
How do you measure the success of advance care planning and what should we now be 

focusing on?  

Advance care planning (ACP) in dementia has long been a hotly debated topic including what to 

do, how to do it and when (1). There has been much focus across research, policy and practice 

to increase the numbers of people living with dementia completing ACP as early as possible. 

Effectiveness of ACP in dementia has been mixed, with some evidence of association with 

reduction in hospitalisation and concordance between care received and prior wishes (2). The 

article from Bavelaar et al.  highlights several other discursive points which are important to focus 

attention towards, including – the complexity of ACP, what is the role and importance of ACP; 

and how do you measure success. The challenge of measuring effectiveness has been something 

that researchers have struggled with whilst developing research projects around ACP and 

decisional support.  

Thinking about ACP is often too simplistic, it should not be considered as a list of binary decisions 

about whether someone should go to hospital or not, a DNAR, or other types of advanced 

decisions to refuse treatment. Instead, ACP is a much more nuanced and intricate process of 

communication, where preferences and decisions change over time and need to be revisited. 

However, traditional outcome measurements in dementia ACP research have focussed on more 

system level outcomes such as hospitalisation, presence of advance decisions (i.e. DNAR), and 

place of death (2). Bavelaar et al’s study reconceptualises ACP, with primary outcomes focussed 

on family centred measures such as decisional conflict and perceptions of care, moving the more 

traditional health care system outcomes to secondary. This is an important flip of focus on how 

the ‘success’ of ACP is conceptualised and is particularly relevant to those commissioning or 

governing health care services, or developing policy in this area.  

We know that many people living with dementia reach the end of life without an ACP and do not 

always want to participate in discussions about their future, and this should be respected. We 

also know family carers often feel emotionally unprepared for end of life, they struggle with 

difficult decisions, feeling responsible and experience guilt (3, 4). Family carers are often less 

concerned with decisions such as DNAR and more about everyday support and wellbeing (5, 6). 

Bavelaar et al’s study demonstrates the increasing momentum in research to consider decisional 

support for families in the later stages of dementia, and focussing on outcomes to demonstrate 

the support for them (7, 8).  This research demonstrates early ACP is not always essential, but it 

is important to consider decisional support for family members when acting as proxy.  

There needs to be a shift in attention from how we get everyone to do ACP as early as possible 

(i.e. around diagnosis), to consider how can discussions and decision making be supported in the 

later stages of dementia. However, we should not abandon the importance of early ACP 

altogether. This implementation study joins a growing body of resources which is supporting this 

shift, with resources to support families and professionals making decisions towards the end of 

life (6, 9-11). It is crucial that ACP and shared decision-making practice and research focusses on 

communication strategies and styles to ensure effective planning and decision making. It is 



equally important to consider communication strategies and approaches to meaningfully 

engaging the person living with dementia too, even when they do not have capacity or may have 

limited communication abilities. This will ensure we empower people living with dementia and 

family carers right through to the end of life. 

To get anything to change in practice and policy we need to ensure we consider implementation 

of planning and support (12). Dementia research has historically neglected implementation, 

however this is changing with the increasing presence of implementation science across the field 

of older adults and dementia care, and specifically within decisional support (13).  

Van den Block (2019) states we need to consider the importance of how to do ACP, for example 

how to initiate conversations, how to deliver prognosis etc. with previous research focussed on 

‘the what’, for example defining topics and themes of ACP conversations (1). Whilst many people 

would agree with this, we must not forget ‘the what’ that goes into ACP is not simply binary 

decisions, but instead as I state complex, nuanced and intricate discussions and decisions. 
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