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ABSTRACT 

Background: Advance care planning involves considering, discussing and documenting future wishes 

in case a person is unable to make or communicate decisions. Given people with dementia are at 

high risk of future decisional incapacity, it is critical that advance care planning occurs early in the 

illness trajectory.  

Aim: To determine (i) the number of intervention studies published between 1997 and July 2017 

that aimed to increase advance care planning for persons with dementia; (ii) the methodological 

quality of studies; and (iii) the effectiveness of interventions in increasing advance care planning for 

persons with dementia.  

Design: Systematic review.  

Data sources: Medline, Cochrane, EMBASE, PsycINFO and CINAHL were searched for articles 

published from 1997 to July 2017. Studies were included if they utilised a methodologically robust 

study design and reported on an intervention designed to increase participation in advance care 

planning for persons with dementia that was targeted at the person with dementia and/or a 

carer/family member. Methodological quality was assessed independently by two authors. 

Results: Four studies met criteria for inclusion. Methodological quality was variable. Two studies did 

not report analyses comparing advance care planning outcomes for intervention and control 

participants. A third study found no effect for a nurse-facilitator intervention. The fourth study found 

that a structured conversation about end-of-life care with a family member increased the likelihood 

of advance care orders being listed in residents’ records.  

Conclusions: There is little evidence about effective strategies to improve participation in advance 

care planning for persons with dementia. Methodologically rigorous intervention trials are needed 

to test interventions that encourage timely participation..   
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What is already known about the topic? 

• Advance care planning is important for people with dementia given the progressive nature of the 

disease and its impact on cognitive capacity.   

• No systematic reviews have synthesised the evidence about strategies that increase participation in 

advance care planning for persons with dementia.   

 

What this paper adds 

• Very few methodologically rigorous studies have examined the effectiveness of interventions in 

increasing participation in advance care planning for persons with dementia.    

• Studies that have been conducted have various methodological weaknesses.   

• A discussion of the methodological challenges of conducting research with individuals with 

declining cognitive capacity is included.  

 

Implications for practice, theory, or policy 

• It is not possible to recommend effective ways of increasing participation in advance care planning 

for persons with dementia given the limitations of the current evidence base.   

• Well-designed randomised controlled trials are needed that examine ways of engaging persons 

with dementia to participate in advance care planning before capacity declines.   

• Future studies should include examination of the cost-effectiveness of interventions, and the 

impact of advance care planning on end-of-life care outcomes.  
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BACKGROUND 

 

Dementia is a life limiting illness characterised by progressive cognitive decline that interferes with social 

and/or occupational functioning, and typically causes changes in behaviour and personality.1  In 2010 it was 

estimated that almost 36 million people globally had a diagnosis of dementia, with the prevalence expected 

to double every twenty years, in part due to the increasing proportion of older adults in the population.2   

 

Advance care planning is the process of considering, discussing and documenting future wishes so these 

can be acted upon if a person has reduced capacity to be able to make decisions or speak for themselves3. 

Advance care planning is usually carried out through discussion by a person with their healthcare providers 

and families, with the intent of developing an advance care directive, a legally binding document that 

expresses preferences for future medical treatment. Communicating values and preferences by engaging in 

advance care planning has been shown to have a number of benefits including reducing the likelihood of 

estate distribution disputes, financial exploitation, and unwanted medical care4-6, as well as increasing 

awareness and knowledge without diminishing hope or increasing hopelessness or anxiety7. Having an 

advance care plan has also been shown to reduce stress, anxiety, and depression in surviving relatives and 

those who need to make decisions on behalf of a person8.  

 

Advance care planning is critical for people with dementia for a number of reasons. Firstly, there is 

increasing recognition that people with dementia receive sub-optimal care at the end of life. People with 

dementia have been shown to receive less appropriate pain relief9 and fewer medical services, compared 

to persons without dementia. 10, 11 Use of invasive and non-palliative medical care at the end of life is also 

high, with persons with dementia more likely to receive feeding tubes and be prescribed antibiotics than 

persons diagnosed with cancer.12 Secondly, persons with dementia commonly experience apraxia, 

decreased mobility, dysphagia, a complete loss of the ability to perform usual activities of daily living, and 

an inability to communicate as the disease advances.13 As compared to other conditions, it is more certain 

that the  capacity of people with dementia to communicate and make decisions will decline.14 When a 

person with dementia has lost the capacity to communicate their wishes and engage in decision making, 

family members/carers are often called on to make decisions about a wide range of financial, lifestyle and 

health issues on their loved one’s behalf. The likelihood of the person with dementia receiving unwanted 

care may be increased where discussions of wishes has not occurred. For example, a study by Dening et al., 

found that family carers and persons diagnosed with dementia had only low to moderate agreement about 

preferences for end of life treatment.15  Thirdly, people with dementia often experience multiple transitions 

across care settings (e.g. between nursing home and hospital).16 Without having an advance care plan in 

place, the risk of unwanted care may be higher, as caregivers may not always be able to provide guidance 

about the patient’s wishes, and health care providers may be unfamiliar with personal and medical history. 
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For example in one study, patients with severe dementia who had an advance directive in the form of a 

living will received significantly less aggressive care at the end of life, compared to similar patients without 

such a directive.17  

 

Research suggests that people with dementia are able to communicate their values and preferences and 

meaningfully participate in making decisions about care,18 even when dementia is more advanced.19 Early 

engagement in advance care planning may enhance the delivery of respectful person-centred care to 

persons with dementia at the end of life by increasing the likelihood that advance care planning accurately 

reflects values and wishes. Early engagement in advance care planning may also facilitate communication 

of preferences and wishes with caregivers, increasing the likelihood that such preferences are met in the 

future. However, the limited current evidence available suggests that uptake of advance care planning 

among people with dementia is low. For instance, a US study examined participation in advance care 

planning amongst people with a diagnosis of mild cognitive impairment or early dementia who did not have 

an advance care directive in place when they initially presented for cognitive evaluation at a University 

Alzheimer’s disease research centre. Five years later, only 39% of people had initiated advance care 

planning20 Another study showed that a written advance directive was present for only 17.5% of Flemish 

residents of nursing homes with dementia who had died.21 An Australian study examined uptake of 

advance care planning by clients with mild cognitive impairment or recently diagnosed dementia and their 

families attending a specialist memory clinic. Of 48 carers (52.2%) and 34 clients (35.1%) who participated, 

only 4% of carers and 8.8% of clients completed advance care planning documentation. 22 The rise in the 

number of people being diagnosed with dementia,2 the significant personal and societal costs associated 

with suboptimal care at the end of life, and the potential benefits of advance care planning highlight the 

need for high level evidence regarding strategies that are able to increase participation in advance care 

planning in this population.  

 

While a number of previous systematic reviews have synthesised the literature on advance care planning 

across a range of populations23, there has been limited synthesis of the evidence regarding the impact of 

interventions for people with dementia. For instance, Houben and colleagues conducted a systematic 

review of the efficacy of advance care planning interventions in different adult patient populations, with 

only one of 55 studies identified focusing on persons with dementia.6 Another review conducted in 2010 

examined the effectiveness of advance care planning interventions for people with cognitive impairment 

and dementia24. Although four interventions were identified, none of these specifically focused on persons 

with dementia, but rather nursing home residents with different levels of cognitive impairment. Reviews 

that have focused on advance care planning and dementia have only examined the barriers and enablers to 

advance care planning25. A recent 2018 review examined the effectiveness of advance care planning in 

improving end-of-life outcomes for people with dementia and their carers.26 Most of the 18 interventions 
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identified in the review found advance care planning to be associated with some improved end-of-life 

outcomes. However no recent reviews have examined the peer-reviewed published literature to determine 

which intervention strategies are most effective in increasing participation in advance care planning for 

people with dementia. Furthermore, there has been limited consideration of the quality of evidence 

synthesised, with no reviews specific to advance care planning and dementia examining the type of studies 

conducted, their methodological quality and their impact. Assessing the methodological quality of studies is 

critical to ensuring the validity of outcomes, and thus  contribute to guiding future research and practice,  

 

Therefore, the aim of this was review was to determine the: 

1. Number of intervention studies that aimed to increase participation in advance care planning for 

persons with dementia published over the past 20 years (1997-2017);  

2. Methodological quality of interventions assessed against Effective Practice and Organisation of 

Care (EPOC) criteria;  

3. The effectiveness of interventions in increasing advance care planning for persons with dementia..  

 

METHODS 

Literature search 

The electronic databases Medline, Cochrane, Embase, PsycINFO and CINAHL were searched in July 2017 

using a combination of Medical Subject Headings (MeSH) and keywords (see Appendix 1 for the full search 

strategy). The reference lists of included studies and the reference lists of relevant review papers were also 

manually searched to identify any additional studies. This was further supplemented by a Google Scholar 

search using the words ‘intervention; advance care planning; dementia; Alzheimer’s’ with the first 100 

results examined for relevance.   

 

Inclusion and exclusion criteria 

Studies were included if they were published in English from 1997 onwards and reported on an 

intervention designed to improve the prevalence of advance care planning for persons with dementia. The 

advance care planning outcome could be a primary or secondary outcome of the implemented 

intervention, and could be targeted at the person with dementia and/or a carer/family member. Outcomes 

could include discussion or completion of any type of medical planning instrument (e.g. advance directive; 

living will; advance statement; advance refusal of treatment; do not resuscitate order; do not intubate 

order, do not hospitalise order); or a document outlining preferred place of care, goals of care or values. 

Advance care planning was conceptualised broadly given differences between jurisdictions in how advance 

care planning is defined and enacted, and how advance care planning concepts, policy and laws have 

evolved over time27. Studies were included only if they used one of the Effective Practice and Organisation 

of Care28 (EPOC) accepted study designs (i.e. randomised controlled trial, non-randomised controlled trial, 
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controlled before and after study or interrupted time series trial). Case studies, commentaries, conference 

abstracts, protocol papers, editorials and reviews were excluded.  

 

Data coding and extraction 

All retrieved abstracts were initially assessed by one author (JB) against the inclusion and exclusion criteria 

and rejected if the study did not meet eligibility criteria based on assessment of the title and abstract. 

Remaining full text articles were then independently reviewed by two authors (JB and HT) and studies 

which met all criteria were retained for review. Any discrepancies were resolved through discussion. The 

methodological quality of all intervention studies was then assessed against EPOC risk of bias criteria by 

two authors (MF and EM), with any discrepancies resolved through discussion with a third author (JB). For 

each included study, the following information was extracted to determine the effectiveness of the 

intervention in increasing the prevalence of advance care planning: sample characteristics (number of 

participants, age, gender, diagnosis), inclusion and exclusion criteria, details of the intervention and control 

conditions, outcome measures, follow-up time points, outcomes (see Table 1).  

 

RESULTS 

Search Results 

An overview of the search results and the study coding process is outlined in Figure 1 using the Preferred 

Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA)29 four-phase flow diagram. A total of 

4,395 citations were initially retrieved from database searches. Following removal of duplicate citations, 

2,236 citations were screened for eligibility with 129 of these citations included in the full text review. A 

total of eight interventions studies were identified, of which four met the EPOC study design criteria and 

were included in the review.  

 

Figure 1. PRISMA Flowchart.  
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Characteristics of included studies 

The characteristics of the four included studies are provided in Table 1. As studies reported multiple 

outcomes, of which the advance care planning outcome was a primary outcome only for one study30, the 

advance care planning outcome of interest is presented in italics in Table 1. Advance care planning 

outcomes included Presence of Medical Order for Life-Sustaining Treatments31, completion of a do not 

resuscitate order, writing of an advance care plan30 and the End-of-Life Treatment Decisions Scale for 

cardiopulmonary resuscitation (CPR), mechanical ventilation and tube feeding.32  

 

Two studies were randomised controlled trials,30, 31 one was a cluster randomised controlled trial33 and one 

a before-and-after controlled study.32 None of the included studies included an economic analysis of the 

cost effectiveness of the implemented intervention. All studies were published in the last seven years. Two 

studies were conducted in the United States of America (USA) 31, 32 and two in the United Kingdom (UK).30, 

33The intervention strategies used in all four studies were targeted at increasing documentation or decision 

making about advance care planning by carers of people with dementia, rather than the person with 

dementia. In two studies, the person with dementia to which the caregiver was providing support was 

residing in a nursing home,31, 33 in one the person with dementia was admitted to hospital30 and in one the 

person with dementia was attending an adult day centre.32 Three interventions used varied structured one-

on-one family meetings or consultations with caregivers to deliver education and provide an opportunity to 

complete an advance care plan.30, 31, 33 One intervention involved face-to-face group sessions with 

caregivers that aimed to enhance knowledge, self-efficacy and behavioural skills to make end-of-life 

treatment plans.32  

 

EPOC risk of bias 

The methodological quality of the included studies according to EPOC criteria are provided in Table 2. One 

study was rated low risk of bias on seven of the eight criteria.33 The remainder received ratings of high or 

unclear risk of bias across three or more criteria.30-32 Baseline characteristics were judged high or unclear 

risk for three studies, while two studies were judged high risk for protection against contamination. Several 

other risks of bias were identified.  
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Effectiveness of interventions  

Of the four studies identified, two did not report statistical analyses comparing the advance care planning 

outcome of interest for intervention and control participants30, 32. Sampson et al30 examined the 

effectiveness of face-to-face consultations with the caregiver, informed by a clinical assessment, in 

increasing the preparation of an advance care plan. Participants were caregivers of people with advanced 

dementia who had been hospitalised (n=33). A clinical assessment was first conducted to assess dementia 

severity, delirium, communication, pressure sore risk and severity, food and fluid intake, swallowing, 

feeding and pain. From this clinical assessment, a list of active problems was generated for discussion with 

the caregiver. Up to four face-to-face consultations occurring at least 5 days apart were then conducted 

with the caregiver to provide information about dementia and palliative care and to discuss the problems 

identified. As part of the consultations, carers were provided with an opportunity to develop an advance 

care plan using an adapted version of the UK National Health Service Preferred Priorities of Care tool. 

Despite the care planning discussions being well received, only seven (32%) caregivers developed an 

advance care plan. Rates of development of an advance care plan were not reported for the control group. 

Bonner et al32 examined the feasibility of implementing the Advanced Care Treatment (ACT)-Plan 

intervention with African American caregivers of persons with dementia (n=82). Four weekly educational 

sessions were delivered to caregivers by African American advanced practice nurse facilitators. Sessions 

included case studies, self-reflection, storytelling and guided discussions to enhance knowledge, self-

efficacy and behavioural skills to make end-of-life treatment plans. Education delivered as part of the 

sessions covered information about dementia and disease progression, discussions of benefits of CPR, 

mechanical ventilation, and tube feeding, and the use of advance care planning. The intervention was 

found to be feasible and appropriate for African American caregivers. Self-efficacy and knowledge about 

dementia, CPR, mechanical ventilation and tube feeding increased for intervention participants but not for 

controls. A greater proportion of caregivers in the intervention group than in the control group changed 

their decision regarding the use of CPR, mechanical ventilation and tube feeding post-intervention, 

however no statistical analysis was reported.  

 

Reinhardt et al31 assessed the effectiveness of information and support provided to family members about 

the benefits and disadvantages of treatment decisions on satisfaction with care and family member’s 

wellbeing (n=110). Secondary outcomes included the presence of a Medical Order for Life-Sustaining 

Treatments (MOLST) in the person with dementias’ medical chart and the presence of seven interventions: 

do not resuscitate (DNR), do not intubate (DNI), do not hospitalise (DNH), orders for no feeding tube, 

antibiotics and intravenous fluids, and desire for comfort care. A physician and palliative care social worker 

conducted one face-to face structured conversation about end-of-life care with a family member, which 

included the provision of information about resuscitation, hospitalisation, artificial nutrition and hydration 
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and pain and symptom management. Any care-related decisions made during the meeting, such as 

decisions to update advance care plans, were communicated to the primary care team. The palliative care 

social worker provided a follow-up phone call with family members every two months to follow-up on 

issues discussed in the meetings. Those in the intervention condition were more likely to have had a MOLST 

added to their relative’s chart over the course of the study, and to have decided on medical options (DNR, 

DNI, DNH, No feeding tube) to be listed in the person with dementia’s advance directive. 

 

Brazil et al33 examined the effectiveness of an intervention to improve family carer uncertainty in decision 

making about care (n=197). A secondary outcome was completion rates for do not resuscitate orders. 

Caregivers were mailed a booklet entitled ‘Comfort care at the end of life for persons with dementia - A 

guide for caregivers’. A trained nurse facilitator held two meetings with the caregiver. In the first meeting, 

contents of the book were reviewed and the facilitator assisted the caregiver to reflect on the person with 

dementias’ goals, values, beliefs and end of life care options. In the second meeting, caregivers reviewed a 

draft advance care plan prepared by the facilitator based on previous discussions, made necessary changes, 

and signed the plan. The advance care plan was then placed into the medical record. No significant effects 

were found for completion of do not resuscitate orders between the intervention and control group.  

 

DISCUSSION 

Main Findings 

Only four identified studies met EPOC criteria for methodologically rigorous study design and were included 

in the review. All the included studies exhibited some level of risk of bias, and two of the four studies were 

small pilot studies. All studies included face-to-face consultations with healthcare providers with the aim of 

providing education and/or increasing knowledge of advance care planning. There was some indication of 

the potential effectiveness of one intervention involving face-to face structured conversation about end-of-

life care for increasing participation in advance care planning31. Overall, studies examined a limited range of 

advance care planning outcomes. Of note, all four studies recruited carers of people with dementia, rather 

than the person with dementia. Additionally three of the four studies31-33 recruited carers of people with 

advanced dementia and so in the majority of studies the advance care planning intervention was being 

carried out when the capacity of the person with dementia was likely to be significantly reduced. Guidelines 

both in Australia 34 and internationally 35, 36 recommend that people with dementia engage in advance care 

planning early in their illness, before capacity reduces. In doing so, there is less need to rely solely on proxy 

views later in the illness, especially since views about desired future medical care between a person with an 

illness and their family members or carers are often discordant 37-39. There is limited information about 

when people diagnosed with dementia would prefer advance care planning conversations to occur40. 
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Evaluating the acceptability of advance care planning at different time points from diagnosis could guide 

clinical decision making about the most appropriate timing of discussions for people with dementia. 

 

The fact that no studies recruited people with dementia may be at least partly due to the difficulties with 

undertaking research with this population. The first and most significant barrier is difficulties with reliably 

identifying whether people with dementia have capacity to provide informed consent. Obtaining informed 

consent for trial participants can be complicated even for those without impaired cognitive capacity. For 

people with cognitive impairment, tools are being developed to assess capacity to consent, such as the 

University of California, San Diego Brief Assessment of Capacity to Consent.41 Using such tools may help to 

facilitate development of intervention studies targeted at the person with dementia. Dementia research 

can be impeded by other factors including: difficulty in recruiting participants (e.g. locating eligible clients), 

access (e.g. lack of transportation to research site), participant fears and concerns (worry that it will be too 

complicated), gatekeepers (e.g. physicians not seeing enrolling their clients in research as a priority, or 

believing that participation is too burdensome or upsetting), uncertain prognosis/disease trajectory, and 

the political hierarchy and culture particularly if working across a number of institutions.42, 43  

 

Aside from the multitude of methodological barriers, there are many additional barriers to undertaking 

research in this area. Firstly, dementia is not commonly perceived as a terminal illness44. This may mean 

that participation in advance care planning, particularly at the time of diagnosis, is not deemed of high 

importance or relevance. Secondly, there is concern that discussing advance care planning may cause 

unnecessary stress and anxiety among persons newly diagnosed with dementia45. However there is strong 

evidence from systematic reviews that patients and families who participated in advance care planning do 

not report elevated levels of stress, anxiety or depression compared to patients or families who did not 

participate in advance care planning46. Studies conducted with persons with dementia and their families 

have also found that well-implemented advance care planning interventions have positive effects, helping 

participants to think about the future, make wishes known, and consequently be less worried about the 

future47. 

 

Limitations of the study 

The findings of this systematic review should be interpreted in light of several limitations. Firstly, the search 

strategy may not have captured all relevant studies given that the wide variety of outcomes that studies 

examining advance care planning may incorporate. However, the search strategy identified several studies 

that used specific advance care planning outcomes such as do not resuscitate orders, and that a 

comprehensive manual search strategy was implemented, providing confidence that relevant studies 

meeting the eligibility criteria were not missed. Secondly, only studies published in English were included, 

which may mean that relevant studies published in other languages were not included.   
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What this study adds 

Dementia is a disease characterised by progressive cognitive decline. It is therefore critical that advance 

care planning is a routine part of dementia care, and occurs while the person has sufficient capacity. 

Despite the importance of advance care planning for people with dementia, this review found that very few 

studies have examined the effectiveness of interventions in this area. 

 

Well-designed intervention trials are needed to identify interventions that increase rates of participation in 

advance care planning for people with dementia, as well as establish their cost-effectiveness and 

sustainability. Given all interventions were face-to-face and thus were resource-intensive, it is important 

that future studies incorporate some examination of the relative cost-benefit of the intervention. Future 

studies should also consider exploring the acceptability, feasibility and effectiveness of less resource 

intensive interventions that empower people with dementia and their families to engage in advance care 

planning. For example, web-based advance care planning programs developed for individuals with other 

diseases have been shown to increase documentation of end of life preferences by 25-30%48. Such 

interventions may also have benefits for persons with dementia and their carers.   

 

Conclusions 

There is little evidence regarding effective strategies to improve participation in advance care planning for 

persons with dementia. Methodologically rigorous intervention trials that test interventions to encourage 

participation in advance care planning early in the illness trajectory are urgently needed.  
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 As studies reported multiple outcomes, the ACP outcome of interest is presented in italics. PWD: Person with dementia. AD: Advance directive. ACP: Advance care plan. I: Intervention 
group. C: Control group. RCT: Randomised controlled trial. C-RCT: Cluster randomised controlled trial. CPR: Cardio-pulmonary Resuscitation. KDS: Knowledge of Dementia Scale. CKS: 
Comfort with Knowledge Scale. CTDM: Confidence in Treatment Decisions Made. EOLTDS: End-of-Life Treatment Decisions Scale. MOLST: Medical Order for Life-Sustaining Treatments. 
DNR: Do not resuscitate. DNI: Do not intubate. DNH: Do not hospitalise. DCS: Decisional conflict scale. FPCS: Family perceptions of care scale.   

  

Table 1. Characteristics of included studies. 

Reference 
Country 
Design 

Sample 
Setting; Sample (N; Age; 
Gender); Diagnosis of 
PWD 
 

Eligibility 
Inclusion criteria  

Intervention 
Intervention strategies; Control 

Outcomes 
Primary outcomes; secondary 
outcomes; follow-up time points 

Findings 

Sampson 
201130 
 
UK 
 
Randomise
d 
controlled 
trial (RCT) 
 

Setting: Two acute 
medical wards in one 
teaching hospital. 
 
Sample: N= 33 patient-
carer dyads; I= 22, C= 11. 
Carers: Mean age 59 
years; 47% female. 
Patient: Mean age 87 
years, 81% female.  
 
Diagnosis: advanced 
primary degenerative 
dementia.  

Inclusion criteria 
(PWD):  
 Advanced primary 

degenerative 
dementia (at least 
FAST stage 6D, plus 
incontinence and 
requiring 
assistance with all 
activities of daily 
living). 
 Unplanned 

admission for a 
treatable medical 
illness. 
 Had an informal 

carer who was able 
to give informed 
consent. 

 
 

Intervention strategies: 
 30-minute palliative care needs 

assessment. Results of assessment 
discussed with clinical team and 
management plan developed. 
Findings from assessment used to 
inform discussions with carer. 

 Up to four structured 
consultations with carers. First 
consultation included knowledge 
about the patients’ dementia and 
prognosis, physical needs, social 
support, records of preferences for 
care and previous documentation 
of AD or ACP. Subsequent 
consultations included education 
about dementia, role of palliative 
care, and ACP. Carers were given 
the opportunity to complete an 
ACP for the person with dementia. 

 
Control: Received an information 
pack on palliative care and ACP. 

Primary outcome: 
 Whether carer formulated 

advanced care plan  
 

Secondary outcomes: 
Carer related 
 Kessler Distress Scale;  
 Euroqol-5D; 
 Decision Conflict Scale;  
 Decision Satisfaction Inventory;  
 State anger Scale;  
 Life Satisfaction Scale;  
 Satisfaction with End-of-Life Care 

in Advanced Dementia Scale;  
 Carer rated pain and distress of 

PWD (1-5 scale). 
 
Follow-up: 6 weeks and 6 months 
post-baseline. Carers of patients 
who died followed-up 3 months 
after death. 

Seven intervention carers made an ACP. 
No statistical tests undertaken because of 
small sample size and attrition.  
 
 

Bonner 
201432 
 
USA 

Setting: Five adult day 
care centres (N=2 I; N=3 
C). 
 

Inclusion criteria: 
Caregivers: 
 African American; 

Intervention strategies: 
 Four weekly group sessions 

conducted with caregivers by 

Primary outcome: Protocol 
adherence (attrition, attendance 
and instrument completion).  
 

Primary outcome: 
 14 dropped out after 1st session. 
 68 attended all sessions (35 I, 33 C) 



 As studies reported multiple outcomes, the ACP outcome of interest is presented in italics. PWD: Person with dementia. AD: Advance directive. ACP: Advance care plan. I: Intervention 
group. C: Control group. RCT: Randomised controlled trial. C-RCT: Cluster randomised controlled trial. CPR: Cardio-pulmonary Resuscitation. KDS: Knowledge of Dementia Scale. CKS: 
Comfort with Knowledge Scale. CTDM: Confidence in Treatment Decisions Made. EOLTDS: End-of-Life Treatment Decisions Scale. MOLST: Medical Order for Life-Sustaining Treatments. 
DNR: Do not resuscitate. DNI: Do not intubate. DNH: Do not hospitalise. DCS: Decisional conflict scale. FPCS: Family perceptions of care scale.   

  

Reference 
Country 
Design 

Sample 
Setting; Sample (N; Age; 
Gender); Diagnosis of 
PWD 
 

Eligibility 
Inclusion criteria  

Intervention 
Intervention strategies; Control 

Outcomes 
Primary outcomes; secondary 
outcomes; follow-up time points 

Findings 

 
Controlled 
before and 
after study 

Sample: African 
American caregivers of 
persons with dementia: 
N=82. Mean age: 59.8 
(I), 58.3 (C). Female: 77% 
(I), 82% (C). Care 
receivers: N= 68. Mean 
age: 81.4 (I), 78.7 (C). 
Female: 80% (I), 88% (C).  
 
Diagnosis: Dementia.  
 

 Relative of care 
receiver; 
 Designated 

decision maker; 
 Have knowledge 

about the care 
receivers recent 
and past medical 
history. 
 

Care receivers: 
 African American; 
 Have physician 

generated 
diagnosis of 
dementia; 
 No written ACP. 

African American advanced 
practice nurse facilitators.  

 Intervention included case studies, 
self-reflection, storytelling and 
guided discussions to enhance 
knowledge, self-efficacy and 
behavioural skills to make end-of-
life treatment plans in advance. 

 Education covered information 
about dementia and disease 
progression, discussions of 
benefits of CPR, mechanical 
ventilation, and tube feeding, and 
use of ACP. 

 
Attention control: received four 
interactive discussions about various 
health promotion topics.  

Secondary outcomes: 
Caregiver outcomes 
 Knowledge of Dementia Scale 

(KDS); 
 Comfort with Knowledge Scale 

(CKS); 
 Confidence in Treatment 

Decisions Made (CTDM); 
 End-of-Life Treatment Decisions 

Scale (EOLTDS) for CPR, 
mechanical ventilation and tube 
feeding.  

 

 All 68 completed pre and post 
instruments with an average 96% of 
items completed. 

 
Secondary outcomes: 
 No effect found for KDS, CKS, CTDM 

when multivariate analysis used.  
 Univariate analysis found effect in 

CTDM for I but not for C. 
 Greater proportion of large (34% vs 3%) 

and medium (22% vs 9%) intervention 
effect for CPR (chances of recovery) for I 
compared to C (p<0.001). No effect for 
mechanical ventilation or tube feeding. 
 Changes in decisions regarding use of 

CPR, mechanical ventilation and tube 
feeding. Trend greater changes for I 
group but no statistical analysis 
reported. 

 
Reinhardt 
201431 
 
USA 
 
RCT 

Setting: One large 
nursing facility. 
 
Sample: N=110 primary 
contact persons for 
residents with dementia. 
Could be family, friend 
or healthcare agent. 

Inclusion criteria:  
 Family members 

listed as primary 
family/friend 
contact of nursing 
home resident with 
advanced 
dementia 
(cognitive 

Intervention strategies:  
 Physician and palliative care social 

worker conducted face-to face 
structured conversation about 
end-of-life care with family 
member (average 47 min). 

 Information about the benefits 
and risks of resuscitation, 
hospitalisation, artificial nutrition 

Primary outcomes: 
 Symptom Management at the 

End-of-Life in Dementia Scale; 
 Satisfaction with care;  
 Satisfaction with care at End-of 

Life in Dementia Scale;  
 PHQ-9; 
 Satisfaction with Life Scale.  
 

Primary outcomes: 
 No effect on Symptom management 

scale mean score, PHQ-9 or satisfaction 
with life scale.  

 Satisfaction with care: I: T1-7.7; T2-7.9; 
T3-8.2; C: T1-7.6; T2-7.8; T-7.3 (p<0.05). 
 Satisfaction with care scale: I: T1-27.3; 

T2-30.2; T3-30.6; C: T1-27.7; T2-30.6; 
T3-28.0 (p<0.05). 



 As studies reported multiple outcomes, the ACP outcome of interest is presented in italics. PWD: Person with dementia. AD: Advance directive. ACP: Advance care plan. I: Intervention 
group. C: Control group. RCT: Randomised controlled trial. C-RCT: Cluster randomised controlled trial. CPR: Cardio-pulmonary Resuscitation. KDS: Knowledge of Dementia Scale. CKS: 
Comfort with Knowledge Scale. CTDM: Confidence in Treatment Decisions Made. EOLTDS: End-of-Life Treatment Decisions Scale. MOLST: Medical Order for Life-Sustaining Treatments. 
DNR: Do not resuscitate. DNI: Do not intubate. DNH: Do not hospitalise. DCS: Decisional conflict scale. FPCS: Family perceptions of care scale.   

  

Reference 
Country 
Design 

Sample 
Setting; Sample (N; Age; 
Gender); Diagnosis of 
PWD 
 

Eligibility 
Inclusion criteria  

Intervention 
Intervention strategies; Control 

Outcomes 
Primary outcomes; secondary 
outcomes; follow-up time points 

Findings 

Family members. Mean 
age=59.6 years, 78.7% 
female (I). Mean age 
58.9 years, 80% female 
(C).  Residents: Mean 
age= 86 years, 85% 
female (I). Mean age= 85 
years, 76% female (C). 
 
Diagnosis: Advanced 
dementia. 
 
 
 
 

performance scale 
score = 4,5,6). 
 English or Spanish 

speaking. 
 Not currently 

receiving hospice 
care. 

and hydration and pain and 
symptom management provided 
to family member. If care-related 
decisions were made during the 
meeting (e.g. additions to ACPs), 
this was communicated to the 
primary care team.  

 The palliative care social worker 
provided a follow-up phone call 
with family members every 2 
months to follow-up on issues 
discussed in the meetings. 

 
C: Usual care, with the addition of 
telephone contact at baseline and 2 
month intervals to control for any 
effect of greater contact with 
intervention families. 
 
 

Secondary outcomes: 
 Presence of Medical Order for 

Life-Sustaining Treatments 
(MOLST) form in medical record; 
 Seven orders in the MOLST: Do 

not resuscitate (DNR), Do not 
intubate (DNI), Do not hospitalise 
(DNH), no feeding tube, no IVs, 
no antibiotics and comfort care. 

 
Follow-up: 3 and 6 months after 
baseline. 
 

 
Secondary outcomes: 
 Presence of MOLST. No effect over 

time for control. Effect found within I: 
T1-78.7; T2- 100.0% (p<0.01).  

 Seven orders in MOLST. No effect 
found for control. Effect found within I 
for 4 of the 7 orders: DNR T1-72.3; T2- 
93.6%, (p<0.01); DNI T1-57.4; T2- 
83.0%, (p<0.001); DNH T1-10.6; T2- 
30.0%, (p<0.001); No feeding tube T1-
36.2; T2- 57.4%, (p<0.01). 

 
 

Brazil 
201733 
 
Northern 
Ireland  
 
Paired 
Cluster-

Setting: 24 nursing 
homes with dementia 
nursing category (12 I, 
12 C). 
 
Sample: N= 197 family 
members of residents 
with dementia. C: N=117 
(39%). Mean age 59.9 

Inclusion:  
 Family members 

most responsible 
for residents with a 
diagnosis of 
dementia judged 
as not having the 
decisional capacity 

Intervention strategies:  
 Caregivers mailed a booklet 

‘Comfort care at the end of life for 
persons with dementia- A guide for 
caregivers’. 
 A trained nurse facilitator held two 

meetings with caregiver. In first 
meeting, contents of the book 
were reviewed and facilitator 

Primary outcome: 
 Decisional conflict scale (DCS). 
 
Secondary outcomes: 
 Family perceptions of care scale 

(FPCS); 
 General health questionnaire;  
 Completion rates for DNR; 
 Hospital admissions. 

Primary outcome: 
 Significant difference in mean DCS 

score: C: 30.7 vs I: 18.3 (p<0.001). Effect 
found for 4/5 of DCS subscales 
(informed, support, uncertainty, and 
effective decision).   

Secondary outcomes: 
 Significant difference in mean FPCS 

score: C: 133.6 vs I: 144.6 (p=0.01). 



 As studies reported multiple outcomes, the ACP outcome of interest is presented in italics. PWD: Person with dementia. AD: Advance directive. ACP: Advance care plan. I: Intervention 
group. C: Control group. RCT: Randomised controlled trial. C-RCT: Cluster randomised controlled trial. CPR: Cardio-pulmonary Resuscitation. KDS: Knowledge of Dementia Scale. CKS: 
Comfort with Knowledge Scale. CTDM: Confidence in Treatment Decisions Made. EOLTDS: End-of-Life Treatment Decisions Scale. MOLST: Medical Order for Life-Sustaining Treatments. 
DNR: Do not resuscitate. DNI: Do not intubate. DNH: Do not hospitalise. DCS: Decisional conflict scale. FPCS: Family perceptions of care scale.   

  

Reference 
Country 
Design 

Sample 
Setting; Sample (N; Age; 
Gender); Diagnosis of 
PWD 
 

Eligibility 
Inclusion criteria  

Intervention 
Intervention strategies; Control 

Outcomes 
Primary outcomes; secondary 
outcomes; follow-up time points 

Findings 

RCT (C-
RCT) 

years; 61.5% female. I: 
N=80 (25%). Mean age 
61.6 years; 81.0% 
female.  
 
Age and gender of 
residents not reported. 
 
Diagnosis: Dementia. 
 

to complete and 
ACP.  

 

assisted caregiver to reflect on 
PWD’s goals, values, beliefs and 
end of life options.  
 In second meeting, caregivers 

reviewed a draft ACP prepared by 
the facilitator based on previous 
discussions, made necessary 
changes and signed the ACP. ACP 
placed in medical record and sent 
to GP.  

 
C: received usual care.  
 

 
Follow-up: Questionnaire mailed 6 
weeks after baseline data 
collection completed.  

Effects also found on two of the FPCS 
subscales (family support, 
communication).  
 No significant difference for any other 

secondary outcomes, including 
completion rates for DNR. 

 
 

 



 

Table 2. Assessment of methodological quality of included intervention studies according to EPOC risk of bias criteria.  

Reference Allocation 
sequence 

Allocation 
concealment 

Baseline 
outcome 
measurements 

Baseline 
characteristics 

Incomplete 
outcome 
data 

Knowledge of 
allocated 
interventions 

Protection 
against 
contamination 

Selective 
outcome 
reporting 

Other risk of bias 

Sampson 
201030 

U L U U H L H L Very small pilot study, 
amendment made to published 
protocol. High attrition over 
data collection time periods.  

Bonner 
201432 

H H L H L H L L Small pilot study. 

Reinhardt 
201431 

U U L L L L H L Analysis for secondary 
outcomes used chi square 
within groups rather than 
multivariate analysis with time 
interaction 

Brazil 201733 L L L H L L L L None.  
 

L= Low risk of bias: Plausible bias unlikely to seriously alter the results. H=High risk of bias: Plausible bias that seriously weakens confidence in the results. U=Unclear risk of bias: Plausible bias that raises some doubt 
about the results. 

 

 

  

 



 

Appendix 1 

Database: Ovid MEDLINE Jan 1997- 16th August 2017 
1 exp Dementia/ 
2 (dement* or alzheim*).tw. 
3 1 or 2 
4 exp Advance Care Planning/ 
5 (advance* adj2 (plan* or directive* or decision making)).tw. 
6 ("health care directive*" or healthcare directive*).tw. 
7 Terminal care/ 
8 "end of life".tw. 
9 "living will*".tw. 
10 4 or 5 or 6 or 7 or 8 or 9 
11 3 and 10 
12 limit 11 to (english language and yr="1997 - current") 
13 limit 12 to (case reports or comment or editorial or letter or news) 
14 12 not 13 

 

Database: Embase Jan 1997- 16th August 2017 
1 exp dementia/ 
2 (dement* or alzheim*).tw. 
3 1 or 2 
4 advance care planning/ 
5 living will/ 
6 terminal care/ 
7 (advance* adj2 (plan* or directive* or decision making)).tw. 
8 ("health care directive*" or healthcare directive*).tw. 
9 "end of life".tw. 
10 "living will*".tw. 
11 4 or 5 or 6 or 7 or 8 or 9 or 10 
12 3 and 11 
13 limit 12 to (english language and yr="1997 -Current") 
14 limit 13 to (books or "book review" or chapter or conference abstract or conference 

paper or "conference review" or editorial or letter or note) 
15 13 not 14 

 

Database: PsycINFO  Jan 1997- 16th August 2017 
1 exp dementia/ 
2 alzheimer's disease/ 
3 (dement* or alzheim*).tw. 
4 1 or 2 or 3 
5 (advance* adj2 (plan* or directive* or decision making)).tw. 
6 advance directives/ 
7 treatment planning/ 
8 ("end of life" or "health care directive*" or "healthcare directive*").tw. 
9 "living will*".tw. 
10 5 or 6 or 7 or 8 or 9 
11 4 and 10 
12 limit 11 to (english language and yr="1997 -Current") 



 

13 limit 12 to (chapter or "column/opinion" or "comment/reply" or editorial or letter) 
14 12 not 13 
15 limit 14 to "0200 book" 
16 14 not 15 

   

Database: CINAHL Jan 1997- 16th August 2017 

1 (MH “Dementia+”) 
2 TI (dement* or alzheim*) OR AB (dement* or alzheim*) 
3 1 or 2 
4 (MH “Advance care planning”) 
5 TI (advance* n2 (plan* or directive* or “decision making”)) OR AB (advance* n2 (plan* 

or directive* or “decision making”)) 
6 TI (“health care directive*” or “healthcare directive*”) OR AB (“health care directive*” 

or “healthcare directive*) 
7 (MH “Terminal Care”) 
8 TI (“end of life” or end-of-life) OR AB (“end of life” or end-of-life) 
9 (MH “Living wills”) 
10 TI “living will*” OR AB “living will*” 
11 4 OR 5 OR 6 OR 7 OR 8 OR 9 OR 10 
12 3 AND 11 
13 3 AND 11 Limiters- Published Date: 19970101-20171231 
14 3 AND 11 Narrow be language- English  

 

Cochrane Jan 1997- 16th August 2017 
1 MeSH descriptor: [Dementia] explode all trees 
2 dement* or alzheim*:ti,ab,kw  (Word variations have been searched) 
3 #1 or #2 
4 MeSH descriptor: [Advance Care Planning] explode all trees 
5 advance near/2 (plan* or directive* or "decision making") 
6 "health care directive" or "healthcare directive":ti,ab,kw  (Word variations have been 

searched) 
7 MeSH descriptor: [Terminal Care] this term only 
8 "end of life":ti,ab,kw  (Word variations have been searched) 
9 "living will*":ti,ab,kw  (Word variations have been searched) 
10 #4 or #5 or #6 or #7 or #8 or #9 
11 #3 and #10 Publication Year from 1997 

 


