursing practice and for education of service users and 

healthcare staff. In particular there is a need for the development of family carer psycho-

educational care interventions, with embedded facilitated peer support, to help prepare this 

population for best interest decisions alongside training for healthcare staff and management 

to facilitate these discussions. Given the global impact of dementia and that most people with 

dementia receive end of life care in nursing homes, findings have international relevance for 

similar nursing homes across the world.     

 



27 
 

 

AUTHOR CONTRIBUTIONS 

All authors have agreed on the final version and meet at least one of the following criteria 

[recommended by the ICMJE (http://www.icmje.org/recommendations/)]: 

 Substantial contributions to conception and design, acquisition of data or analysis and 

interpretation of data 

 Drafting the article or revising it critically for important intellectual content. 

 

CONFLICT OF INTEREST 

No conflict of interest has been declared by the authors. 

 

FUNDING  

This work was supported by Health and Social Care Public Health Agency Northern Ireland 

and The Atlantic Philanthropies. The funding source had no involvement in the study design, 

in the collection, analysis and interpretation of data, in the writing of the report; and in the 

decision to submit the article for publication. 

 

ACKNOWLEDGEMENTS 

The authors wish to express their sincere thanks to all of the family carers who participated in 

the interviews.  



28 
 

REFERENCES 

Alzheimer's Disease International. (2016). World Alzheimer Report 2016: Improving 

healthcare for people  living with dementia coverage, Quality and costs now and In 

the future. Retrieved from 

https://www.alz.co.uk/research/WorldAlzheimerReport2016.pdf  

Anesbensel, C. S., Pearlin, L. I., Mullan, J. T., Zarit, S. H., & Whitlatch, C. J. (1995). Profiles 

in Caregiving: The Unexpected Carer. London, UK: Academic Press Ltd. 

Ashton, S. E., Roe, B., Jack, B., & McClelland, B. (2016). End of life care: The experiences 

of advance care planning amongst family caregivers of people with advanced 

dementia - A qualitative study. Dementia (London), 15(5), 958-975. 

doi:10.1177/1471301214548521 

Barrera, M. (1986). Distinctions between social support concepts, measures, and models. 

American Journal of Community Psychology, 14, 413 - 445.  

Black, B. S., Fogarty, L. A., Phillips, H., Finucane, T., Loreck, D. J., Baker, A., . . . Rabins, 

P. V. (2009). Surrogate Decision Makers' Understanding of Dementia Patients' Prior 

Wishes for End-of-Life Care. Journal of Aging and Health, 21(4), 627-650. 

doi:10.1177/0898264309333316 

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research 

in Psychology, 3(2), 77 -101.  

Brazil, K., Carter, G., Cardwell, C., Clarke, M., Hudson, P., Froggatt, K., . . . Kernohan, W. 

G. (2017). Effectiveness of advance care planning with family carers in dementia 

nursing homes: A paired cluster randomized controlled trial. Palliative Medicine, 

269216317722413. doi:10.1177/0269216317722413 

Brodaty, H., & Donkin, M. (2009). Family caregivers of people with dementia. Dialogues in 

Clinical Neuroscience, 11(2), 217-228.  

https://www.alz.co.uk/research/WorldAlzheimerReport2016.pdf


29 
 

Burke, P. J., & Stets, J. E. (2009). Identity Theory. New York, NY: Oxford University Press, 

Inc. 

Butcher, H. K., Holkup, P. A., Park, M., & Maas, M. (2001). Thematic analysis of the 

experience of making a decision to place a family member with Alzheimer's disease 

in a special care unit. Research in Nursing and Health, 24(6), 470-480.  

Caswell, G., Pollock, K., Harwood, R., & Porock, D. (2015). Communication between family 

carers and health professionals about end-of-life care for older people in the acute 

hospital setting: a qualitative study. BMC Palliative Care, 14(1), 35. 

doi:10.1186/s12904-015-0032-0 

Cohen, S., & McKay, G. (1984). Social Support, Stress and the Buffering Hypothesis: A 

Theoretical Analysis. In A. Baum, S. E. Taylor, & J. E. e. Singer (Eds.), Handbook of 

Psychology and Health. NJ,Hillsdale: Erlbaum. 

Coombs, M. A. (2010). The mourning before: can anticipatory grief theory inform family 

care in adult intensive care? International Journal of Palliative Nursing, 16(12), 580-

584. doi:10.12968/ijpn.2010.16.12.580 

Davies, N., Maio, L., Rait, G., & Iliffe, S. (2014). Quality end-of-life care for dementia: What 

have family carers told us so far? A narrative synthesis. Palliative Medicine, 28(7), 

919-930. doi:10.1177/0269216314526766 

Department for Constitutional Affairs. (2007). Mental Capacity Act 2005 Code of Practice. 

London: TSO (The Stationery Office). 

Department of Health (2010). Recognised,valued and supported: Next steps for the carers 

strategy. London: HM Government. 

Etters, L., Goodall, D., & Harrison, B. E. (2008). Caregiver burden among dementia patient 

caregivers: a review of the literature. Journal of the American Academy of Nurse 

Practitioners,, 20(8), 423-428. doi:10.1111/j.1745-7599.2008.00342.x 



30 
 

Evans, A. J. (1994). Anticipatory grief: a theoretical challenge. Palliative Medicine, 8(2), 

159-165. doi:10.1177/026921639400800211 

Gignac, M. A., & Gottlieb, B. H. (1996). Caregivers' appraisals of efficacy in coping with 

dementia. Psychology and  Aging, 11(2), 214-225.  

Guest, G., Bunce, A., & Johnson, L. (2006). How Many Interviews Are Enough? An 

Experiment with Data Saturation and Variability. Field Methods, 18(1), 59 - 82.  

Holloway, I., & Wheeler, S. (2010). Qualitative Research in Nursing and Healthcare, 3rd 

Edition. Chichester: Wiley-Blackwell. 

Huang, H. L., Shyu, Y. I., Chen, M. C., Huang, C. C., Kuo, H. C., Chen, S. T., & Hsu, W. C. 

(2015). Family caregivers' role implementation at different stages of dementia. 

Clinical  Interventions in Aging, 10, 135-146. doi:10.2147/CIA.S60574 

Hudson, P. L., & Hayman-White, K. (2006). Measuring the psychosocial characteristics of 

family caregivers of palliative care patients: psychometric properties of nine self-

report instruments. Journal of Pain and Symptom Management, 31(3), 215-228. 

doi:10.1016/j.jpainsymman.2005.07.010 

Hudson, P. L., Remedios, C., & Thomas, K. (2010). A systematic review of psychosocial 

interventions for family carers of palliative care patients. BMC Palliative Care, 9, 17. 

doi:10.1186/1472-684X-9-17 

Hudson, P. L., Thomas, K., Trauer, T., Remedios, C., & Clarke, D. (2011). Psychological and 

social profile of family caregivers on commencement of palliative care. Journal of 

Pain and Symptom Management, 41(3), 522-534. 

doi:10.1016/j.jpainsymman.2010.05.006 

Jones, K., Birchley, G., Huxtable, R., Clare, L., Walter, T., & Dixon, J. (2016). End of life 

care: A scoping review of experiences of Advance Care Planning for people with 

dementia. Dementia (London). doi:10.1177/1471301216676121 



31 
 

Karlawish, J. H. T., Quill, T., & Meier, D. E. (1999). A Consensus-Based Approach To 

Providing Palliative Care to Patients Who Lack Decision-Making Capacity. Annals of 

Internal Medicine, 130(10), 835-840. doi:10.7326/0003-4819-130-10-199905180-

00018 

Livingston, G., Leavey, G., Manela, M., Livingston, D., Rait, G., Sampson, E., . . . Cooper, 

C. (2010). Making decisions for people with dementia who lack capacity: qualitative 

study of family carers in UK. British Medical Journal, 341.  

Lord, K., Livingston, G., & Cooper, C. (2015). A systematic review of barriers and 

facilitators to and interventions for proxy decision-making by family carers of people 

with dementia. International Psychogeriatrics, 27(8), 1301-1312. 

doi:10.1017/S1041610215000411 

Lundh, U., Sandberg, J., & Nolan, M. (2000). 'I don't have any other choice': spouses' 

experiences of placing a partner in a care home for older people in Sweden. Journal of 

Advanced Nursing, 32(5), 1178-1186.  

National Institute for Health and Care Excellence. (2010). Dementia: support in health and 

social care:  Quality Standard 1.  Retrieved from 

https://www.nice.org.uk/guidance/qs1/resources/dementia-support-in-health-and-

social-care-pdf-58291027909. 

National Research Council. (2010). The Role of Human Factors in Home Health Care: 

Workshop Summary. Steve Olson, Rapporteur. Committee on the Role of Human 

Factors in Home Health Care, Committee on Human-Systems Integration. Division of 

Behavioral and Social Sciences and Education. Washington, DC: National 

Academies Press Retrieved from https://www.nap.edu/read/12927/chapter/1#ii. 

Nikzad-Terhune, K. A., Anderson, K. A., Newcomer, R., & Gaugler, J. E. (2010). Do 

trajectories of at-home dementia caregiving account for burden after nursing home 

https://www.nice.org.uk/guidance/qs1/resources/dementia-support-in-health-and-social-care-pdf-58291027909
https://www.nice.org.uk/guidance/qs1/resources/dementia-support-in-health-and-social-care-pdf-58291027909
https://www.nap.edu/read/12927/chapter/1#ii


32 
 

placement? A growth curve analysis. Social Work in Health Care, 49(8), 734-752. 

doi:10.1080/00981381003635296 

Nolan, M., & Dellasega, C. (2000). 'I really feel I've let him down': supporting family carers 

during long-term care placement for elders. Journal of Advanced Nursing, 31(4), 759-

767.  

Payne, S., Hudson, P., Grande, G., Oliviere, D., Tishelman, C., Pleschberger, S., . . . Kerr, C. 

(2010). White Paper on improving support for family carers in palliative care: Part 1. 

European Journal of Palliative Care, 17(5), 238-245.  

Peacock, S. C., Hammond-Collins, K., & Forbes, D. A. (2014). The journey with dementia 

from the perspective of bereaved family caregivers: a qualitative descriptive study. 

BMC Nursing, 13, 42. doi:10.1186/s12912-014-0042-x 

Reisberg, B. (1988). Functional assessment staging (FAST). Psychopharmacol Bulletin, 

24(4), 653-659.  

Ryan, A. A., & Scullion, H. F. (2000). Nursing home placement: an exploration of the 

experiences of family carers. Journal of Advanced Nursing, 32(5), 1187-1195.  

Saini, G., Sampson, E. L., Davis, S., Kupeli, N., Harrington, J., Leavey, G., . . . Moore, K. J. 

(2016). An ethnographic study of strategies to support discussions with family 

members on end-of-life care for people with advanced dementia in nursing homes. 

BMC Palliative Care, 15, 55. doi:10.1186/s12904-016-0127-2 

Schulz, R., Boerner, K., Shear, K., Zhang, S., & Gitlin, L. N. (2006). Predictors of 

Complicated Grief Among Dementia Caregivers: A Prospective Study of 

Bereavement. The American Journal of Geriatric Psychiatry, 14(8), 650-658. 

doi:https://doi.org/10.1097/01.JGP.0000203178.44894.db 

Schulz, R., & Eden, J. (Eds.). (2016). Families Caring for an Aging America. Washington 

(DC): National Acadenies Press (US). 

https://doi.org/10.1097/01.JGP.0000203178.44894.db


33 
 

Schumacher, K. L., Stewart, B. J., & Archbold, P. G. (1998). Conceptualization and 

measurement of doing family caregiving well. Image - The Journal of Nursing 

Scholarship, 30(1), 63-69.  

Sclan, S. G., & Reisberg, B. (2005). Functional Assessment Staging (FAST) in Alzheimer's 

Disease: Reliability, Validity, and Ordinality. International Psychogeriatrics, 4(3), 

55-69. doi:10.1017/S1041610292001157 

Shanley, C., Russell, C., Middleton, H., & Simpson-Young, V. (2011). Living through end-

stage dementia: The experiences and expressed needs of family carers. Dementia, 

10(3), 325-340. doi:10.1177/1471301211407794 

Sluzki, C. E. (1992). Disruption and Reconstruction of Networks Following Migration/ 

Relocation Family Systems Medicine, 10, 359-363.  

Stewart, F., Goddard, C., Schiff, R., & Hall, S. (2011). Advanced care planning in care 

homes for older people: a qualitative study of the views of care staff and families. Age 

and Ageing, 40(3), 330-335. doi:10.1093/ageing/afr006 

Torke, A. M., Schwartz, P. H., Holtz, L. R., Montz, K., & Sachs, G. A. (2013). Caregiver 

Perspectives on Cancer Screening for Persons with Dementia: “Why Put Them 

Through It?”. Journal of the American Geriatrics Society, 61(8), 1309-1314. 

doi:10.1111/jgs.12359 

van der Steen, J. T., Radbruch, L., Hertogh, C. M., de Boer, M. E., Hughes, J. C., Larkin, P., . 

. . Volicer, L. (2014). White paper defining optimal palliative care in older people 

with dementia: A Delphi study and recommendations from the European Association 

for Palliative Care. Palliative Medicine, 28(3), 197-209. 

doi:10.1177/0269216313493685 

Vaux, A. (1988). Social Support: Theory, research and intervention. New York: Praeger. 



34 
 

Watkins, J., Stanton, L., Saunders, B., Lasocki, J., Chung, P., & Hibberd, P. (2011). Working 

in partnership with family carers: the importance of learning from carers’ experiences. 

Quality in Ageing and Older Adults, 12(2), 103-108.  

Wilder, S. C., & Lanier, K. A. (2005). Preparing families to make informed decisions about 

long-term care. North Carolina Medical Journal, 66(1), 60-63.  

World Health Organisation. (2012). Dementia a Public Health Priority. Geneva: World 

Health Organisation Retrieved from 

http://whqlibdoc.who.int/publications/2012/9789241564458_eng.pdf. 

Yaffe, K., Fox, P., Newcomer, R., Sands, L., Lindquist, K., Dane, K., & Covinsky, K. E. 

(2002). Patient and caregiver characteristics and nursing home placement in patients 

with dementia. Journal of the American Medical Association, 287(16), 2090-2097.  

 

 

http://whqlibdoc.who.int/publications/2012/9789241564458_eng.pdf

