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Foreword
Today, 47 million people live with dementia worldwide, more than the population of Spain. 
This number is projected to increase to more than 131 million by 2050, as populations 
age. Dementia also has a huge economic impact. The total estimated worldwide cost of 
dementia is US$818 billion, and it will become a trillion dollar disease by 2018.
The huge majority of people with dementia have not received a diagnosis, and so are 
unable to access care and treatment. Even when dementia is diagnosed, the care 
provided is too often fragmented, uncoordinated, and unresponsive to the needs of 
people living with dementia, their carers and families. This is unacceptable.

This World Alzheimer Report 2016 reviews the state of healthcare for dementia around the 
world, and recommends ways that it can be improved. There is a clear and urgent need to 
improve the coverage of healthcare around the world, for people living with dementia now 
and those who will be in the future. Through cost modelling, the report shows that these 
improvements are affordable and achievable, but governments and societies need to 
effect transformative change to deliver them. It is essential that this happens.

We are grateful to the authors from The Global Observatory for Ageing and Dementia 
Care at King�s College London and the Personal Social Services Research Unit at 
the London School of Economics and Political Science for producing this report. We 
appreciate the support of our sponsors � GE Healthcare, Roche, Janssen, Lundbeck,  
Lilly and Biogen � which made the report possible.

ADI, the global federation of 85 Alzheimer associations, is committed to ensuring that 
dementia becomes an international health priority. We believe national dementia plans 
are the �rst step towards ensuring all countries are equipped to enable people to live 
well with dementia, and help to reduce the risk of dementia for future generations. There 
is now a growing list of countries which have such provision in place or are developing 
national dementia plans, but it is not enough. We hope that the adoption of a Global Plan 
on Dementia by the World Health Organization in 2017 will commit member states to act 
on many of the recommendations contained in this report.

Around the world, we need to drive forward improvements in healthcare and social care, 
as well as eliminating the stigma around dementia and ensuring that people living with 
dementia are included in society and that their human rights are recognised everywhere.

We are committed to ensuring prevention, care and inclusion happen today, and a  
cure tomorrow.

Glenn Rees

Chair 
Alzheimer�s Disease International
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The Global Observatory  
for Ageing and Dementia Care
The Global Observatory for Ageing and Dementia Care, hosted at the Health Service 
and Population Research Department, King�s College London, was founded in 2013. 
Supported by Alzheimer�s Disease International, and King�s College London, the 
Observatory has a tripartite mission:

1.	 To build upon ADI�s 10/66 Dementia Research Group program of population-based 
and intervention research in low and middle income countries, maximising the impact 
that research �ndings from our data can have upon policy and practice.

2.	 To develop, evaluate, and promote primary care and community interventions for 
people with dementia.

3.	 To synthesise global evidence for policymakers and public, in particular, continuing 
and developing our role in the preparation of high impact evidence-based reports for 
Alzheimer�s Disease International (World Alzheimer Reports 2009, 2010, 2011, 2013, 
2014 and 2015, and Nutrition and dementia), the World Health Organization (Dementia: 
a public health priority, 2012) and other relevant intergovernmental organisations.
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Table 2.2a 
Randomised controlled trials relevant to the detection, diagnosis or management of dementia in primary care

Education or training

Trial title Author, Year Intervention Results

Effectiveness 
of education 
interventions in 
improving detection 
and management of 
dementia in primary 
care, UK

Downs, 20068 Education interventions 
to improve detection and 
management of dementia 
in PHC. Electronic tutorial vs 
decision support software 
(DSS) vs practice-based 
workshops (PBW) vs control

DSS and PBW IGs both 
showed increased rates of 
detection compared with CG. 
No effect of any intervention 
on concordance with 
guidelines

Cluster RCT, 36 general 
practices

IDA, Germany Vollmar, 20079 Effectiveness of three hours 
training in dementia diagnosis 
+/- 2 hours additional training 
on dementia treatment/
management, based on an 
evidence-based guideline 
on GP knowledge regarding 
diagnosis and treatment

There was a signi�cant pre-
post increase in knowledge 
scores, greater for those 
receiving the augmented 
training

137 GPs, 90 of whom 
received the additional 
training on dementia therapy

Vollmar, 201010 Online blended learning with 
quality clusters vs QCs alone 
on knowledge gain

Blended learning not 
superior to QCs alone, but 
those using online material 
had gain in knowledge

Cluster RCT. 166 GPs. 

General practice-
based intervention 
for suspecting and 
detecting dementia, 
France

Rondeau, 
200811

Effect of a two hour group 
educational meeting 
conducted by specialists 
focussing on the use of 
a battery of four brief 
neuropsychological tests vs 
�usual practice� on suspicion 
of dementia, and diagnostic 
accuracy

Suspicion of dementia higher 
in IG (36.4% vs. 26.8%, p < 
0.0001). PPV of suspected 
dementia was similar in IG 
(60.9%) and CG (64.4%). No 
increase in overall diagnostic 
yield following referral.

Cluster RCT, 684 PCPs.353 
IG, 331 CG All of the GPs 
were then asked to recruit 
the next �ve patients aged 
75 or over presenting with 
a spontaneous memory 
complaint, or who were 
reported to have this 
problem by an informant.

EVIDEM-ED Wilcock, 201312 Effect of tailored educational 
intervention based upon 
educational needs assessment 
on detection and management

No effects on documented 
evidence-based 
management (two or more 
reviews � AOR 0.94, 95% CI: 
0.33-2.62) or case detection 
rates (IRR 1.03, 95% CI: 
0.57-1.86)

23 practices, (Cluster 
randomised) 1072 PWD. 12 
months.

Case Finding of MCI 
and Dementia and 
Subsequent Care, NL

Van den 
Dungen, 201613

Effect of two evening 
postgraduate training 
sessions for PCPs on 
detection, diagnosis and 
early management of MCI 
and dementia. IG received 
additional screening and 
referral by PNs in Phase 2. 
Phase 2 outcomes were 
mental health effects of case 
�nding and subsequent care. 

Non-signi�cant increase in 
detection of dementia or 
MCI (RR 1.51, 95% CI: 0.60-
3.76). Increased detection 
apparent for MCI (RR 1.61, 
95% CI: 1.21-2.13), but not 
dementia (RR 1.04, 95% 
CI: 0.68-1.57). Differences 
in mental health outcomes 
following additional Phase 2 
screening and care, but only 
32% of patients participated 
in this phase.

Cluster RCT. 15 PHCs. 7PHCs 
and 326 patients IG, 8 PHCs 
321 patients CG. 12 months 
endpoint for detection.
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Table 2.2b 
Randomised controlled trials relevant to the detection, diagnosis or management of dementia in primary care

Case management

Trial title Author, Year Intervention Results

Cleveland 
Alzheimer�s 
Managed Care 
Intervention, USA

Bass, 200314 Effect of Alzheimer�s 
Association care consultation 
linked to managed care health 
services on service utilisation, 
satisfaction with managed 
care, carer depression and 
strain 

IG had fewer Kaiser Permanente 
case management consultations. No 
effect on physician visits, ED visits, or 
hospitalisation
IG had higher satisfaction with quality 
of health plan services, type of services, 
and information received � particularly 
those who had not received a dementia 
diagnosis
IG carers had greater reduction in 
depression, and non-spouse carers had 
greater reduction in strain 

157 PWD and their 
primary family 
carers, 12 months 
endpoint

Dementia In 
Primary Care, USA

Callahan, 
200615

Collaborative care. Advanced 
practice nurse integrated in 
PHC vs enhanced usual care

Lower BPSD in IG. Lower carer strain. No 
effect on carer depression. More AChEIs 
and antidepressants prescribed to IG. No 
effect of intervention on PWD cognition, 
depression, ADL, hospitalisation, NH 
placement, or death

153 older adults with 
AD. 12 and 18 month 
endpoints

ACCESS-Trial, USA Vickrey, 
200616

Effect of disease-based 
management program by 
case managers on quality 
of care and outcomes. Case 
management vs usual care

% of guideline recommendations. met 
was higher for IG, with higher care quality 
on 21/23 guidelines . Higher proportion of 
IG received assistance from community 
agencies. PWD QoL, caregiving quality, 
and social support were higher for IG, and 
unmet caregiving assistance needs lower. 
No effect on carer QoL.

Cluster RCT. 18 
PHCs and 408 PWD 
and their carers. 12 
month endpoint

Chodosh, 
200617

Effect of a comprehensive 
dementia care management 
model on PCPs knowledge, 
attitudes about dementia, 
and perception of quality of 
dementia care

IG PCPs had better knowledge about 
assessing decision-making capacity than 
CG PCPs. IG PCPs viewed PWD as more 
dif�cult to manage in primary care than 
CG PCPs. There were no other differences 
in knowledge, attitudes, or care quality 
perceptions.

232 PCPs, 129 from 
9 IG clinics; 103 from 
9 CG clinics. 9 month 
endpoint 

Chodosh, 
201218

Secondary analysis of IG to 
determine factors associated 
with improved care quality

Case management uptake was 
associated with higher care quality. 
Additional coordinated interactions with 
PHC and community agency staff yielded 
even higher quality

Dutch EASYcare 
study, NL

Perry, 200819 Effect of home-based 
comprehensive geriatric 
assessment (CGA) and 
management on dementia 
diagnosis

Secondary analysis. Increased rate of 
new detections in intervention arm 19/66 
vs 4/47 (RR 3.38, 95% CI: 1.23-9.30)

151 vulnerable older 
adults. 6 months 
follow up

Alzheimer�s 
Association 
Collaborative Care, 
USA

Fortinsky, 
200920

Effect of �dementia care 
consultants� provided by 
local Alzheimer�s Association 
chapters on nursing home 
placement, and carer 
outcomes

Less likely to have NH placement (AOR 
0.40, 95% CI: 0.14-1.18). No effect on 
carer self-ef�cacy, carer depression or 
strain

84 family carers. 
Cluster RCT. 
12 months. 
Implementation 
problems � high 
turnover, and care 
plans not discussed 
with physicians
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Table 2.2c 
Randomised controlled trials relevant to the detection, diagnosis or management of dementia in primary care

Caregiver psychosocial interventions

Trial title Author, Year Intervention Results

REACH, USA Burns, 200321 Effect of patient behaviour 
management only vs patient 
behaviour management 
plus caregiver stress-coping 
management on caregiver outcomes

Caregivers who received the 
patient behaviour management 
component only had signi�cantly 
worse outcomes for general 
well-being and a trend toward 
increased risk of depression. Both 
arms showed reduced impact 
from care recipient behaviours

RCT. 167 caregiver/
care recipient dyads. 
24 months

IDA, Germany Donath, 201022 Training of GPs and 
recommendation of carer 
counselling and support groups. 3 
arms, A. diagnostic training only, B 
and C. Diagnostic and treatment/
management training with 
instruction to refer to carer support 
groups and counselling immediately 
or after 1 year. Effectiveness on 
care process variables (adherence 
to treatment guidelines, and carer 
access to counselling and support).

High adherence to diagnostic 
and therapeutic guidelines in all 
three intervention arms. 4-5 fold 
higher access to support groups 
and counselling in groups B and 
C. Low use of other community 
support services with no between 
group differences

Cluster RCT. 129 GPs 
and 390 PWD. 2 year 
endpoint

Menn, 201223 Effectiveness on nursing home 
placement, and outcomes for the 
carer and person with dementia

No difference in nursing home 
placement, mortality, cognition, 
ADL, carer burden, or HRQOL. 
Service use and costs similar 
between all three groups

As above, two year 
endpoint for nursing 
home placement, and 
four year endpoint 
for cost and other 
outcomes

DAISY, Denmark Waldorff, 201224 Effect of early psychosocial 
counselling and support provided 
to people with very mild dementia 
in the post-diagnostic period on 
person with dementia cognition, 
depression and QoL, and carer 
depression and QoL. Control support 
or support + DAISY intervention 
(multi-faceted and semi-tailored 
counselling education and support) 

No differences on any primary or 
secondary outcomes

330 PWD and their 
main caregivers. 12 
month endpoint

Phung, 201325 As above No differences on any primary or 
secondary outcomes

As above. 36 month 
endpoint

Sogaard, 201426 Early psychosocial intervention 
(psychosocial counselling and 
support) on costs from a societal 
perspective

Not cost-effective. None of the 
cost or QOL outcomes differed 
between the two arms.

As above. 36 month 
endpoint. 

Effects of a 
psychological 
intervention in a 
primary health 
care center 
for caregivers 
of dependent 
relatives, Spain

Rodriguez-
Sanchez, 201327

Effect of group cognitive behavioural 
therapy (CBT), administered in PHC 
by a psychologist with PCP or PN 
co-therapists vs treatment as usual 
on caregiver mood, dysfunctional 
thoughts, quality of life and strain 

IG had lower psychological 
morbidity and dysfunctional 
thoughts. No signi�cant between 
group differences in caregiver 
strain or quality of life

RCT. 125 caregivers 
(83 randomised to IG, 
42 to CG). 9-11 week 
endpoint
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Table 2.2d 
Randomised controlled trials relevant to the detection, diagnosis or management of dementia in primary care

Task-shifting (non-specialist vs specialist care)

Trial title Author, Year Intervention Results

AD-Euro, NL Meeuwsen, 
201228

Usual care provided by 
multidisciplinary memory 
clinic or PHC GP. Effect on 
carer QoL and caregiver 
sense of competence

QoL was non-signi�cantly higher 
and burden non-signi�cantly 
lower in memory clinic

175 patients with 
a new diagnosis 
of mild/moderate 
dementia living 
in community. 12 
months endpoint.

Meeuwsen, 
201329

Comparing cost 
effectiveness

Costs were non-signi�cantly 
cheaper, and quality of life 
years lost marginally greater 
in the memory clinic arm. No 
evidence was found that memory 
clinics were more cost-effective 
compared to general practitioners 
with regard to post-diagnosis 
treatment and coordination of 
care of patients with dementia in 
the �rst year after diagnosis.

As above

Meeuwsen, 
201430

Comparing content of 
dementia care

PWD attending memory clinics 
were more likely to be prescribed 
cognitive enhancer medication, 
more likely to receive information 
about their condition, and more 
likely to be advised to attend 
Alzheimer cafes

As above

Other interventions

Trial title Author, Year Intervention Results

Video decision support 
tool for advance care 
planning in dementia, USA

Volandes, 200931 Effect of video decision 
support tool vs. narrative 
alone on advanced care 
planning of older people 
in the event of developing 
severe dementia

IG more likely to opt for palliative 
care (86% vs 64%) and less likely 
to opt for life prolonging care 
(4% vs 14%) (AOR for palliative 
care 3.9, 95% CI: 1.8-8.6). IG 
were more likely to maintain their 
preferences when reinterviewed 
six weeks later

200 older 
people with PHC 
appointments at 
4 PHC. Pre-and 
post-intervention, 
with further 6 week 
reassessment of 
preferences

Comparing the mini 
mental state examination 
and the Montreal 
cognitive assessment 
to screen for cognitive 
impairment in older 
patients at cardiovascular 
risk, France

Golstein, 201532 Effectiveness of MMSE 
vs MoCA in detecting 
cognitive impairment in 
older outpatients with high 
cardiovascular risk

Compared with physician 
judgement, MMSE detected 
cognitive impairment with 97% 
sensitivity and 9% sensitivity and 
MoCA 94% speci�city and 9% 
sensitivity

111 patients aged 
65 and over at high 
cardiovascular risk 
and prescribed 
cardiovascular 
prevention in 
primary care

preDIVA, NL Van Charante, 
201633

Effects of practice-based 
nurse led cardiovascular 
intervention on the 
incidence of dementia, and 
disability score

No effect on the incidence of 
dementia (HR 0.92, 95% CI: 
0.71-1.19) or disability scores. 
Neither was there any effect 
of the intervention on incident 
cardiovascular disease (HR 95% 
CI: 1.06, 0.86-1.31)

Cluster RCT. 116 
general practices 
with 3526 
participants aged 
70-78 years
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Table 2.3  
Barriers to the diagnosis of dementia in primary care52,53

Themes Patient factors Primary care physician factors System characteristics

Lack of support 
available to patient, 
carer or PCP

Lack of knowledge about community 
support services

Lack of access to community 
support services
Limited access to secondary 
care services
Absence of multidisciplinary 
teams to enhance 
management
Perceived need for dementia 
care coordinator to assist 
with this56

Therapeutic nihilism PCPs often express the view that there 
are no available treatments or bene�ts 
to diagnosis, which therefore could do 
more harm than good. 
Evidence that these attitudes can lead to 
delay in timely diagnosis57,58. 
In one UK survey, in 2000 only 52% 
of PCPs felt that timely diagnosis was 
worthwhile59. 

Time constraints Not enough time ring-
fenced to carry out tests, 
assessments and reviews

Financing Patients and their families may 
struggle to afford the costs 
of specialist referral in some 
healthcare systems. 

In the US Medicare system, work 
with caregivers is not reimbursed 
unless the patient is present.

Inadequate �nancial remuneration 
(especially in countries where PCPs are 
paid according to services they provide).

Billing and reimbursement 
systems discourage 
adherence to care quality 
standards60. 
Payment and coding 
structures need to be 
redesigned to re�ect the 
work providers need to do to 
provide high quality care. 

Stigma Concerns regarding stigma may 
be one factor deterring or delaying 
help seeking

PCP concerned about �labelling�, and 
often assuming that a diagnosis would 
not be wanted until so severe as to be 
self-evident

Diagnostic uncertainty Intrinsic complexity. Blurring with 
normal ageing in the early stages.

Low con�dence in diagnostic ability. 
Trepidation regarding the potential 
adverse consequences of misdiagnosis

Too little training in the basic 
medical training curriculum

Disclosing the 
diagnosis

PCPs often report discomfort in doing 
this. 
Euphemistic terms are often used, or 
PCPs focus on discussing management 
with no formal diagnosis communicated. 
Diagnosis is more likely to be 
communicated to carer than patient. 
More training in this area seen by PCPs 
as a high priority61 
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CHAPTER 3 

Care coordination and case management 
for people with dementia

Care coordination, through case management, has 
been presented as a means of improving care and 
reducing costs. The Case Management Society of 
America (CMSA) describes case management as 
�a collaborative process of assessment, planning, 
facilitation and advocacy for options to meet an 
individual�s health need through communication and 
available resources to promote quality cost-effective 
outcomes�1. 

Case management has numerous potential bene�ts 
for people with dementia: reducing the burden of the 
disease; managing the evolution of needs over the 
disease course; facilitating access to services; and 
providing advice (including decision-making regarding 
end of life). Over the last decades, research on case 
management has been conducted within primary care 
and specialist care settings, and in the community, 
studying its effect on outcomes for people with 
dementia, their carers, and service utilisation. Case 
management for people with dementia and their carers 
has been advocated in dementia care strategies 
or national Alzheimer�s Plans in several countries 
including Australia2, England3, France4, Denmark5 or 
Mexico6 (see http://www.alz.co.uk/alzheimer-plans for 
the full list). 

3.1 Objectives and search strategy
We carried out a review of recent research evidence 
regarding the effectiveness of case management, 
wherever it is located within the health and social 
care system, with respect to outcomes for people 
with dementia and their carers, and evidence for 
improved ef�ciency of delivery of health and social 
care. We were interested in a wide range of outcomes, 
including, for the person with dementia (quality of 
life, behaviour, mortality), the carer (quality of life, 
strain, mood), and for service use (hospitalisation, 
transfer into a care home, and overall costs). All 
types of relevant research were of interest, especially 
systematic reviews and randomised controlled trials 
(RCTs). 

We conducted a scoping review in order to map the 
existing literature, using the following search strategy. 

We used the search terms �dementia OR 
Alzheimer�s disease� AND �case management OR 
care management OR care coordination�, seeking 
papers published from 1980 onwards. We searched 
Ovid Medline, PubMed, PsycINFO and Cochrane 
databases. Following this, a search with the use of 
Google Scholar was conducted to �nd �grey� literature 
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Country
UK (London)

Author
Hinchliffe31

Year

1995 (Year of publication 
not year of study)

Intervention
Individualised care 
package for the carer and 
the person with dementia, 
including medication, 
psychological technique, 
and social measures.
Care management 
tasks: assessment, care 
planning, implementation/
management of care 
plan, arranging/allocating 
services, case closure 
(discharged back to the 
GP)
Care manager: planning 
by multidisciplinary 
team, implementation by 
psychiatrist
Duration: 4 months. N=22

Control
Waiting list, received 
a delayed intervention 
package at 16 weeks.

Follow-up
4 and 8 months

Participant Outcomes
Neuropsychiatric 
symptoms.

Carer Outcomes
General Health, Change in 
mental health.

Main Results 
Improvement in 
behavioural dif�culties 
of the participant and 
improvement in carer�s 
mental health after 
intervention.

Study, Country
Medicare Alzheimer�s Disease Demonstration, USA

Author
Newcomer, Yordi, Shelton & Miller18-20, 32-34

Year

1997-2001 (Years of publication)

Intervention
Two case-management models:
- Model A (low reimbursement � high caseload) � sites 
operated with a target case-manager-to-client ratio of 1:100 
and had a monthly community service reimbursement limit or 
cap from USD290 through USD489 per month per participant
- Model B (high reimbursement � low caseload) � sites 
operated with a target case-manager-to-client ratio of 1:30 
and a slightly higher reimbursement limit of from USD430 
through USD699 per month per participant
Care management tasks: assessment, care planning, 
implementation/management of care plan, arranging/
allocating services, case budget management/budget holding, 
monitoring the implementation of the care plan. Large 
orientation to assessment, client monitoring, care planning 
and situational problem-solving.
Care manager: nurses, social workers, mental health 
professionals, gerontology specialists
Duration: Unclear � Demonstration operational December 
1989 -November 1994. N=4151

Control
Usual care. N=3944

Follow-up
6, 12, 18, 24 and 36 months

Participant Outcomes
Mortality, Home entry rates, Use of home care services, Day 
care use, Assisted living housing use, Annual mean number of 
emergency department visits, Medicare expenditures.

Carer Outcomes
Burden, Depression, Annual mean number of hospital 
admissions, Annual mean length of hospital stay.

Main Results 
Greater likelihood of community service use.
Small reduction in caregiver burden and depression over 36 
months after intervention for some sites.
No effect on nursing home entry rates for treatments overall.
Lower likelihood of any hospitalisation during the study 
period for caregivers in the intervention. For those who 
were hospitalised, no signi�cant differences in the number 
of caregivers� hospitalisations, hospital length of stay, or 
Medicare payments. �

Country
Canada

Author
Chu29

Year

2000 (Year of publication)

Intervention
Early Home Care Program - 
includes case management, 
occupational therapy physical 
therapy social work, nursing, 
respiratory therapy in-home 
respite, and out-of-home 
respite, homemaking, 
personal care assistance, 
volunteer service and 
psychiatric consultation
Care management tasks: care 
planning, implementation/
management of care 
plan, arranging/allocating 
services, monitoring the 
implementation of the care 
plan
Care manager: social worker, 
occupational therapist, nurse
Duration: 18 months. N=37

Control
Information package on 
community resources. N=38

Follow-up
3, 6, 10, 14 and 18 months

Participant Outcomes
Well-being, Cognition, 
Activities of Daily Living, 
Neuropsychiatric Symptoms, 
Number using services, 
Length of time participants 
remained in the community.

Carer Outcomes
Well-being.

Main Results 
Caregivers in the treatment 
group felt less burdened at 
six months, Institutionalisation 
was delayed for patients (with 
mild to moderate impairment) 
in the treatment group

Table 3.1  
Randomised controlled trials relevant to care coordination/case management approaches for people with dementia living at home
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Study, Country
Effects of supporting community-
living demented patients and their 
caregivers, Finland

Author
Eloniemi-Sulkava22

Year 
2001

Intervention
Programme of systematic, 
comprehensive support by 
a dementia family care co-
ordinator who had access to the 
physician and co-ordinated the 
care, services and support of the 
families.
Care management tasks: 
assessment, care planning, 
implementation/management of 
care plan, arranging/allocating 
services
Care manager: registered nurse 
with public health background and 
extensive training
Duration: 2 years. N=53

Control
Usual services (community care 
by municipal social and healthcare 
system or private). N=47

Follow-up
1 and 2 years

Participant Outcomes
Cognition (MMSE), Death at 
home, Placement in long-
term institutions, Time to 
institutionalisation / maintenance 
of community residence.

Carer Outcomes
Burden.

Main Results 
Rate of institutionalisation 
was signi�cantly lower in the 
intervention group during the �rst 
months.
Bene�t of the intervention 
decreased with time.

Study, Country
Cleveland Alzheimer�s managed care 
demonstration, USA (Ohio)

Author
Bass, Clark & Judge16, 35, 36

Year

2003 (Year of publication)

Intervention
Telephone-based care consultation 
delivered within a partnership between 
a managed care health system and an 
Alzheimer�s Association
Case management tasks: assessment, 
care planning, implementation and 
monitoring of care plan.
Care manager: care consultants/
assistants
Duration: 12 months. N=94

Control
Usual managed care services. N=63

Follow-up
12 months

Participant Outcomes
Depression, Cognition, Satisfaction 
with services, Use of services, Hospital 
admissions, Physician visits, Emergency 
department visits.

Carer Outcomes
Strain and depression, satisfaction with 
types of services.

Main Results 
Decrease in selected but not all, service 
utilisation, and decrease in caregiver 
depression.
Effects of the intervention intensi�ed for 
satisfaction outcomes and care-related 
strain outcomes.
Reduced feeling of embarrassment and 
isolation for intervention participants.
Fewer physician visits, less emergency 
department visits or hospital admissions, 
higher satisfaction with managed care 
services, and decreased depression and 
strain for intervention participants.

Study, Country

Dementia Care Management Programme, 
Hong Kong SAR China

Author

Chien27

Year

2005-2006

Intervention

Dementia care management programme 
(educational and supportive group for 
carers)

Care management tasks: Assessment, 
care planning, implementation and 
monitoring of care plan

Care manager: case manager (who 
received 32 hours of formal training) with 
a nurse

Duration: 6 months. N=44

Control

Standard care with 6 months educational 
sessions. N=44�

Follow-up

6 months

Participant Outcomes

Cognition (MMSE), Neuropsychiatric 
symptoms, Length of institutionalisation 
over past 6 months to a residential 
care home or hospital unit at 6 and 12 
months, Length of institutionalisation to a 
residential care home or hospital unit, Use 
of services, Institutionalisation over past 
6 months.

Carer Outcomes

Quality of Life, Burden, Social support.

Main Results 

Over the 12-month follow-up period:

Participants in the dementia care 
program showed signi�cantly greater 
improvements in symptoms and 
institutionalization rates,

Caregivers reported signi�cantly greater 
improvements in quality of life and 
burden.

Table 3.1 (continued) 
Randomised controlled trials relevant to care coordination/case management approaches for people with dementia living at home

49IMPROViNG HEALTHCARE FOR PEOPLE LiViNG WiTH DEMENTiA



ALZHEiMER�S DiSEASE INTERNATiONAL: WORLD ALZHEiMER REPORT 2016

Study, Country

Care Management for Patients With 
Alzheimer Disease and Their Family 
Caregivers, USA (Indianapolis)

Author

Callahan17

Year

2006

Intervention

Collaborative care management

Case management tasks: case �nding, 
assessment, �nancial assessment, care 
planning, implementation and monitoring 
of care plan, arranging/allocation of 
services, review, case closure.

Care manager: geriatric nurse practitioner

Duration: 12 months. N=84

Control

Augmented usual care. N=69

Follow-up

6, 12 and 18 months

Participant Outcomes

Cognitive functioning, Neuropsychiatric 
symptoms, Depression, Activities of Daily 
Living, Cholinesterase inhibitor use, 
Healthcare use (physician or nurse visits), 
Numbers died, Number of admissions 
to hospital, to nursing home, Length of 
hospital stay.

Carer Outcomes

Mood, Satisfaction of Primary Care.

Main Results 

Intervention patients were more likely 
to receive cholinesterase inhibitors and 
antidepressants, and had signi�cantly 
fewer behavioural and psychological 
symptoms of dementia.

Intervention caregivers reported 
signi�cant improvements in distress and 
showed improvement in depression.

No group differences were found for 
depression, cognition, activities of daily 
living, or on rates of hospitalisation, 
nursing home placement, or death.

Study, Country

ACCESS-Trial, USA (California)

Author

Vickrey, Duru & Chodosh21, 37, 38

Year

2006 (Year of publication)

Intervention

Chronic care model and linkages with community resources 
and multi-agency co-ordination, including dementia care 
managers, formal procedures for communication within and 
between organisations and agencies, included adherence to 
23 dementia guideline recommendations, Internet-based care 
management, collaborative care planning with carers, carer 
self-management support, on-going follow-up and provider 
education.

Care management tasks: case �nding/screening, assessment, 
care planning, implementation/management of care plan.

Care manager: social workers who received formal training

Duration: 18 months or until case closed or no longer enrolled 
in programme. N=238

Control

Usual care. N=170

Follow-up

12, 18 months

Participant Outcomes

Cognition (MMSE), Behaviour, Quality of life, Cholinesterase 
inhibitor use, Service use at 18 months, Institutionalisation/
nursing home stays, Hospital admissions/inpatient utilisation, 
Emergency department visits, Use of one or more community 
services.

Carer Outcomes

Quality of life, Social support, Number of participants in 
carer support group, Informal caregiving hours per month, 
Healthcare in the home per month, Con�dence in care-giving, 
Mastery, Satisfaction, Adherence to guidelines, Knowledge 
about dementia.

Main Results 

Patient health-related quality of life, overall quality of patient 
care, caregiving quality, social support, and level of unmet 
caregiving assistance needs were better for participants in the 
intervention group. Caregiver health-related quality of life did 
not differ between the 2 groups.

No signi�cant differences in the mean monthly cost of 
healthcare and caregiving services for intervention versus 
usual care patients.

Table 3.1 (continued)  
Randomised controlled trials relevant to care coordination/case management approaches for people with dementia living at home
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Study, Country

Dementia Family Care 
Programme, Hong Kong SAR 
China

Author

Chien26

Year

2007-2009

Intervention

Case manager assigned 
to families � home visits, 
health and educational needs 
assessment, education about 
dementia, support programme 
for effective dementia care

Case management tasks: 
assessment, care planning, 
implementation and monitoring 
of care plan

Care manager: nurse

Duration : 6 months. N=46

Control

Routine care. N=46

Follow-up

1 week, 12 and 18 months

Participant Outcomes

Cognition (MMSE), 
Neuropsychiatric symptoms, 
Family Caregiving Burden, Social 
support, Utilisation of services, 
Length of institutionalisation to a 
residential care home or hospital 
unit.

Carer Outcomes

Quality of Life.

Main Results 

Participants in the intervention 
group reported signi�cantly 
greater improvements in 
clients� symptoms and 
institutionalisation rates, and 
caregivers� quality of life and 
burden, at 18-month follow-up.

Country

India (Goa)

Author

Dias30

Year

2008 (Year of publication)

Intervention

Stepped-care model aiming at 
improving awareness an knowledge 
of carers regarding dementia, 
providing emotional support to 
carers, to maximise their care-
giving resources and improve care-
giving skills

Care management tasks: case 
�nding, implementation and 
monitoring of care plan

Care manager: Healthcare assistant 
(trained for a week), supervised by 
psychiatrists and counsellor

Duration: 6 months minimum. N=41

Control

Only education and information 
regarding dementia. Placed on 
waiting list to receive intervention 
after 6 months.

Follow-up

3 and 6 months

Participant Outcomes

Functional ability, Neuropsychiatric 
symptoms.

Carer Outcomes

Mental health, Burden

Main Results 

Signi�cant reduction of mental 
health and neuropsychiatric 
symptoms in the intervention group.

Non-signi�cant reductions in the 
burden, functional ability and 
neuropsychiatric symptoms. Non-
signi�cant reduction in the total 
number of deaths in people with 
dementia in the intervention arm.

Study, Country

Multicomponent Support Program for Elderly 
Couples with Dementia, Finland

Author

Eloniemi-Sulkava23

Year

2009

Intervention

Family care co-ordinator, geriatrician�s medical 
investigations and treatments, goal-oriented 
support group meetings for spouse carers and 
individual tailored services.

Care management tasks: case �nding/screening, 
assessment, care planning, implementation/
management of care plan, arranging/allocating 
services.

Care manager: trained public health registered 
nurse with extensive training

Duration: maximum 24 months. N=63

Control

Usual services (community care by municipal 
social and healthcare system or private). N=62

Follow-up

6, 12 and 24 months

Participant Outcomes

Functional ability (12 months), Neuropsychiatric 
symptoms (12 months), Numbers and % of deaths 
of people with dementia, number and % of people 
institutionalised, Costs of municipal healthcare 
and social care services (total Euros per year), 
Time to institutionalisation, Use and cost of 
services from intervention budget.

Carer Outcomes

Burden, Number of deaths

Main Results 

At 1.6 years, a larger proportion in the control 
group than in the intervention group was in long-
term institutional care.

At 2 years, the difference was no longer 
statistically signi�cant. Intervention led to 
reduction in use of community services and 
expenditures. When the intervention costs were 
included, the differences between the groups 
were not signi�cant.

Table 3.1 (continued) 
Randomised controlled trials relevant to care coordination/case management approaches for people with dementia living at home
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Study, Country

MIND (Maximising Independence at 
Home) Pilot, USA (Baltimore)

Author

Samus & Tanner39, 40

Year

2008-2010

The MIND study was �awaiting 
classi�cation� in the Cochrane review15

Intervention

Care coordination � individualised care 
planning, referral and linkage to services, 
provision of dementia education and skill 
building strategies, care monitoring by an 
interdisciplinary team.

Care management tasks: case �nding/
screening, assessment, care planning, 
implementation/management of care 
plan.

Care manager: non-clinical community 
workers

Duration: 18 months. N=74

Control

Augmented usual care. N=114

Follow-up

4.5, 9, 14.5 and 18 months

Participant Outcomes

Neuropsychiatric symptoms, Depression, 
Quality of life, Time to transfer from home, 
Unmet care needs.

Carer Outcomes

Burden, Depression, Carer unmet needs, 
Quality of life.

Main Results 

Signi�cant delay in time to transition from 
home in the intervention group.

Signi�cant reductions in the proportions of 
unmet needs and signi�cant improvement 
in quality of life in the intervention group.

No difference in the percentage of 
caregiver unmet needs, nor caregiver 
depression, burden or quality of life.

Study, Country

Effectiveness of case management 
among older adults with early symptoms 
of dementia and their primary informal 
caregivers, Netherlands

Author

Jansen25

Year

2011 (Year of publication)

Intervention

Case management delivered by district 
nurses who had a co-ordinating function 
consisting of assessment, giving advice 
and information, planning, co-ordination, 
organising collaboration and monitoring 
of care.

Care management tasks: assessment, 
care planning, implementation/
management of care, arranging/allocating 
services, monitoring the implementation 
of the care plan.

Care manager: district nurse

Duration: 12 months. N=54

Control

Usual care. N=45

Follow-up

6 and 12 months

Participant Outcomes

Quality of life, Number institutionalised, 
Number died, Mean number of days in 
hospital per month, Use of primary care, 
Use of services.

Carer Outcomes

Quality of life, Psychological well-being, 
Burden, Sense of competence.

Main Results 

No statistically signi�cant and clinically 
relevant differences over time between 
the two groups.

Table 3.1 (continued)  
Randomised controlled trials relevant to care coordination/case management approaches for people with dementia living at home
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reported39. No difference was found in most carer 
burden measures, depression or quality of life. Only a 
modest clinically-meaningful impact on informal carer 
time spent with the care recipient was found40. 

Further evidence on the effectiveness of case 
management in primary care has been provided by 
controlled trials without randomisation42-45  and one 
RCT focusing on carer outcomes only46, as described 
in the case management section of Chapter 2 (see 
section 2.6). Whether the intervention was comprised 
of care management by a nurse-practitioner45, a 
collaboration between Veterans Affairs Medical 
Centers and Alzheimer�s associations42,43  or case 
management supplementing usual care44, all of these 
studies showed a positive effect on at least some 
relevant outcomes, including comorbidities, adverse 
events, unmet needs, carer strain, depression, 
behavioural and psychological symptoms, transition 
into care homes, and mortality. The RCT reporting 
on the ef�cacy of an individualised dementia care 
consultation intervention for family carers of people 
with dementia living in the community46 also showed 
positive effects on nursing home admission and carer 
outcomes. 

Case management is only one model of support for 
people living with dementia and their carers. Earlier 
this year, Goeman et al.14 conducted a systematic 
review on the effectiveness of a support worker 
role for people with dementia and their carers. This 
review covered all the of the models of support 
for community-dwelling people with dementia and 
their carers including case managers, care workers, 
counselling support and multi-team integrated care. 
36 studies were included and carefully described. 
The heterogeneity of the studies and high risk of bias 
impeded meta-analyses. The essential components 
shared by support models with a positive effect 
on carer strain and quality of life were: long term 
interventions, face to face contact, individualised 
education and support based on needs, multi-
disciplinary teams, health service/clinical background 
of support workers, ongoing follow-up and inter-
professional and inter-sectoral collaborations. A lack 
of cost-effectiveness studies was highlighted by the 
authors.

If positive effects on participant�s and carer�s 
outcomes have been demonstrated in some trials 
(controlled or not) and meta-analyses, the evidence 
on the cost-effectiveness of case management 
interventions for people with dementia and their carers 
remains very weak because of lack of evidence. In 
Reilly et al.�s review15, only three studies reported 
data on healthcare costs18, 21, 23 . Another systematic 
review from Knapp and colleagues47 on dementia care 
costs and outcomes found little economic evidence 
on the cost-effectiveness of non-pharmacological 
interventions for people with dementia, especially 

strategies focussing on care organisation and support 
such as direct payments or case management. 
Long term studies of cost-effectiveness of case 
management interventions were suggested. Recently, 
new evidence from the �Partners in Dementia 
Care� (PDC) intervention (a telephone-based care 
coordination and support service delivered through 
partnerships between Veterans Health Administration 
medical centers and local Alzheimer�s Association 
chapters) in the United States was published48. This 
cost analysis of the PDC intervention in a 30-month 
trial involving �ve VHA medical centers aimed at 
examining whether PDC reduced direct Veterans 
Health Administration (VHA) healthcare costs 
compared with usual care. A total of 434 veterans 
aged 50 and older with dementia and their carers 
and 165 controls were included. During the study, 
intervention participants showed higher VHA costs 
than usual-care participants both before and after 
the intervention but they did not differ signi�cantly 
regarding change in costs from pre- to post-baseline 
periods. The conclusion was that PDC met veterans� 
needs without signi�cantly increasing VHA healthcare 
costs. 

3.4 Implementation of case 
management 
Case management has been designed to increase the 
capacity of Primary Healthcare (PHC) to cope with the 
complex needs of people with dementia, to improve 
the quality of dementia care, and to develop cost-
effective and ef�cient ways to coordinate services1. 
Although effectiveness has been demonstrated in 
some studies, implementation of case management 
programmes can be challenging49. A mixed-methods 
review from Khassanov et al.50 sought to identify the 
conditions limiting and facilitating successful case 
management implementation in PHC. As already 
reported in Chapter 2 (see section 2.6), low intensity, 
large caseload and approach have impeded the 
implementation of case management interventions. 

Two recent qualitative studies provide further insight 
into the facilitators and barriers to the delivery of 
case management for people with dementia51,52. In 
the UK, the CAREDEM feasibility study assessed 
the introduction of a successful United States� 
case management model to primary care17,53. The 
intervention was delivered by a social worker and 
nurses, and comprised needs assessment of the 
person with dementia and their carers, creation 
of a personal care or support plan, prioritisation 
and initiation of actions to provide support, and 
a systematic follow-up of the plan and actions. 
Interviews were carried out with case managers, 
people who had dementia, carers and health and 
social care professionals before, during and after 
introduction of case management. A lack of clarity 

54



over the nature and scope of case management from 
case managers and practices and a lack of resources, 
skills and training to deliver the intervention, variable 
investment in the intervention and limited re�ection 
and feedback on the case manager role were 
identi�ed as key barriers to implementation52. Case 
managers had dif�culties identifying and acting on 
unmet needs of people with dementia and their 
carers, with limited training and supervision to remedy 
this skills gap. Most stakeholders considered case 
management worthwhile but all expressed a lack 
of clarity over the remit of case managers and their 
overlap with existing roles. Primary care teams were 
not engaged and case managers provided little 
feedback on the approach to members of the primary 
care team52. 

In the Netherlands, a qualitative evaluation was 
conducted of the implementation of two different 
case management models; the linkage model 
(a network in which multiple case management 
providers are active and the case manager acts 
as a mediator between the client and the multiple 
care agencies) and the combined intensive case 
management/joint agency model (a network in which 
case management and care services are nested in 
one independent organisation)51. Semi-structured 
interviews were performed with case managers, 
project leaders, health insurers and municipalities. 
Implementation was facilitated in the intensive model 
by the independence of the case management 
organisation while the presence of multiple competing 
case management providers in the linkage model 
impeded the implementation. Impeding factors were 
more prominent in the linkage model, related to the 
organisational structure of the dementia care network 
and how partners collaborated with each other. As a 
result the intensive case management model seemed 
easier to implement as case managers were more 
able to provide quality of care, were less constrained 
by competitiveness of other care organisations and 
worked more closely with the expert team than in the 
linkage model.

Essential components and preconditions of case 
management for people with dementia were 
investigated by Verkade et al.54 using a different 
methodology: a Delphi consensus survey. A list of 
components was selected through a literature review 
and a focus group, before being validated by 35 
experts. After three rounds, a consensus was found 
on 61 (of 75 statements). Information, support and 
counselling, coordination of the care provided and, to 
a lesser extent, practical help were identi�ed as the 
essential components of case management for people 
with dementia. Vision, care relationship, structured 
methodology, integration of case management into 
the healthcare chain, and the case manager�s level of 
training and expertise were essential preconditions 
to case management. One of the key aspects of 

providing case management services was a patient-
centred approach. 

3.5 Summary and discussion
In absence of a disease course modifying treatment 
for dementia, and considering the increasing number 
of people with dementia globally55, interventions and 
strategies aiming at improving the ef�ciency and 
effectiveness of care for people with dementia are 
much needed. Although case management has been 
implemented in some countries as part of national 
strategies or Alzheimer�s plans over the last decade, 
the evidence for effectiveness is modest. Positive 
effects in terms of reduced or delayed transition into 
care homes and reduced unmet needs were found 
in some studies, while the effects on hospitalisation 
and mortality were generally not signi�cant. The 
evidence on the bene�ts on carer strain and 
psychological morbidity, and the quality of life of the 
person with dementia and their carer seem weak. 
While a few studies indicated a modest reduction in 
healthcare costs in the medium term, the lack of cost-
effectiveness studies is striking. 

Inconsistencies or weaknesses in the evidence 
on the effectiveness of case management can 
probably be partly explained by the considerable 
heterogeneity among trials in the interventions 
studied, outcomes measured and duration of follow-
up. The application of the term case management 
itself can be, as highlighted by Reilly et al.15, fairly 
loose. Case management models ranged from 
interventions focusing on support and education for 
carers of people with dementia7,56 to a much more 
comprehensive approach providing support and 
education alongside the development and monitoring 
of a care plan by a multidisciplinary team8,15. As the 
nature of case management interventions also seem 
to impact the implementation and effectiveness of 
these programmes, it might be timely to �reframe� 
the concept of case management in more functional 
terms, as suggested by Bamford et al., as a �dynamic, 
collective activity that involves numerous inter-related 
people and agencies and an ongoing shaping of social 
processes� 52 for which the multilevel coordination 
of care would be an essential component. More 
research needs to be undertaken to clarify the 
effective components of case management, and its 
delivery. Evidence to date suggest that these are 
likely to include; a manageable caseload for delivering 
interventions with the required intensity; clear role 
de�nition with adequate preparation and training; and 
empowerment of the case manager to access and 
coordinate care across providers and sectors. These 
factors should be borne in mind when developing new 
services. Most importantly, no opportunity should be 
lost for rigorous evaluation of this promising service 
innovation, whether as part of a research experiment 
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were most favourable for multidisciplinary assessment 
and management, where two trials showed a non-
signi�cant trend in the direction of lower hospitalisation 
rates24,25, and in one other those randomised to the 
intervention experienced fewer days in hospital over 
the two year follow-up period26. In the discussion of 
the largely null �ndings from this body of research, 
the review authors noted that insuf�cient research 
attention had been accorded to an issue that was now 
a major policy priority. The interventions tended not 
to have a clinical medical focus, and did not target 
the common reasons for admission for people with 
dementia namely, optimising control of pre-existing 
chronic conditions, and prevention of unintentional 
injuries, acute infections and dehydration. Future 
research needs to have an explicit focus on �keeping 
persons with dementia out of hospital, whenever 
possible�23. It was also noted that most of the quite 
intensive interventions that had been trialled relied 
upon specialist secondary care providers with little 
interaction or integration with primary care. It may 
be that task-shifted and collaborative care models, 
with a prominent role for primary care, may be at 
least as effective, while ensuring greater coverage 
and continuity of care. In an interesting analysis of 
Medicare data for patients newly diagnosed with 
a geriatric condition there was an inverse dose 
response relationship between geriatric care outpatient 
consultations and emergency department visits. 
However, geriatric consultation in primary care, where 
most care was delivered by family medicine was as 
effective as geriatric specialist care27. In England, an 
ecological correlational study indicated a small but 
statistically signi�cant inverse correlation between 
the success of primary care centres in implementing 
the Quality and Outcomes Framework for dementia 
recognition and care, and the rate of emergency 
admissions for dementia, and ambulatory care 
sensitive conditions28.

Emergency Departments (EDs) are often the portal 
of entry for hospitalisation of people with dementia, 
and represent, in effect, a last chance to divert an 
admission that may not be necessary. Assessment 
in EDs is complicated by multiple factors29. The staff 
may lack expertise in comprehensive multidimensional 
geriatric assessment, detection of dementia and 
delirium. The person with dementia may be unable 
to communicate accurate and comprehensive 
information, and key informants may or may not 
be available. Their cognitive impairment may be 
exacerbated by symptoms of physical ill health, 
particularly pain, and by the unfamiliar, noisy and 
busy environment29. A recent systematic review into 
best practice for the management of ED patients with 
cognitive impairment identi�ed 12 studies, most of 
which had focused upon the detection of cognitive 
impairment dementia, and delirium29. Detection can 
be boosted by the use of structured brief screening 
assessments, such as the Orientation Memory 

Concentration test and the Confusion Assessment 
Method for delirium. However, screening and detection 
are worthless if they do not then in�uence subsequent 
behaviour and outcomes. Worryingly, there is evidence 
from one study that recognition would not have altered 
ED management decisions or disposition plans for any 
of the majority of patients whose cognitive impairment 
and/or delirium had been missed30. Another study 
identi�ed that information regarding screening �ndings 
in the ED relayed to general practitioners did not lead 
to any appropriate follow-up action31. It does not 
seem that the focus of this otherwise comprehensive 
review was upon the avoidance of hospital admission, 
perhaps because there appeared to be no trials that 
are directly relevant to this question; however, several 
evaluations of pertinent interventions for frail older 
people attending ED are mentioned in the discussion29. 
One describes a sociomedical geriatric assessment 
team working in the ED at Brest University Hospital. 
Admissions are claimed to be reduced on the basis 
that such attendances �usually� result in admission, 
but the admission rate was only 49% for those 
assessed by the team32. The other trials focused 
upon frail older people who were already planned 
to be discharged from hospital. The feasibility of 
implementing a comprehensive geriatric assessment 
in ED, with rapid referral to community agencies had 
been demonstrated33. Such interventions seem to have 
some bene�ts over the months following discharge, 
in terms of lowering nursing home admissions and 
improving satisfaction with post-discharge care34, 
and reducing functional decline and death35. They 
did not however have any effect on subsequent 
healthcare utilisation, hospital admission, or costs34,35. 
One carefully matched pre- and post-cohort study, 
published since the systematic review, evaluated 
the impact of the TREAT service (Triage and Rapid 
Elderly Assessment Team) based in the ED at the 
Royal Free Hospital in the UK36. The service was 
speci�cally orientated to the avoidance of admission, 
and appeared to be achieving this objective, with a 
substantial increase in the same day discharge rate, 
and a reduction in the length of stay for those who 
were admitted36. 

�Hospital at home� refers to in reach services provided 
by health professionals in the patient�s own home, 
in situations when inpatient hospitalisation would 
otherwise be necessary. This could include intensive 
nursing, and therapies, for example intravenous 
antibiotics and/or �uids, oxygen, and attention to pain 
control. Conditions addressed in this way include 
pneumonia, exacerbations of chronic obstructive 
pulmonary disease, deep vein thrombosis, cellulitis 
and end-of-life care. Procedurally, the patient would 
be considered to be admitted to hospital, and would 
remain under the governance of the hospital services. 
As with a hospital admission, the treatment is intended 
to be of limited duration. Hospital at home is delivered 
under two sets of circumstances; to avoid admission, 
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and to provide early, supported discharge from 
hospital. While there are several descriptions of such 
services on the internet37,38, focused on providing a 
service for people with dementia, we could �nd no 
published formal evaluation. In general, the results 
of hospital at home services seem very favourable, 
for medical, surgical, rehabilitation and psychiatric 
interventions, with reduced mortality, readmission rates 
and costs, and higher patient and carer satisfaction39. 
The feasibility and effectiveness of delivering 
hospital at home care for older people with particular 
conditions has also been demonstrated40, with some 
marginal cost bene�ts41. There is clearly a need for an 
evaluation of this type of service, speci�cally for people 
with dementia; a large randomised controlled trial is 
currently being conducted in the Netherlands, with 
results expected in 201842.

There is clearly a need for much more research into 
interventions at the service and system level to avoid 
hospitalisations, speci�cally of people with dementia. 
As so succinctly stated in Phelan et al�s review

�We support the prevailing belief among many 
in the �eld that dementia is not �just another 
diagnosis� on a patient�s problem list. Dementia 
impairs an individual�s ability to manage his/
her other chronic conditions, to recognize and 
articulate the onset of new physical or emotional 
symptoms, and to seek assistance/care in the face 
of alterations in one�s overall condition. Dementia 
implies that self-management support must be 
available. Thus, a diagnosis of dementia should 
shape the focus and approach to management 
of all other health issues in the context of routine 
outpatient care�.23

While the costs of hospital admission are high 
and concentrated, it is already apparent that the 
community-based and/or outreach services required 
to prevent this outcome are likely to be intensive 
and maintained over relatively long periods of time. 
Therefore, while it may be possible, desirable and 
bene�cial to reduce the extent of acute admissions of 
people with dementia, the potential for cost-savings, 
which seem to be an important driver of policy focus 
on this issue at present, may well be illusory. Costs 
would, however, be shifted from acute hospital to 
community health and social care, which would require 
adjustments to budgets and resource allocation. 
Another important concern is that elective admissions 
for planned procedures such as cataract surgery 
may not be being offered to people with dementia 
as often as they should. It may be that consideration 
of the needs for such elective procedures should be 
incorporated into post-diagnostic counselling and 
advanced care planning, since at that stage, assuming 
a timely diagnosis, the person with dementia would 
retain capacity to make an informed decision, and 
outcomes from the procedure would be likely to be 
better.

4.6 For those people with dementia 
who are admitted to hospital, which 
interventions and systems of care might 
reduce harm, and improve outcomes, 
including the quality of life and 
satisfaction of people with dementia 
and their carers?
In a recent review of the current state of care for people 
with dementia in general hospital inpatient settings43, 
the fundamental problems were identi�ed as:

a) 	�a tension between prioritisation of task-centred 
acute care for the indication for admission, and the 
acknowledged need to provide person-centred 
dementia care,

b) 	�an insuf�cient understanding of what constitutes 
person-centred care, 

c) 	a general lack of requisite knowledge and skills.

Advocated actions were mainly at the systems level, 
focusing on managerial and workforce development; 
providing an appropriate care environment; fostering 
a positive care culture; changing attitudes; and 
cultivating a better understanding of the challenges for 
the person with dementia, for carers, and for inpatient 
healthcare staff43. The aspiration would be to effect a 
transformation such that �(the) cultures of care� are 
person-centred and where people with dementia are 
respected, valued and treated with dignity and receive 
high quality treatment for their medical needs, and do 
not negatively impact on the dementia�43.

An alternative and complementary analysis44 focused 
more upon the workforce attitudes, behaviours and 
competencies that needed to be targeted to effect 
change; detection of dementia and delirium, needs 
assessment, reduction of external stressors, capacity 
for effective and focused communication, and 
productive engagement with family carers. There has 
been almost no attention paid to the critical issue of 
patient safety in communication in handovers between 
healthcare settings (focusing in particular upon 
medication review, the information needs of everyone 
involved in the handover, and involvement of carers)45. 
Transfers between inpatient units are common for 
inpatients with dementia, and should be minimised, 
but when necessary all relevant information must be 
communicated effectively in the handover of care.

A striking �nding from the published literature was the 
almost complete absence of the voice of the person 
with dementia, whose experiences, perceptions 
and views seem not to have been systematically 
studied43. Given the general acknowledgment of 
carers� negative experiences of hospital admission, 
there have also been surprisingly few studies of 
this phenomenon, and its origins. In a qualitative 
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was no evidence for reduced length of stay, or lower 
rates of discharge to a care home49�51. Indeed, all of 
the evaluations mentioned delayed discharge due to 
problems �nding a placement as a signi�cant reason 
for the lack of reduction in length of stay. One of the 
more detailed evaluations came from a project at New 
Cross Hospital, Wolverhampton, UK, which highlighted 
the need for substantial organisational change to make 
the unit an effective component of the system, and 
maximise its impact51. Hence, in addition to creating 
a dementia-friendly ward providing person-centred 
care, a hospital wide dementia training program was 
instigated with the trainer based in the dementia unit, 
outreach was provided to other wards, and there was 
increased dedicated social work time for discharge 
planning. Some cost savings were made, mainly 
through improvements in staff satisfaction, reduction in 
turnover and sickness absences, and hence a reduced 
need for temporary agency staff. There were also no 
formal complaints relating to dementia care on the 
special unit, which are costly to handle. 

Hospital staff

Staff attitudes and actions (re�ecting values and 
beliefs) are closely related to knowledge and skills, 
and the need for education and training to develop 
workforce capacity for dementia care. Care provided 
by nurses is clearly a crucial element. Nurses too often 
lack the con�dence and competence to assess and 
manage their patient�s special needs. A belief that 
decline is inevitable will be associated with a failure 
to identify and diagnose the causes of confusion 
(dementia versus delirium) and a sense that such 
individuals are misplaced in �curative� acute care 
settings. Disruptive behaviour can impact on nurses� 
time management and ward routines in a highly task-
orientated system, and hence be a source of irritation. 
In contrast, a �healthful� perspective identi�es cognitive 
decline (whether acute, acute on chronic or chronic) as 
pathological, and seeks an underlying cause for acute 
confusion, considering chronic confusion only when 
other causes were ruled out. Whether in dementia or 
delirium, disturbed behaviour is too often interpreted 
as a nuisance to be controlled through supervision 
or medication, rather than a valid form of non-verbal 
communication of unmet needs that need to be 
ascertained and addressed � for pain control, nutrition, 
rest, social interaction or reassurance. In short, the 
person, not the environment is held to blame, a classic 
category error �rst described by Kitwood in 199352. At 
the same time, it should be acknowledged that such 
behaviour can be stressful for nurses, other patients 
and families, particularly when it involves interference 
with other patients� privacy, possessions and clinical 
care48. The need for attitudinal change, to avoid 
labelling and blame, therefore extends well beyond the 
ward staff. 

Communication skills are at the heart of person-
centred care. In mechanical terms, this should involve 
a set of basic skills; approaching in a calm, gentle and 
relaxed fashion using the person�s preferred form of 
address; speaking directly even if unable to respond; 
remaining calm if the person appears agitated; 
communicating in a quiet setting, minimising external 
distractions, and avoiding moving around; using short 
simple sentences, and limiting choices44. Person-
centred care involves much more than this; getting to 
know the individual, their life history, interests, desires, 
and values; always being compassionate, respectful, 
and thinking about things from the person�s point of 
view when delivering care that is individually tailored 
to their needs. For people with dementia, this will 
almost always require close interaction with carers. 
Most reviews point to the contrast between task-
orientated systems of acute inpatient care that seek to 
maintain patient safety and limit length of stay through 
rigorous check list protocols, and the more �exible, 
and potentially more time-consuming demands of 
patient-centred care43,44,53. An alternative view is that 
investment in person-centred care is, in the long-run, 
time saving; this is plausible, but thinly evidenced43.

Recent reviews agree that there is a need for more 
intensive education and training across the health 
system to change attitudes and address the de�cit in 
knowledge and skills43,44,53. While in service training 
is necessary and important, a higher pro�le for and 
greater commitment towards dementia care in the 
basic curriculum, re�ecting changing patterns of 
morbidity, would arguably deliver greater and more 
sustainable bene�ts, and a workforce �t for purpose. 
In service training programs are not usually evaluated 
or published, with a lack of evidence of sustainability 
of knowledge and competence, leading to a lack of 
evidence base to inform generalisable good practice43. 
Experiential methods of teaching, involving contact 
with people with dementia outside of the hospital 
setting has been advocated54. Such �active learning� 
initiatives focus on the engagement of staff at an 
emotional level with the experiences of patients.

Systems and models of care

Specialist mental health liaison teams

Specialist mental health liaison teams are a relatively 
common service in some high income countries, and 
in England the Department of Health has issued a 
commissioning call for them to be provided for all acute 
care hospitals. It is important to note that such services 
are not restricted to dementia assessment and care, 
but cover the full range of mental and cognitive 
comorbidities, with the commonest conditions among 
the case mix being dementia, depression, delirium and 
adjustment disorders55. There are different models of 
provision. Some services, providing inreach to make 
assessments and give advice on management, could 
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more properly be termed �consultation� services. True 
liaison models should ideally be based on site, and 
involve a greater degree of day to day interaction and 
functional integration between the liaison services and 
the teams providing inpatient care55,56. Such teams 
may comprise specialist nurses, psychiatrists, or be of 
a multidisciplinary nature55. True liaison services confer 
several potential bene�ts55. They do not rely entirely 
upon general hospital staff detecting and referring 
cases for further assessment. The service is generally 
more responsive, and feedback on assessments 
is more direct, and continuous. Such services can 
potentially provide resources and leadership for 
training and education in the acute hospital setting 
and promote changes in the structure and culture of 
care48. Direct patient care activities include diagnostic 
assessment, advice on behavioural management, 
assessment of capacity, and discharge planning. 
The evidence base for the effectiveness and cost-
effectiveness of liaison services for older people is 
weak, and studies are generally of poor quality. There 
are few randomised controlled trials, all of which have 
design �aws55. All bar one fail to show any signi�cant 
bene�ts in terms of key clinical outcomes or length of 
stay. The exception is the trial conducted by Slaets 
et al in the mid-1990s in the Netherlands57 where the 
delivery of a mental health liaison service integrated 
with geriatric medicine, compared with usual care, was 
associated with improved physical functioning, a �ve 
day shorter length of stay, fewer readmissions, and 
fewer discharges to nursing homes. Findings from non-
randomised pre-post evaluations with historic controls 
are generally more favourable, indicating potential for 
improved clinical outcomes and reductions in length of 
stay55, with some relatively well-designed evaluations 
providing quite persuasive evidence58,59. 

Dementia specialist nurses

A recent review of the potential role of a dementia 
specialist nurse highlighted the ways in which their 
set of competencies; advanced assessment skills, 
sharing information, ethical person centred care, 
carrying out therapeutic interventions, preventative 
and health promotion, balancing the needs of the 
person with dementia and carer; might help to �ll gaps 
in knowledge and skills53. Specialist dementia nurses 
can, in principle, provide comprehensive assessment 
including dementia speci�c factors that may increase 
risk of adverse events, care coordination, oversee all 
aspects of inpatient care, support carers and engage 
in discharge planning. There is, however, a tension 
between the feasibility of providing this focused 
attention for a potentially very large number of clients, 
and time spent on advising and training non-specialist 
staff, raising awareness and changing the culture of 
care across the hospital as a whole. There is a danger, 
if the nurse takes on too much frontline care, that other 
staff may become deskilled53. There appears to have 
been only one evaluation of this type of service, in 

which one nurse saw approximately 30 new referral 
patients per month (of whom only a small proportion 
were diagnosed with dementia), with additional follow 
up reassessments60. A reduction in average length 
of stay from 11 to nine days was claimed, but the 
methodology for the comparison was not described60.

Systems level interventions for the primary 
prevention of delirium 

The Hospital Elder Life Programme (HELP) was devised 
speci�cally to prevent delirium in frail older inpatients 
with speci�c risk factors (de�ned as those with one 
or more of cognitive impairment, visual or hearing 
impairment, reduced mobility, sleep disturbance or 
dehydration). The intervention is a complex package 
of enhanced care delivered collaboratively by the 
healthcare team and the HELP staff members, 
comprising a nurse specialist, a geriatrician, and 
trained volunteers. Interventions included a daily 
visitor program for orientation and social support, 
exercise for early mobilisation, massage and music to 
promote sleep, mealtime assistance for feeding and 
hydration, education for staff and family members, and 
support for discharge. The effectiveness of the HELP 
program was demonstrated in a non-randomised 
controlled trial, in which the incidence of delirium was 
reduced by 40% overall (OR, 0.60; 95% CI: 0.39-
0.92)61. Sustained effectiveness has been con�rmed 
following implementation at scale62,63. A recent 
Cochrane systematic review con�rmed the quite strong 
evidence for the effectiveness of such multicomponent 
interventions (RR 0.69, 95% CI: 0.59-0.81), while also 
highlighting the much more limited evidence, from one 
small trial, of effectiveness among those with dementia 
(RR 0.90, 95% CI: 0.59-1.36)64. In the original HELP 
trial61, those with severe dementia were excluded, and 
59% of participants had MMSE scores of 25 or over. 
There is, as yet, no evidence that such interventions 
reduce length of stay, although this seems quite 
possible given the effects on delirium prevention. A 
large trial, including this outcome, with a more rigorous 
cost-effectiveness evaluation is currently underway 
in the Netherlands65. The HELP intervention has been 
extensively disseminated, and resource, training and 
support materials are available online66. Despite this, 
uptake has been surprisingly low outside of North 
America66. In the UK, the National Institute for Health 
and Clinical Excellence (NICE) has collaborated with 
HELP to produce a harmonised and updated set of 
evidence-based guidelines67. 

Concern is expressed in all recent reviews at the lack 
of rigorous evaluation of services that commissioners 
are advocating and providers are implementing. 
Well-conducted large scale randomised controlled 
trials, providing clear evidence of cost-effectiveness 
are largely lacking. There is a body of evidence that 
quality of care can be improved, with enhanced 
staff and service-user satisfaction, but evidence on 
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the tractability of the key health system economic 
indicators (length of stay and readmission rates) 
is much weaker. While there are examples of 
implementation and innovation in care, this is patchy 
and piecemeal, with minimal coverage of basic 
enhancements to the quality of care provided to 
people with dementia. As noted by Dewing and Dijk, 
�Currently there seems to be little to celebrate in the 
way of excellence in dementia care in the general 
hospital�43. There may be an emerging consensus 
on the key components of good quality care, but no 
real evidence on the optimal resources, systems and 
structures to deliver this at scale, and in a sustainable 
way. Again, most reviews and reports emphasise that 
simply introducing a mental health liaison service, or 
a dementia specialist nurse, or a special dementia 
care unit is not enough. Indeed, if these are not 
properly integrated into the wider hospital and health 
service management structure, with clear ownership, 
they will struggle to function properly43,53,55. What is 
needed is a wholescale restructuring of the culture 
of care, which, �rst and foremost, accords adequate 
priority, in resources and planning, to the needs of 
people with dementia. Hence, governance at senior 
management level is essential, with monitoring of key 
performance indicators. Careful consideration should 
be given to every stage of the care pathway, to all of 
the staff that have contact with patients and carers, 
and all of the environments and systems that they are 
likely to encounter during their stay. Education and 
training of hospital staff to achieve clearly de�ned 
competencies appropriate to role needs to be carried 
out as part of in-service training. However, sustainable 
changes in culture and practice will only be achieved 
once this training is a prominent part of the core 
undergraduate and postgraduate medical and nursing 
curriculum. Priority should be given, in particular, to a 
person-centred approach to care, and respectful and 
productive interaction with carers at all stages of the 
admission.   
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1. 	�Respect for autonomy is a fundamental principle 
of human bioethics, as laid down in the Nuremberg 
Code, requiring that participation in research 
(and by extension medical care) is on the basis of 
voluntary, informed consent. The Code carries the 
quali�cation that �the person involved should have 
the legal capacity to give consent�. Decision-making 
capacity is a critical issue in dementia care, given 
progressive cognitive decline. People with dementia 
are more likely to retain decision-making capacity in 
the early stages, so advanced care planning, if it is 
to prioritise the views of the person with dementia, 
needs, ideally, to feature in the early post-diagnostic 
phase of care. 

2. 	�Advanced care planning has its origins in decision-
making for end-of-life care12. However, it has a much 
broader application for people with dementia, for 
whom many important decisions may need to be 
made after decision-making capacity has been lost, 
but some time before death.

3. 	�Even if one accepts the particular salience of 
palliative care to end-of-life care, it is probable that 
most people with dementia die before reaching 
the advanced stage of the disease. Survival times 
from diagnosis range from 2.9 to 7.0 years for mild 
dementia, 1.5 to 3.0 years for moderate dementia 
and 1.4-2.4 years for severe dementia13, and 
mortality rates increase with severity14. However, 
at any one time, in a given population, there are 
many more people with milder as compared with 
advanced dementia. Given the apparent lack of 

other direct evidence, for the purposes of this 
report, we conducted an additional analysis on 
patterns of mortality in the 10/66 population-based 
cohort studies in Latin America, India and China15. 
Of 485 deaths among people with dementia, 384 
occurred among people with mild dementia at 
baseline (58%), 134 among those with moderate 
dementia (28%), and only 67 (14%) among those 
with severe dementia.  

5.4 Advanced care planning

What is advanced care planning (ACP)?
Advanced care planning is de�ned by the World Health 
Organization as �a process to make clear a person�s 
wishes and that will usually take place in anticipation 
of future deterioration of an individual�s condition, 
with loss of capacity to make decisions and/or ability 
to communicate wishes to others�. In principle, ACP 
provides an opportunity to anticipate future decisions 
relating to health and social care needs, allowing the 
person with dementia to make choices and feel in 
control, and provides an opportunity to initiate timely 
palliative care. Consistent with a person-centred 
approach to care, advanced care planning should elicit 
personal values, beliefs, and preferences about current 
and future care. 

Advanced care planning in practice
ACP can take different forms and lead to different 
outcomes. Discussions can result in a statement of 
preferences or wishes (an Advanced Statement or 
Directive), the appointment of a Lasting Power of 
Attorney (LPA), or an Advance Decision to Refuse 
Treatment (ADRT), in speci�c future circumstances16. 
All of these legal instruments require that at the time of 
the provision being made, the person retains capacity 
to make the provision. The instrument would only take 
effect if the person had subsequently lost decision-
making capacity (see Box 5.2), and hence could no 
longer be consulted directly.

An advanced statement or directive is a written or oral 
statement to communicate to others preferences or 
wishes related to future care or personal preferences. 
For example, a person with dementia might express 
a preference not to be admitted to hospital from their 
care home, even if that might shorten their life, as long 
as their comfort could be assured. Preferences cannot 
be made for acts that may be illegal, such as assisted 
suicide.

A Lasting Power of Attorney is a nomination in a 
prescribed form of a person responsible for taking 
decisions on the behalf of an individual on economic, 
health or personal matters, in the event of loss of 
capacity. For example, a person with dementia might 
appoint their daughter to give or withhold consent 
for all healthcare investigations and treatments. Any 

Box 5.1

European Association for 
Palliative Care White Paper – 
recommendations for applicability 
of palliative care for people with 
dementia3 
1.1 	�Dementia can realistically be regarded 

as a terminal condition. It can also be 
characterized as a chronic disease or, in 
connection with particular aspects, as a 
geriatric problem. However, recognizing 
its eventual terminal nature is the basis for 
anticipating future problems and an impetus 
to the provision of adequate palliative care.

1.2 	�Improving quality of life, maintaining function 
and maximizing comfort, which are also 
goals of palliative care, can be considered 
appropriate in dementia throughout the 
disease trajectory, with the emphasis on 
particular goals changing over time.
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decisions taken by the appointed person should be 
made in the person with dementia�s best interests, with 
the assumption that they would be familiar with their 
previously stated values and preferences. 

An Advance Decision to Refuse Treatment is a 
decision to refuse certain types of treatment, in certain 
speci�ed health states, should loss of capacity ensue. 
For example, a person with dementia might decide 
to refuse tube feeding, should they lose the ability 
to swallow, at the end of life. This decision should 
be made under the supervision of someone who 
understand the intricacies of the process, and by 
someone who has mental capacity at the time of the 
decision. 

How widespread is advanced care planning?
The use of ACP among people with dementia is on 
the increase in many countries. In a recent study of 
just over 1000 people with dementia in Belgium, 52% 
had made some form of advance care planning (just 
6% initiated by the individual concerned, most having 
been prompted by a clinician, and only 9% had a legal 
representative)18. In a survey conducted in 2005 in 
the USA, 65% of older people attending a memory 
service with cognitive impairment or dementia had a 
durable power of attorney and 56% a living will19. This 
was a sizeable increase from a US study of nursing 
home residents in 1996, in which it was reported that 
only 21% had a living will, 40% a �do-not resuscitate 
order� and only 6% a treatment restriction relating to 
medication, feeding or other interventions20. These 
surveys were conducted in countries with policies in 
place to encourage ACP, underpinned by legislation. 
Internationally, there is little available evidence on its 
use, but this is likely to be highly variable, and much 
lower in those countries where awareness of dementia 
is limited, where ACP is not discussed, and where 
advanced directives may not carry legal force. In 
dementia care as for other clinical contexts, the use of 
ACP is much more common among those with better 
education, and in the USA among white compared with 
black Americans19. 

How effective is advanced care planning?
There is no direct evidence from randomised controlled 
trials for the effectiveness of advance care planning 
for people with dementia. A recent systematic review 
of the effectiveness of ACP for people with cognitive 
impairment and dementia identi�ed four relevant 
studies, which did not, in fact, select speci�cally for 
people with dementia or cognitive impairment, and 
did not report any subgroup analyses21. Findings are 
nevertheless of interest, and of tangential relevance. 
In two studies, use of ACP was associated with a 
reduction of unnecessary hospital admissions22,23, and 
in one study there was a signi�cant increase in hospice 
use in the group with ACP in place24. Another study 

conducted among older medical inpatients showed 
that advance care planning resulted in having end-of-
life wishes more likely to be followed, and in particular 
that ACP was associated with an improvement in 
carers� stress, anxiety and depression25. A large 

Box 5.2

Decision-making capacity 
For a person to have decision-making capacity, 
they should 

1. 	�Understand the information relevant to making 
the decision. This could include, the nature of 
their health condition, the proposed treatment, 
its potential risks and bene�ts

2. 	�Retain the information long enough to make a 
stable and consistent decision

3. 	�Demonstrate that they have weighed up the 
information to make their choice, consistent 
with their values and preferences, and free of 
any outside in�uence or coercion

4. 	Be able to communicate their decision

This is a functional assessment17, which needs 
to be carried out separately for each important 
decision. A person with dementia may lack 
capacity to manage their �nances, while still 
be able to decide that they would not wish to 
be resuscitated in the event of a cardiac arrest. 
Evidently there should be no blanket assumption 
that people with advanced dementia in general, 
or a particular person with dementia, lacks 
capacity to make any decision; this would imply 
a total loss of autonomy, the avoidance of which 
should be a key objective of dementia care. 

While the clinical judgment of capacity is 
dichotomous, i.e. that capacity is retained or not 
retained, in practice patients often have more 
or less capacity along a continuum, and the 
ultimate judgement, as to whether the patient has 
enough capacity to make the decision is often 
�nely balanced, and open to contention, which 
sometimes has to be resolved through a legal 
process. People with dementia can be supported 
to exercise their autonomy by ensuring that every 
effort is made to enhance their understanding 
of the information relevant to the choice, and by 
assisting them with the decision-making process. 
Decision-making capacity may wax and wane. 
If a decision can be delayed, until, for example, 
recovery from an intercurrent illness, then the 
capacity assessment should be repeated at a 
more favourable time. 
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study, linked to the US Health and Retirement Survey 
indicated that participants who had made an advanced 
directive, and lacked capacity, were highly likely to 
receive care consistent with their stated preferences26. 
Studies assessing how ACP can improve outcomes 
in vulnerable older people are still few, and of limited 
quality27, compared to other clinical populations with 
life-limiting conditions where the effectiveness of these 
directives has been studied in more detail. There is 
an urgent need for high quality trials to be conducted 
of the effectiveness and cost-effectiveness of ACP 
in dementia, including the longer term bene�ts and 
harms associated with ACP in the early post-diagnostic 
phase. 

Issues in implementing advance care 
planning

Optimal timing

As with issues around the optimal timing for 
introducing the palliative care approach, there 
are controversies regarding the best timing for 
discussions regarding advanced care planning. In 
principle, ACP should be undertaken with the person 
who has dementia early in the disease to ensure 
that their wishes are represented and responded to 
appropriately. However, such discussion could distress 
some people, especially if the health or social care 
professionals do not have the appropriate training or 
interpersonal skills.

In the wider context of decision-making for end-of-
life care older people have expressed worries and 
dif�culties related to; thinking about and discussing 
death and dying; a perceived link between advance 
care statements and euthanasia; and the possibility 
that anticipated preferences might not re�ect a 
readiness to �disengage� from their lives when the 
time came12. There is also evidence that frail older 
people may be reluctant to address what they see as 
hypothetical questions regarding possible scenarios 
arising in the context of chronic disease care, some of 
which may be depressing to contemplate28. They are, 
somewhat paradoxically, more willing to confront the 
more concrete realities of treatment decisions in end-
of-life care and dispositions to be made after death28. 

There is limited direct evidence for the acceptability 
and feasibility of ACP conducted early in the disease 
course. A pilot study conducted in a UK memory clinic 
was accompanied by a small qualitative evaluation29. 
All but three of 12 patients considered ACP to be a 
positive and helpful experience. Perceived bene�ts 
included having time to think about the future, 
feeling relieved and less worried having discussed 
their preferences and shared them with family and 
professionals, and reassured about future support. 
Two patients found discussing the future dispiriting, 
while another found the exercise too hypothetical. 

There was a consensus among patients, carers and 
staff that ACP should be discussed sooner rather 
than later. For staff, this should be after the patients 
had time to think about the diagnosis, but when they 
were still in contact with the service, and still had 
the capacity to make decisions about future care. In 
Ireland, a survey of 133 primary care practitioners 
(PCPs) revealed that 96% considered dementia to 
be a terminal condition, and 61% thought that early 
discussions would assist decision-making during 
the advanced stages30. However, respondents were 
evenly divided on whether ACP should be initiated 
at the time of diagnoses. While most PCPs felt that 
their service should be taking the lead in introducing 
and promoting ACP, they also identi�ed needs for 
training and support, and a standard format for ACP 
documentation. 

Capacity

Two studies from the UK attempted to calibrate 
decision-making capacity for advanced care planning 
against disease stage as indexed by Mini-Mental 
State Examination score, with convergent �ndings 
that MMSE thresholds of 18-20 best discriminated 
between those who could and could not engage 
meaningfully in advanced care planning31,32. However, 
other studies have raised concerns regarding ability 
to participate for those with even mild or very mild 
dementia. In a German Memory Clinic, objective tests 
of decision-making capacity revealed signi�cant 
problems even among patients with mild cognitive 
impairment (MCI) and mild dementia, and those with 
more impaired decision-making capacity generally 
had a less pronounced desire to participate in 
decision-making33. In another study conducted in a UK 
memory clinic service, it was noted that participants 
with mild dementia (mean MMSE score 24) found it 
dif�cult to consider preferences and wishes about 
the end of their lives, with little sense of the potential 
value of ACP, or how expressing preferences and 
wishes now could in�uence care later34. People 
with dementia had dif�culty considering their future 
selves, tending instead to express preferences relating 
to their current status and care needs. The EAPC 
consensus acknowledges some of these problems, 
recommending (3.4) that �In mild dementia, people 
need support in planning for the future�3.

Carer and family involvement

Carers may be involved in advanced care planning 
in two contexts. First, whether or not the person with 
dementia retains decision-making capacity, good 
practice guidance stresses the importance of involving 
signi�cant others, in particular carers, in the process. 
Thus the EAPC recommends3, inter alia, that

2.2 	� Shared decision making includes the patient and 
family caregiver as partners and is an appealing 
model that should be aimed for.
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2.3 	� The healthcare team should ask for and address 
families� and patients� information needs on the 
course of the dementia trajectory, palliative care 
and involvement in care.

2.5 	� Current or previously expressed preferences with 
regard to place of care should be honoured as 
a principle, but best interest, safety and family 
caregiver burden issues should also be given 
weight in decisions on place of care.

2.6 	� Within the multidisciplinary team, patient and 
family issues should be discussed on a regular 
basis.

3.6 	� Advance care planning is a process, and plans 
should be revisited with patient and family on a 
regular basis and following any signi�cant change 
in health condition.

When the person with dementia has lost capacity to 
make a decision, then the carer may act as a proxy 
decision maker, either informally or legally empowered 
through a lasting power of attorney. Under such 
circumstances, they are enjoined to consider the 
person with dementia�s best interests; in essence 
what they would have wanted had they retained the 
capacity to decide for themselves. However, there 
is growing evidence that the views of people with 
dementia and carers may differ, regarding the locus 
of decision-making, values and priorities, and patient 
preferences33�35. In the German Memory Clinic 
Study, people with mild cognitive impairment or mild 
dementia, and their relatives were asked to rank who 
should have the greatest say in medical and social care 
decisions, including stopping driving and relocation to 
a care home33. For medical care decisions, patients 
wanted to be guided by their physicians. For social 
care decisions they wanted physicians to have very 
little in�uence. For decisions in general they wished 
their relatives and carers to have little in�uence, 
compared to their own wish to participate in the 
process. The converse was true for relatives. In the 
UK, Dening et al conducted a qualitative study of 
generation and prioritisation of preferences for end-
of-life care by people with dementia alone, carers 
alone and dyads of people with dementia and their 
carers34. Quality of care, family contact, dignity and 
respect were ranked as signi�cant themes by all 
groups. However, for people with dementia the ranking 
of priorities was: to maintain family links, to maintain 
independence, to feel safe, not to be a burden, to 
be treated with respect and dignity, to choose their 
place of care, to have pleasurable activities, person-
centred care, and to be in touch with the world and 
have a comfortable environment. For carers the order 
of priorities was: for them to be in control, for the 
person with dementia to have a good quality of life, to 
have good quality care, to have a comfortable death, 
to be treated with respect and dignity and for the 
carer to be supported. An important theme was the 
contrast between the prioritisation, by the persons with 

dementia, of maintaining independence, and, by the 
carer, of the need to be in control. In the dyad group, it 
was noted that carers tended to speak on behalf of the 
person with dementia, thus in�uencing the consensus. 
Several carers expressed concerns that an ACP would 
lead to loss of control at critical junctures, and would 
be open to misinterpretation by professionals. 

Two quantitative studies compared directly the end-
of-life care preferences of people with dementia 
(with decision making capacity) with their carers� 
perceptions of what the person with dementia would 
prefer. In the UK, researchers compared 60 people 
with dementia and their carers� preferences regarding 
three treatment options (antibiotics, cardiopulmonary 
resuscitation, tube-feeding) in three hypothetical 
illness scenarios (the �here and now�, severe stroke 
with coma and terminal cancer) using the Life Support 
preferences Questionnaire (LPSQ)35. Other than for the 
�here and now�, both people with dementia and carers 
were uncertain about their treatment preferences, 
and agreement between person with dementia and 
carer was low to moderate. Carers tended to over-
estimate the person with dementia�s preference for 
life-prolonging intervention in the context of severe 
stroke. Relationship quality, carer distress and burden 
had no in�uence on levels of agreement. Conversely, 
in a similar study conducted in Israel, of people with 
MCI and mild dementia, spouse preferences for end-
of-life care correlated moderately well with patient 
preferences36.

Several studies have identi�ed family and carer issues 
as potential barriers to the effective implementation 
of ACP for dementia. This was a frequently 
occurring theme according to the perceptions of 
healthcare professionals, who cited the occasional 
unwillingness of families to engage in ACP, and 
their unpreparedness for the task. This could be 
compounded by dysfunctional family dynamics and 
disagreements between family members37. The need 
for multidisciplinary input was cited, including social 
work, to better engage families in the process30,37. This 
�nding gels with �ndings from a review of family carer 
perspectives38, which indicated a limited readiness 
among many to contemplate their relative�s death and 
the process of dying. Nonetheless, in a qualitative 
study of advanced care planning focused on end-of-
life care for nursing home residents with advanced 
dementia, carers generally understood the relevance 
and timeliness of discussing options for end-of-life 
care, and appreciated the opportunity to do so, while 
also experiencing some discomfort and distress39. 
Preparation for ACP in this context should include an 
assessment of the carer�s readiness to engage, which 
may be facilitated by a better understanding of the 
limited life expectancy, and hence the relevance of the 
discussion39. Practitioners should also be sensitive 
to grief reactions linked to the separation process, 
in advance of death, following admission to a care 
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home. A review has recommended more research 
to understand the thought processes and emotions 
of carers, and to enhance understanding of how to 
engage them with ACP38. It also counsels that �ACP 
may not be for everyone� and therefore approaching 
ACP should be carefully considered by professionals 
before engaging with families and people with 
dementia.

EAPC guidelines3 recommend that; families need 
education regarding the progressive course of the 
dementia and (palliative care) treatment options; 
this should be a continuous process addressing 
speci�c needs in different stages, examining family 
receptiveness (recommendation 9.3) and that; families 
need support in their new role as (future) proxy 
decision maker (9.5).

Healthcare professionals

A review of the literature on healthcare professionals� 
perceptions of ACP identi�ed several important issues 
to be addressed in the early integration and planning 
for palliative care in dementia37. The �rst of these 
was a lack of awareness among many healthcare 
professionals of dementia as a life limiting condition, 
inhibiting discussion of end-of-life care and ACP. 
The UK health system Gold Standard Framework 
prognostic indicator has been recommended as a 
practical and easy to use tool to identify those that 
may be nearing the end of life40. However, a recent 
systematic review of prognostic indicators suggests 
some dif�culty in reliably predicting six month mortality 
among people with advanced dementia; undernutrition 
and underhydration, comorbidity and dementia severity 
were the most reliable predictors41. The second issue 
was ethical and moral concerns voiced by some 
healthcare professionals. These included a hesitancy 
to discuss death, and a fear of upsetting the people 
in their care, compounded by moral dilemmas around 
discussing future goals of care focused on a palliative 
as opposed to a curative approach. Communication 
challenges when interacting with people with dementia 
and their families were also highlighted. Some staff in 
some studies viewed their role as preserving life, even 
if this was against the expressed wishes of the patient 
and their family. There were also concerns expressed 
that ACP might turn out to be a �false promise� if 
there were later problems with implementation, either 
because they were no longer considered consistent 
with the patient�s current best interests, or because 
of resource limitations. The review concluded that 
despite evidence that healthcare professionals 
recognise the potential bene�ts of ACP, they struggle 
with its implementation. There was a great need for 
education and training of health professionals to 
improve consistency in practice; regarding dementia 
as a condition, the illness trajectory, and the concept 
and process of ACP itself. The need for a structured 
approach to ACP has also been highlighted, both 

for recording the outcomes of the process, and the 
potential utility of ACP toolkits42. 

The EAPC guidelines3 recommend that; the healthcare 
team in its entirety, including allied health professionals 
and volunteers, needs to have adequate skills in 
applying a palliative care approach to dementia 
(recommendation 10.1); core competencies should be 
available within a healthcare team, and all individual 
members should be able to provide at least a baseline 
palliative care approach (10.2) and that; care plans 
should be documented and stored in a way that 
permits access to all disciplines involved in any stage 
and through transfers of care (3.7).

5.5 End-of-life care

Access to palliative care at end-of-life
As previously noted, it has been stated that those 
dying with advanced dementia are often not seen as 
having a terminal condition, and are much less likely 
than others to be managed palliatively. Some research 
from the early 2000s supported that conclusion5,6. 
Recently published evidence provides a more nuanced 
picture regarding progress towards access to palliative 
care for people with dementia. For example, in the 
USA, nursing homes appear to be moving towards 
providing a more palliative approach to end-of-life care 
for residents with a diagnosis of dementia. Trends in 
the use of hospice care in the last 100 days of life were 
compared for over a million deaths of US nursing home 
residents occurring between 2003 and 200743. Over the 
�ve years, hospice use for people dying with dementia 
increased from 25.1% to 36.5%, and from 26.5% to 
34.4% for other deaths. The rate of in-hospital deaths 
remained virtually unchanged. By 2007, people dying 
with dementia were signi�cantly more likely than 
others to use hospice care services (OR 1.07, 95% CI: 
1.04-1.11) and much less likely to die in a hospital (OR 
0.76, 95% CI: 0.74-0.78). In another recent US study, 
for those admitted to hospice care, the quality of care 
for those with a diagnosis of dementia did not seem 
to differ from others, other than with respect to an 
excess use of tube-feeding44. The Dutch End of Life in 
Dementia study showed widespread use of appropriate 
palliative care measures in nursing homes the last 
week of life. Opioid medication was prescribed to 
73% of those in pain. Shortness of breath was treated 
with opioids in 71% of cases, with 74% receiving 
oxygen. Bronchodilators and diuretics were used for 
symptomatic relief. For agitation, nonpharmacological 
interventions were provided for 62% of those affected, 
often combined with anxiolytic or sedative medication. 
Pain and shortness of breath were mostly treated with 
opioids and agitation mainly with anxiolytics. At the 
day of death, 77% received opioids, and 21% received 
palliative sedation45.
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Quality of end-of-life care
Two recent studies of the quality of end-of-life hospital 
care for people with dementia in Ireland and Germany 
reveal signi�cant persisting problems46,47. In Ireland, 
a National Audit of hospital care for people with 
dementia revealed that many assessments essential to 
dementia palliative care were not performed46. Of the 
total sample, 76 patients died, were documented to 
be receiving end-of-life care, and/or were referred for 
specialist palliative care, and for this group even less 
symptom assessment was recorded; 27% received 
no pain assessment, 68% no delirium screening, and 
93% no assessment of mood or behavioural and 
psychological symptoms of dementia. In all, 37% had 
antipsychotic drugs during their admission and 71% 
of these received a new prescription in hospital, most 
commonly for agitation. In a German study the opinion 
of carers was sought regarding end-of-life care for 
1241 recently deceased older people, of whom 310 
had a diagnosis of dementia47. 42% of the people 
with dementia (compared with 36% of others) died at 
home, which was the preferred outcome for 95% of 

patients and 78% of relatives. People with dementia 
were also less likely to die in a hospital ward (20% vs 
27%), an intensive care unit (6% vs 16%) or a hospice 
(3% vs 10%). According to information supplied by the 
relatives, most of the people with dementia suffered in 
the days before death from symptoms that could have 
been alleviated; disorientation and confusion (86.9%); 
anxiety (61.0%); tension (59.9%); shortness of breath 
(56.7%), and pain (52.5%). While pain was actually a 
less common experience for people with dementia 
than others, 36% of people with dementia vs 27% 
of others died with a pressure sore. For people with 
dementia, end-of-life care at home and in care homes 
was rated as of signi�cantly better quality than hospital 
care. Relatives were critical of the quality of care on 
hospital wards, citing the limited availability of staff and 
emotional support47. 

Box 5.3

EAPC guidelines3 relevant to end-of-life care for people with dementia

Domain 6. Avoiding overly aggressive, 
burdensome or futile treatment

6.1 	� Transfer to the hospital and the associated risks 
and bene�ts should be considered prudently 
in relation to the care goals and taking into 
account also the stage of the dementia.

6.2 	� Medication for chronic conditions and 
comorbid diseases should be reviewed 
regularly in light of care goals, estimated life 
expectancy, and the effects and side effects of 
treatment.

6.3 	� Restraints should be avoided whenever 
possible.

6.4 	� Hydration, preferably subcutaneous, may be 
provided if appropriate, such as in case of 
infection; it is inappropriate in the dying phase 
(only moderate consensus).

6.5 	� Permanent enteral tube nutrition may not be 
bene�cial and should as a rule be avoided in 
dementia; skillful hand feeding is preferred (only 
moderate consensus).

6.6 	� Antibiotics may be appropriate in treating 
infections with the goal of increasing comfort 
by alleviating the symptoms of infection. Life-
prolonging effects need to be considered, 
especially in case of treatment decisions 
around pneumonia.

Domain 7. Optimal treatment of symptoms 
and providing comfort

7.1  	� A holistic approach to treatment of symptoms 
is paramount because symptoms occur 
frequently and may be interrelated, or 
expressed differently (e.g., when pain is 
expressed as agitation).

7.2  	�Distinguishing between sources of discomfort 
(e.g., pain or being cold) in severe dementia 
is facilitated by integrating views of more 
caregivers.

7.3 	�  Tools to assess pain, discomfort and 
behaviour should be used for screening and 
monitoring of patients with moderate and 
severe dementia, evaluating effectiveness of 
interventions.

7.4  	� Both non-pharmacological and 
pharmacological treatment of physical 
symptoms, challenging behaviour or discomfort 
should be pursued as needed.

7.5  	�Nursing care is very important to ensure 
comfort in patients near death.

7.6  	� Specialist palliative care teams may support 
staff in long-term care settings in dealing with 
speci�c symptoms, while maintaining continuity 
of care. In managing behavioural symptoms, 
however, palliative care teams may need 
additional dementia care specialist expertise.
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Good practice guidance on end-of life care 
for people with dementia
In the World Alzheimer Report 2013, we highlighted the 
Alzheimer Europe 2008 position paper and guidelines 
on end-of-life care48. This has now been updated to 
2013. In 2014 the European Association for Palliative 
Care published their White Paper de�ning optimal 
palliative care in older people with dementia, which 
includes recommendations for end-of-life care3.

Principles of end-of-life care

The key objectives of end-of-life care are articulated 
in the Alzheimer Europe guidelines as maintaining 
the dignity, personhood and quality of life of the 

person with dementia, while attending also to carers� 
needs48. Alzheimer Europe also focuses on the need 
for good communication throughout, and attending 
to spiritual needs. Their guidelines provide relevant, 
practical and helpful guidance on pain management; 
feeding and swallowing problems; constipation, 
diarrhoea and incontinence; pneumonia and infections; 
dehydration and mouth care; skin care; maintaining 
body temperature; use of sedation; restraint, and falls; 
breathing dif�culties; and the moments preceding 
and following death48. The principles of end-of-life 
care are summarised in the EAPC guidelines3 under 
Domain 6 (avoiding overly aggressive, burdensome or 
futile treatment), and Domain 7 (optimal treatment of 
symptoms and providing comfort) (see Box 5.3). 

Box 5.4

Principles of comfort care. Core statements in Canadian Comfort Care Booklet49

Advanced dementia is a terminal condition

1. 	� Advanced dementia should be considered a 
terminal condition with most patients dying 
from nutrition/hydration or infection problems, 
especially pneumonia.

Hydration and nutrition issues

2. 	� Feeding tubes are not recommended only to 
prolong life at this stage of dementia.

3. 	� Fluids given intravenously or subcutaneously 
may help some patients but can also contribute 
to discomfort (increasing bronchial secretions, 
delaying pain-free coma state) and prolong the 
dying process.

4. 	� Withholding or withdrawing arti�cial nutrition/
hydration is an acceptable option in advanced 
dementia, when swallowing dif�culties are 
irreversible.

5. 	� Withholding or withdrawing arti�cial nutrition/
hydration is generally not associated with 
discomfort, with adequate mouth care.

Antibiotics for end-stage pneumonia

6.	� When �comfort care without life prolongation� 
is the goal, antibiotics can be withheld and 
treatment will then aim at symptom control

7.	� Even when pneumonia is treated with antibiotics, 
clinicians should pay attention to symptom 
control (e.g. prescribing opioids despite risk of 
respiratory depression) because pneumonia 
usually causes signi�cant discomfort.

Use of opioids and sedation

8.	� Prescribing opioids may be necessary to control 
pain or breathing dif�culties and is acceptable 
if the intention is to relieve the patient and not to 
hasten death.

9. 	� Sedation is useful for some anxious patients and 
the advantages of less sedation may be less 
relevant in the context of severe dementia.

Cardiopulmonary resuscitation

10.	�Cardiopulmonary resuscitation is not 
recommended in advanced dementia because it 
can harm the patient and has very little chance 
of success.

Hospital transfer

11.	� Hospital transfer of the patient with advanced 
dementia should be exceptional, only to provide 
comfort by technical means not available in the 
nursing home.

Medical decision process

12.	�In decisions regarding whether or not to use life-
prolonging treatment, the ideal decision-making 
process is to reach a consensus between 
the physician, the substitute decision maker 
and other signi�cant relatives or friends of the 
patient.

13.	�The substitute decision maker does not make 
decisions; his or her role is to give or withhold 
consent to medical options with regard to the 
patient�s best interests (according to patient 
values and any written or verbal advanced 
directives).

14.	�The doctor does not have the power to impose a 
management plan on the family. If the substitute 
decision maker and the physician disagree, they 
should seek compromise.

Euthanasia

15.	�Active life termination (hastening death) is not an 
acceptable option for advanced dementia.
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A consistent theme to emerge from a synthesis of 
qualitative research into caregivers� perceptions of 
end-of-life care, was the importance of relationships 
with professionals as a core component of care 
quality38. Key elements included frequency of contact, 
provision of information, and support and reassurance 
for the carers. These seemed to be important issues, 
regardless of the context of end-of-life care; at home, 
at a care home, or in hospital. As previously noted, 
in one German study of end-of-life care, the carers 
of people with dementia were particularly critical of 
the quality of care on hospital wards, highlighting the 
limited availability of staff and of emotional support47. 

Alzheimer Europe guidelines highlight the concern 
that carers� commonly feel when part or all of the 
care of the person with dementia is taken over by 
professionals - that they may be excluded, and that the 
person with dementia is not being cared for properly48. 
This scenario is played out with more intensity in 
the end-of-life phase, as more medical and nursing 
support is required, again, regardless of care setting. 
Carers naturally feel that they are best placed to 
understand the needs and wishes of the person with 
dementia, and want to share this with the healthcare 
professionals. Alzheimer Europe recommends that 
a good relationship and an atmosphere of trust is 
established when carers feel that their views are 
properly considered, that they can ask questions, that 
their concerns and criticisms are dealt with in a positive 
manner and that they are given every opportunity to 
participate in the care of the person with dementia48. 
When end-of-life care is provided at hospital or in 
a care home, carers may want to be permanently 
present, and this need should be met including the 
possibility to sleep at the facility. For those dying at 
home, �exible respite care may allow carers to get 
some rest with the reassurance that they will be with 
the person with dementia at the time of death48.

The EAPC guidelines3 recommend that; families may 
need support throughout the trajectory, but especially 
with institutionalisation, with a major decline in health 
and when death is near (recommendation 9.2); family 
involvement may be encouraged; many families may 
wish to be involved in care even when the person is 
admitted to a care home (9.4); and that professional 
caregivers should have an understanding of families� 
needs related to suffering from chronic or prolonged 
grief through the various stages, and when decline is 
evident (9.6).

Professional staff training and development

Communication and shared decision-making are key 
factors in end of life care. Having trust in doctors and 
surrounding staff is an essential factor for patients 
and caregivers during palliative care60. However, 
many nurses and care home staff do not feel well 
prepared to deal with issues related to end-of-life and 

dying with dementia, and there is a need to improve 
training for nursing home and specialist palliative care 
staff to deal with advanced dementia, and to achieve 
best practice for people with dementia at the end of 
life61. Symptom management, focusing on pain and 
behavioural and psychological symptoms, and also 
ways of approaching and dealing with patients and 
their families, are two areas that have been highlighted 
as requiring improvement. 

Effectiveness of palliative care approaches 
in end-of-life care
There is very little direct evidence regarding the 
effectiveness of palliative approaches to end-of-
life care, and no randomised controlled trials have 
been carried out to test its effectiveness or cost-
effectiveness. The lack of relevant evidence in this area 
is striking.

In a observational cohort study involving 28 care 
homes (the Dutch End of Life in Dementia study), data 
was analysed for 148 residents who died after follow-
up. Care plans made at the time of admission were 
assessed to determine if a palliative �comfort goal� 
was agreed at the time. The main outcomes were 
family satisfaction with care, and the quality of dying. 
Families were more satis�ed with end-of-life care when 
a comfort goal was established shortly after admission, 
but only for those residents who died within six months 
of admission. No association was found between 
�comfort goal� care plans and quality of dying62.

Other studies have focused on service utilisation and 
cost outcomes. In the UK the effect of an Appreciative 
Inquiry intervention, designed to improve end-of-life 
care for people with dementia living in care homes, 
on service and hospital care costs was assessed for 
three care homes before and after implementation 
of the six month intervention63. The intervention 
aimed to change how care home staff, primary care 
practitioners and district nurses worked together to 
address dif�culties and uncertainties of providing end-
of-life care to people with dementia. It was perceived 
as having a positive impact on working relationships. 
Following the intervention total service costs fell 
by 43%, and hospital care costs by a remarkable 
88%. In New York, pharmacy costs were compared 
before and after a palliative care consultation for 60 
hospital inpatients with advanced dementia64. There 
was a signi�cant average decrease in overall average 
daily pharmacy cost from US$31.16 to $20.83. There 
was also a signi�cant increase in the proportion of 
participants taking analgesics, from 55% to 73%, and 
a proportionate rise in daily analgesic cost. 

5.6 Summary and conclusion
This scoping review of the recent literature on palliative 
care for people with dementia reveals a signi�cant 
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