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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 first 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.

Clevee ocs

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 findings 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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WORLD REPORT 2016

Executive summary

Findings from the reviews

Models of healthcare delivery

Healthcare for people with dementia needs to be:

Continuous: treatment options, care plans
and needs for support must be monitored
and reviewed as the condition evolves and
progresses.

Holistic: treating the whole person, not single
conditions, organs or systems, and mindful
of that person’s unique context, values and
preferences.

Integrated: across providers, levels of care, and
health and social care systems.

Currently, healthcare systems struggle to provide
adequate coverage of diagnostic services, and
care is too often fragmented, uncoordinated, and
unresponsive to the needs of people with dementia
and their families.

In high income countries, dementia healthcare
systems tend to be highly specialised (care is
provided by specialist physicians - geriatricians,
neurologists and psychiatrists), from diagnosis
onwards, with very little formal recognition of the
role of primary care services, or allocation of tasks
to this sector. This is probably also true for low
and middle income countries, where diagnostic
coverage is low.

As the numbers of people affected and the
demand for services increase, it is unlikely that full
coverage of dementia healthcare services can be
attained or afforded using the current specialist
care model.

The role of primary care

Dementia is currently under-detected, under-
diagnosed, under-disclosed, under-treated and
under-managed in primary care.

When primary care physicians do take
responsibility for dementia care, evidence suggests
that the care has similar outcomes to that provided
by specialists.

Recognition of dementia in primary care can be
boosted by in-service education and training.

Indicated screening using cognitive tests can
support timely diagnosis. However, general
screening of all older attendees cannot currently be
recommended.

In most settings, dementia diagnosis is not
explicitly recognised as being within the capacity of
non-specialist services. Nevertheless, we identified
several successful examples of memory clinics
established in primary care, and run by primary
care physicians supported by nurse practitioners.

The post-diagnostic phase bridges from the
‘diagnosis well-made’ to a system of continuing
care in the context of declining function and
increasing needs for care and support.

The potential benefits of the full range of post-
diagnostic support activities have yet to be
evaluated.

Primary care services struggle to deliver high
quality continuing care for people with dementia,
even in systems where their role has been made
more explicit.

There have, as yet, been no evaluations of case
management located within primary care.

Attention needs to be given to the optimal roles

of specialists within a more task-shifted and
task-shared healthcare model. Task-shifting is
defined as delegating selected tasks to existing

or new health professional cadres with either less
training or narrowly tailored training. This may
involve shifting tasks from higher- to lower-skilled
health workers — for example, from a neurologist
to a primary care physician — or creating new
professional roles, so tasks can be shifted from
workers with more general training to workers with
specific training for a particular task — for example,
from a primary care physician to a dementia case
manager.

Task-shifted models of care require specialist
support. Specialist services will need to take on
a more prominent role in training, mentoring and
supervising non-specialists, with explicit referral
guidelines and pathways.

Care coordination, through case
management

e The effectiveness of case management remains

unclear as research is lacking. Positive effects of
case management (reduced or delayed transition
into care homes, better adherence to care
standards, and reduced unmet needs) were found
in some studies.

e There is a lack of evidence regarding the impact

of case management on the efficiency with which
healthcare is delivered, mainly because most
studies do not report on the relevant outcomes.



Effects of case management on hospitalisation
were generally not significant and the absence of
evidence on cost-effectiveness studies is striking.

Evidence to date suggests that effectiveness may
be enhanced when there is:

A manageable caseload for delivering
interventions with the required intensity;

A clear role definition with adequate preparation
and training; and

Empowerment of the case manager to access
and coordinate care across providers and
sectors.

Future evaluations need to include a
comprehensive set of process and outcome
measures, which should include service
utilisation and cost, effective components of case
management, as well as clinical and quality of life
outcomes for the person with dementia and carer.

Hospital care

People with dementia are more likely to be
admitted to general hospital than people of
similar age and medical infirmity, particularly for
falls-related accidents and injuries, urinary tract
and respiratory infections, and chronic disease
complications that might have been averted with
better management in the community.

People with dementia are less likely to be admitted
for interventional procedures that could enhance
quality of life, including cataract surgery, vascular
catheterisation and stenting, cholecystectomy, and
cancer care.

In high income countries the costs of healthcare
are substantially higher for people with dementia
than age-matched controls, with a substantial
proportion of costs arising from hospitalisation.

The process of hospital care is more complicated
for people with dementia, with significant cost
implications. They have longer hospital stays, and
require more nursing resources than others.

People with dementia are particularly vulnerable
to harm and poor outcomes in the context of an
admission, particularly from hospital acquired
infections, delirium, agitation and falls, all of which
impact adversely on length of stay.

Mortality rates are exceptionally high during
admission and somewhat higher after discharge.
However, the high mortality rates may reflect, in
part, a tendency to admit people with dementia to
hospital at the very end-of-life.

More research is need into service and system
level interventions to avoid hospitalisation,
specifically of people with dementia. Community
interventions have been mostly ineffective,
although there is more evidence to support
multidisciplinary assessment and management,
than case management.
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¢ Emergency Departments are often the portal

of admission for people with dementia, and
represent a last chance to prevent unnecessary
hospitalisation. The literature highlights the need
for comprehensive multidimensional geriatric
assessment, including detection of dementia and
delirium.

‘Hospital at home’ refers to services provided by
health professionals in the person’s own home,

in situations when inpatient hospitalisation would
otherwise be necessary. While we identified several
examples of such services being established for
people with dementia, we could find no formal
evaluations.

Reducing rates of hospitalisation for people with
dementia will likely require community-based and
outreach services that are resource-intensive and
maintained over relatively long periods of time.
Costs then would be shifted from acute hospital
to community health and social care, which would
require adjustments to budgets and resource
allocation.

For people with dementia who are admitted

to general hospital, there is a tension between
prioritisation of task-centred acute care for the
cause for admission, and the acknowledged need
to provide person-centred dementia care.

Advocated actions are 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
staff.

Most reviews and reports emphasise that simply
introducing a mental health liaison service, or a
dementia specialist nurse, or a special dementia
care unit will not suffice. These need to be properly
integrated into the wider hospital and health
service management structure.

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.

Palliative and end-of-life care

e Concerns have been raised regarding the lack of

access for people with dementia to good quality
end-of-life care, specifically specialist palliative
care services, although there is some evidence,
from some high income countries, that the situation
may be improving.



IMPROVING HEALTHCARE FOR PEOPLE LIVING WITH DEMENTIA

e The applicability of a palliative approach to
dementia care continues to be debated, given
the lack of consensus regarding the definition
of ‘advanced’ dementia and the lack of a clearly
demarcated ‘end-of-life’ phase.

* There may be no specific palliative phase; the
specific goals of dementia care can include,
at various phases, and to different degrees,
prolonging life, improving function, and achieving
comfort (palliation).

* People with dementia should be encouraged and
enabled to exercise their autonomy in options
for future care, consistent with their values and
preferences, and it should be emphasised that
the palliative care agenda is focused upon their
choices, and their quality of life, rather than cost
savings.

e Early discussions with family carers that
acknowledge the likely future loss of decision-
making capacity and their increasing role as proxy
decision-makers would assist carers in assuming
this role, and enhance their ability to judge the
person with dementia’s best interests.

e Calls have been made for a better systematisation
of palliative care for people with dementia, with
structured care pathways, good practice supported
by evidence, and identification of appropriate
outcomes to allow the effects of interventions to be
measured.

e More clarity is needed regarding the division of
responsibilities among different health and social
care disciplines.

* There is also a policy gap regarding end-of-life care
for people with dementia. The focus is on living well
with dementia, with relatively less attention to the
complex medical, social and ethical management
of the physical decline that leads to death.

e There is an urgent need for more research, specific
to the dementia field, regarding: preferences of
people with dementia, and how these can be
elicited; the implementation, benefits and harms
of advanced care planning; and the relative costs
and benefits of palliative care assessments and
services in the more advanced phases of the
condition. Current good practice guidelines are
almost entirely based upon expert opinion and
CONsensus.

Dementia care pathways and the health
system context

Reviews of the care for people with dementia in
Canada, China, Indonesia, Mexico, South Africa, South
Korea and Switzerland have identified key challenges
to the implementation of better healthcare pathways for
people with dementia:

* |n most of the countries, the low levels of
awareness and training of healthcare staff
contribute to low rates of diagnosis, as dementia is
considered a normal part of ageing. For those who
are diagnosed, the lack of professional knowledge
about treatment and care options may also deny
people access to post-diagnostic care, treatment
and support.

¢ Access to healthcare for people with dementia
remains a problem for some parts of the population
in most of the countries. Access can be restricted
as result of the financing arrangements (particularly
in low and middle income countries, some people
have inadequate or no public health cover at all,
and, even in high income countries, the out-of-
pocket payments can be too high for those in low
incomes). People from some ethnic groups and
people living in care homes have more difficulties
accessing appropriate care in most countries.

e Geographic inequities (poor availability of care in
rural and remote areas) remain a problem even
in high income countries, although there are
examples of the use of technology to improve this.

¢ In all the countries except for Canada and South
Africa, primary care does not have a gatekeeping
role and people are able to access specialist care
directly, which may result in people accessing care
that is unnecessarily expensive, or even accessing
the wrong specialists. The ease of access to
specialist care, combined with a perception that
primary care is of lower quality, may be important
barriers to the development of task-shifted care
pathways.

The costs of implementing a task-
shifted dementia healthcare pathway

We estimated the costs of implementing a dementia-
specific healthcare task-shifted pathway in in Canada,
China, Indonesia, Mexico, South Africa, South Korea
and Switzerland. The pathway was based on the
literature reviews conducted as part of this report and
it involves:

e Diagnosis: mostly carried out in primary care by
primary care physicians and case managers, with
some people referred to specialist care.

¢ Initial treatment and post-diagnostic support:
an assessment for anti-dementia drugs, post-
diagnostic support package, and carer training and
support).

e Continuing care: anti-dementia medication reviews,
management of behavioural and psychological
symptoms and case management.

e End-of-life care.

e A proportion of people, those with more complex
dementia and co-morbidities, would continue to
access a specialist care pathway.



We compiled unit costs for each of the countries,
complemented with international estimates when local
unit costs were not available. Results from costing the
pathway in each of the countries show that:

e The costs of the task-shifted pathways are
relatively low compared to overall healthcare
spending. We have estimated that the cost of the
pathway in 2015, per person diagnosed, would
range from $39 per year in Mexico (or $3.90 per
person with dementia), to $2,113 in South Korea
($1,057 per person with dementia).

e The prescription costs of anti-dementia drugs
are very high in some of the countries (China,
Indonesia, South Africa and South Korea),
representing more than 80% of the cost of the
pathway. This is in part because of drugs remaining
under patent, lack of consolidated purchasing,
and reluctance to use generic medicines. This is
aggravated in some countries by doctors using
additional prescription fees to supplement their
incomes. If, by 2030, the use of generic medicines
was the norm, the cost of the task-shifted care
pathway would be 40% lower than that of the
specialist pathway in all three HIC, making
increased coverage more affordable.

Conclusions and recommendations

Four main themes emerged from the reviews
conducted for this report:

1. Systematisation of care processes
Systematisation should include:

e standards of care at different phases of the
condition;

¢ role specification (‘who does what’);
e clear referral indications and pathways; and

¢ relevant process and outcome indicators to be
measured.

2. Managing complexity

e Much more effort needs to be applied to the
effective management of complex multimorbidities
(multiple health problems) in dementia healthcare,
in particular chronic physical health conditions.
There is evidence that chronic physical health
conditions are undermanaged for people with
dementia, with missed opportunities to improve
function and avoid acute crises leading to
hospitalisation (for example, nutrition, hydration,
falls, infection, delirium and medication
management).
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3. Need for more research

¢ Researchers should work with policymakers
and providers to ensure that the innovations that
they propose to evaluate are policy relevant, fully
implementable in the context of the research
evaluation, and capable of being taken to scale in
the event that effectiveness and cost-effectiveness
are demonstrated.

4. Coverage, costs and efficiency

¢ Increasing the coverage of dementia care will
increase total costs to the health system, since
more people will be being treated. This, coupled
with the increasing numbers of people living with
dementia, is likely to be a key driver of trends in
healthcare costs.

¢ |n this context, a move towards a less specialised,
more task-shifted model of care can be advocated
on two grounds:

First, mobilising the untapped potential of the
non-specialist primary care workforce can
alleviate resource constraints, enabling scaling
up to take place (especially critical for low and
middle income countries).

Secondly, this strategy is likely to optimise
productive efficiency. Under either scenario, the
unit costs of care are assumed to fall.

e Over time, as tasks are shifted successfully to the
primary care level, commissioners will be able
to shift budgets from secondary to primary care
and per capita costs of care may fall. In reality
though, the main benefits of task-shifting may be
the unlocking of resource capacity to meet the
increasing demand.

e There is also the possibility that task-shifted and
task-shared care may be of higher quality; more
local, more holistic and personalised, and more
comprehensive, integrated and continuous.

¢ To improve coverage using a task-shifted approach
requires that health systems provide universal
health coverage, good access to care for those in
rural areas and from disadvantaged groups and,
crucially, that primary healthcare has a central (and
gatekeeping role) in health systems.

e Scaling up dementia care would seem to be
affordable, in principle, in all countries included in
our review.

e The cost of anti-dementia drugs had a large
impact on the total cost of the dementia healthcare
pathway where low cost generic versions of
acetylcholinesterase inhibitors and memantine
were not yet available.
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We need to focus on achieving high coverage of
dementia diagnosis and continuing care, both to
ensure access to current evidence-based treatments
and support, and to create systems and platforms
with the capacity to deliver, with equity, much more
effective treatments in the future.



CHAPTER 1
Introduction

1.1 Healthcare in context

Narratives and reviews of dementia care systems have
tended to emphasise social care, whether provided by
unpaid family carers, or services that are developed

to support, supplement or substitute their core role

in the journey of care. This was the topic of the World
Alzheimer Report 2013'. The focus is understandable
in many ways. The goal of ‘living well with dementia’

is achieved when care is person-centred, seamless
and co-ordinated, and when the needs of people

with dementia, and their carers, are anticipated and
met in a timely fashion throughout the course of

the condition. Much remains to be done to achieve
this objective - long term care systems around the
world are too often fragmented, unresponsive, and

of inadequate quality, and coverage of core support
services is low, particularly in less well-resourced low
and middle income countries (LMIC)'. There is also a
fiscal imperative; 80-85% of the global societal costs
of dementia (currently estimated to be US$818 billion)
arise from the direct costs of social care services,

and the informal unpaid inputs of family carers?. In
high income countries (HIC) informal care and the
direct costs of social care (community homecare, and
residential care) make similar contributions to total
costs. In LMIC, the costs of informal care predominate,
since a structured formal social care sector has, as yet,
not been developed.
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Less attention, relatively speaking, is paid to the
systems and services that deliver healthcare for people
with dementia. Currently, only 10-15% of total societal
costs arise from healthcare, regardless of setting?.

Healthcare costs are modest because:

1. Diagnostic coverage is low. In most HIC, only 40-
50% of people living with dementia have received a
diagnosis. In LMIC there are few available estimates,
but diagnostic coverage is unlikely to exceed
5-10% in most settings®-5. Diagnostic coverage
is important, since this is the gateway to planning
for, and receipt of, health and social care services,
across the disease course. Increasing the coverage
of timely dementia diagnosis is a priority for most
current national and regional policies and plans.

2. Dementia specialist care is underdeveloped in
LMIC. There are very few geriatricians, neurologists
and psychiatrists, and few hospital or community-
based services dedicated to diagnosis and
continuing care®-8. Coverage of continuing care
services remains low in HIC, in part because of low
diagnostic coverage, but also because specialist
services struggle to provide continuous and
responsive care to rapidly increasing numbers of
people with dementia®.

3. Even interventions with a strong evidence-base
(for example acetylcholinesterase inhibitors and
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memantine) are not being delivered to all who
might benefit, while others have scarcely been
implemented at all (carer education, training and
support).

4. Other interventions that have been proposed and
considered in some health systems (for example
early post-diagnostic support, cognitive stimulation,
and case management/coordination) remain thinly
evidenced, particularly as regards their cost-
effectiveness, and have not, as yet, been taken to
scale in most health systems.

5. There are, as yet, no treatments that alter the
course of dementia. Following on from the G7-led
Global Action on Dementia, development of such
treatments is an intergovernmentally agreed global
public health priority'®. The distribution of health and
social care costs for dementia is strikingly different
to those, for example, of cancer care, where the
aim is remission or cure, often through the use of
expensive drugs and diagnostic technologies. In
the event that such treatments are identified for
dementia, we will need to have delivery systems
capable of providing high coverage, with equity.

The salience of healthcare to achieving better
outcomes for people living with dementia is indicated
by the results of a recent research prioritisation
exercise, led by WHO for the G7 Global Action on
Dementia legacy process, eight of the top 20 research
avenues identified related to diagnosis, or the delivery,
or quality of dementia care. Most of these research
avenues either primarily concerned healthcare
services, or involved potential inputs from healthcare
services (see Box 1.1)

1.2 Structural barriers to the delivery of
effective healthcare for older people

The Madrid International Plan of Action on Ageing
called for the elimination of social and economic
inequalities in access to healthcare and the
development of healthcare and long-term care to
meet the needs of older persons'". It is important

to acknowledge that the goal of age-appropriate
healthcare for all is far from being achieved'2. The
fitness for purpose of health services and systems for
older adults with complex, interacting, chronic medical
and social problems remains open to question'.
Ageist attitudes and beliefs; that ill health is inevitable,
intervention ineffective, and improved outcomes
inherently less valuable; are widespread even among
older people and healthcare professionals'™. Health
services are often not adequately orientated to the
assessment and management of complex cognitive,
physical and mental multimorbidities, and the provision
of continuing rather than curative care''®, Structural
barriers to accessing healthcare include the high cost
of chronic disease care when incomes are insecure,

Box 1.1

Dementia research priorities
relevant to the healthcare sector
(WHO Research Prioritization
EXercise)

¢ |dentify clinical practice and health system-
based interventions that would promote a
timely and accurate diagnosis of dementia in
primary healthcare practices. (Diagnosis)

e Evaluate the relative effectiveness and
identify the optimal models of care and
support for people with dementia and their
carers in the community (e.g. collaborative
care, integrated health and social care, case
management) across the disease course.
(Delivery of care)

¢ |dentify strategies to anticipate and deliver
effective and cost-effective late life and
end of life care for people with dementia,
including advance care planning. (Delivery of
care)

e Determine the most effective interventions
for educating, training and supporting formal
and informal carer(s) of people with dementia.
(Quality of care)

e Determine and ensure optimal use of
psychological and pharmacological
treatments for Behavioral and Psychological
symptoms of Dementia (BPSD) to maximize
patients’ quality of life and caregiver burden
reduction. (Quality of care)

¢ Understand the role of assistive and
technological devices, including e-health
and mobile health technology strategies, for
people with dementia and/or their carer(s).
(Delivery of care)

¢ Develop and evaluate policies, investments
and plans for increasing the capacity,
knowledge, skills and interest of the health
and social care workforce in the field of
dementia. (Quality of care)

e Establish norms and standards for the
highest quality of care in residential and
nursing homes and approaches to assist
families of people with dementia to determine
the optimal time to consider placement.
(Quality of care)




healthcare is financed by out of pocket payments and
insurance coverage is incomplete'®-'8,

1.3 Purposes of healthcare for dementia

In the USA, the Advisory Council for Alzheimer’s
Research, Care and Dementia interdisciplinary
Dementia Measures Work Group recently defined the
objectives of clinical care as:

“preserving, to the maximum possible extent,
cognitive and functional abilities, reducing the
frequency, severity, and adverse impact of
neuropsychiatric and behavioral symptoms,
sustaining the best achievable general health,
reducing risks to health and safety, and enhancing
caregiver wellbeing, skill, and comfort with
managing the patients with dementia in partnership
with health care providers.”'?

1.4 Healthcare resources

In many high income country health systems it

is possible to discern two branches of dementia
specialist healthcare service, which have been
characterised as an ‘early intervention’ stream

(mainly outpatient memory clinics, focussing on early
differential diagnosis and early intervention to minimise
future harm, risk and cost for the patient) and a ‘serious
mental iliness’ stream (co-ordinating community care
in the more advanced stages of the disease treating
severe and complex disorders with high levels of risk
and co-morbidity)?°.

There are very few comparable data available
internationally regarding the extent of specialist
healthcare resources for dementia care. This will
change, with the establishment in 2016/17 of the WHO
Global Dementia Observatory, with one core activity
being to obtain detailed information from Ministries

of Health on healthcare resources, and coverage of
services.

In the UK a national audit of memory clinic services
indicated that, in 2014 there were 222 memory

clinics (one for every 3400 people with dementia)®.
Numbers of assessments increased 31% in one year
(2013-2014), but without any equivalent increase

in resourcing or capacity. Average waiting time for
assessment and diagnosis post assessment both
increased slightly over the same period, as did the
range of waiting times (from one week to 32 weeks).

In the Netherlands, where this process was monitored
between 1998 and 2009, the number of clinics
increased from 12 to 63, the number of new clients
seen annually has risen from 1,700 to 14,175, and the
estimated proportion of all incident cases of dementia
in the Dutch population that receive a formal diagnosis
through a memory clinic rose from 5% to 27%?2'. Such
specialist services have also begun to be developed in
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low and middle income countries, typically on western
lines?2, but in a sporadic and unplanned fashion, and
with low levels of national coverage. Thus, in India
there were estimated, in 2013, to be approximately
100 memory clinics nationally (approximately one
clinic per 37,000 people with dementia), two-thirds
supported by a pharmaceutical company?3, Almost
all the federal government super specialty hospitals,
with neurology and psychiatry services, had a memory
clinic or specialty clinic for people with dementia, but
with almost no clinics in other government hospitals?3.
In China, a survey of 36 tier 3 hospitals (randomly
selected from 995 nationwide) indicated that only one
sixth had functioning memory clinic services, and that
there were only a small number of neurologists with
competencies as dementia practitioners2*. This would
suggest around 166 memory clinics nationally, or one
for every 48,000 people with dementia. Only 0.1% of
outpatients received a diagnosis of dementia. After
the institution of a training programme memory clinic
services were introduced in all of the hospitals, and
the proportion of outpatients diagnosed increased
fourfold, to 0.4%24. In the 30 hospitals previously
without memory clinics the proportion of outpatients
diagnosed increased from 0.03% to 0.38%. Overall,
the proportion of patients diagnosed according to
standard procedures increased from 23.1% to 97.5%.
The proportion of those diagnosed with Alzheimer’s
disease prescribed acetylcholinesterase inhibitors
increased from 19.7% to 66.6% and receiving
memantine from 4.1% to 21.5%.

The three studies described here confirm the general
sense that:

1. Services in many high income countries provide
comprehensive geographic coverage, but may
struggle to meet increasing demand

2. In middle income countries, services are very
limited, and are largely restricted to tertiary care
hospitals in major population centres.

The default option, worldwide, is for healthcare for
people with dementia to be provided by primary
healthcare services. Again, we do not know what
proportion of diagnoses, and continuing care

for dementia is being provided by primary care
practitioners (PCPs). In North America, it seems that
PCPs may play an important role, in part because of
difficulties in accessing specialist services?>—28. For
low and middle income countries it seems likely that
diagnosis in primary care is currently very infrequent,
and as such, while general healthcare may be being
provided, there would also be almost no dementia-
specific structured continuing care and support
provided at this level of the health system?%:30,
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1.5 Functions and processes of
healthcare for dementia

Prevention is traditionally the province of government
public health and disease control agencies. However,
the healthcare sector, in particular primary care, has
an important role in promotion, prevention and early
intervention with respect to the emerging consensus
on modifiable risk factors for dementia (hypertension,
diabetes, smoking, and underactivity)3'32,

The diagnosis of dementia requires a careful medical
history and examination, cognitive testing, and
assessment of functional impairment. Progressive
dementia needs to be distinguished from normal
ageing. Differential diagnosis entails exclusion of other
possible causes of cognitive decline (for example,
delirium or depression) and possible causes of
secondary dementia need to be identified and treated
where present. Formal diagnoses, and dementia sub-
typing are often made by specialist teams working in
memory clinics or other diagnostic services, and in
some healthcare settings access to certain dementia
drugs, services and benefits are dependent upon
this. However, non-specialists, particularly in the
primary care sector have an important part to play.
While screening for dementia remains controversial
(see section 2.4), there is broad agreement that, if
appropriate, it is best conducted in primary care®. In
many health systems, primary healthcare services are
the natural ‘first port of call’ for those seeking help for
a new health problem, and PCPs play an important
gate-keeper role, deciding which patients should and
should not be referred on for specialist assessment
and treatment. In a case-note study from the UK, 96%
of patients on a primary care register with confirmed
or suspected dementia had their diagnosis first made
in primary care, and two-thirds of those identified

in primary care were then referred immediately for
specialist attention34,

People with dementia are highly likely to be living

with complex multimorbidities, with both mental and
chronic physical health conditions. It is important

that these are addressed, to minimise cognitive and
functional disabilities, to prevent and treat newly
emerging behavioural symptoms, and to optimise
quality of life. This needs to be done in a holistic
manner, accounting for the preferences of people with
dementia and carers, and with coordination to increase
efficiency, reduce burden on people with dementia,
and limit potential adverse effects.

In many HIC settings, avoidance of hospitalisation
(particularly emergency department attendance

and non-elective admission) of people living with
dementia has become an explicit policy aim, with
recommendations to better manage admissions,
reduce length of stay, and facilitate discharge.

While the hazards of hospitalisation and the poor
outcomes achieved are increasingly understood, it

is also possible that people with dementia may be
being denied the right to receive hospital-based
medical interventions that might improve their overall
functioning and quality of life (through a variety of
mechanisms including diagnostic overshadowing,
misperceived contraindications, and failure to
address lack of capacity to consent). Even where
hospitalizations might be better avoided, or shortened,
alternative home-based care options (for example,
‘hospital at home’) need to be developed, evaluated
and resourced.

Health and social care assessments and interventions
should be closely aligned. Carer demands and carer
strain increase when morbidity is under-diagnosed and
undertreated (for example pain, bowel and bladder
function, sensory impairments, and behavioural and
psychological symptoms). Services that supplement
or substitute for informal care (home care, respite
care, residential care) are resource- and cost-
intensive, and healthcare professionals are needed

to provide input into social care needs assessments.
Post-diagnostic support, case management, and
education, and training and support interventions for
carers can bolster informal care, reduce the need for
supplementary support and transition into care homes,
prevent consequential physical and mental health
problems, and increase the efficiency with which
healthcare services are used. These are all examples
of services that fall on the cusp between health and
social care. While the professionals who carry out and
lead these activities may be located within either the
health or social care sectors, their success will depend
critically on the extent of intersectoral integration and
coordination.

1.6 Principles of healthcare for
dementia

A public health model for dementia care prioritises
meeting population level needs, rather than merely
optimising the quality of care for the minority who
access high quality specialist care. There is, therefore,
a focus upon increasing coverage (the proportion of
those in need that receive care), and effective coverage
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(the proportion of those in need whose needs are

met). Note that diagnostic coverage places a ceiling on
treatment coverage, since, without a diagnosis, it is not
possible to deliver comprehensive structured dementia
care (see Figure 1.1). Levels of treatment coverage

will therefore be lower than the levels of diagnostic
coverage provided in previous sections, since many

of those diagnosed are not in receipt of appropriate
continuing care. Levels of effective coverage will be
lower still. Increasing coverage requires promoting
demand (help-seeking) through increased awareness,
scaling up the supply of diagnostic and care services
to meet the demand, and a reduction in the barriers to
access. Aside from coverage, the success of scaling
up initiatives are conventionally judged upon the

equity with which care is delivered (equitable access
to services based only upon need), and the outcomes
achieved.

Figure 1.1
Dementia diagnostic and treatment coverage

All people with dementia }

b

Not diagnosed
(diagnosis gap)

People with dementia,
who have received a diagnosis

(diagnostic coverage) }

w

Diagnosed but not
receiving care

(treatment gap)
People with dementia,
who have received a diagnosis
and are receiving care
consistent with guidelines
(treatment coverage) } Receiving care but with
D sub-optimal outcomes
(effectiveness gap)
People with dementia, who

have received a diagnosis

and are receiving care with
acceptable outcomes
(effective coverage)

Currently, within HIC, models of health service care for
dementia tend to be highly specialised, from diagnosis
onwards, with very little formal recognition of the role
of primary care services, or allocation of tasks to this
sector. There are many potential limitations to this
approach. It is unlikely that full coverage of services
could be attained, and efficiency has probably not
been optimised. Those who have received a diagnosis
often do not receive seamless and continuing care,
which is beyond the capacity and reach of specialist
services working in isolation. The specialist model of
dementia care does not facilitate care-coordination
for those with complex multimorbidities, which is a
core function of primary healthcare. In most LMIC,
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specialist services are far too under-resourced to
have the capacity to deal with current levels of need,
and demand (numbers affected) is likely to increase
more rapidly than the development of the specialist
workforce. When existing healthcare resources are
not well-matched to the local healthcare need, then
services become less accessible, and even when they
are accessible, they are less affordable. Some degree
of task-shifting to non-specialist healthcare workers
will therefore be an essential component of scaling up
services in resource-poor settings®53¢. Collaborative or
shared-care models distribute tasks between primary
and secondary care services in a structured and
organized fashion.

Task-shifting

Task-shifting is defined as delegating selected tasks
to existing or new health professional cadres with
either less training or narrowly tailored training®”. This
may involve shifting tasks from higher- to lower-skilled
health workers (e.g. from a neurologist specialist
doctor to a PCP), or creating new professional cadres,
whereby tasks are shifted from workers with more
general training to workers with specific training for

a particular task (e.g. from a PCP to a dementia case
manager). The two underlying assumptions are that the
unit cost of the task-shifted option is cheaper, and that
the quality of care and its outcomes are equivalent. The
less-specialised cadre are generally more numerous,
and hence have the capacity to alleviate the resource
constraints that are barriers to achieving increased
coverage. In technical terms, the primary objective

of task-shifting is to increase productive efficiency,
that is, to increase the volume of healthcare services
provided at a given quality and cost, or, alternatively,
to provide the same level of healthcare services at a
given quality, but at a lower cost®”. Hence task-shifting
can be a relevant strategy for resource-limited LMIC
(with the aim of increasing coverage). Evidence from
LMIC indicates that, with adaptation and appropriate
training and supervision, it is feasible for interventions
developed to be delivered by specialist doctors to be
taken on by non-specialists (and non-doctors) without
an adverse effect on clinical outcomes®7-3°. Although
this literature is growing, as the authors of one review
point out the evidence remains of moderate extent
and quality, and more rigorous research is required?”.
One of the key findings from the review of task-shifted
care was that quality of care tended to suffer when the
complexity of the intervention increased®”. The quality
of training is critical, and there is a need for ongoing
support to maintain motivation and fidelity. Barriers

to task-shifting included institutional and professional
resistance.

In better resourced HIC, it might be assumed that
the main objective of task-shifting might be to reduce
costs. However, coverage levels of dementia services
need to increase, and as the numbers of people with
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dementia increase inexorably, resource limitations will
become increasingly apparent. A key objective of task-
shifting is to reduce the time needed to scale up the
health workforce, because the cadres performing the
shifted tasks require less training®. It is quicker and
cheaper to train practice nurses to carry out structured
diagnostic assessments in primary care, than to train
greatly increased numbers of neuropsychologists and
neurologists. For these and other reasons (localism,
person-centred care, and care coordination) there is
increasing interest in task-shifted community-based
models of care for older people.

Task-sharing

In reality, almost all task-shifted models of service
delivery include an element of task-sharing between
specialist and non-specialist services. As a minimum,
this requires a commitment to training, and ongoing
supervision and support. There also need to be clearly
defined referral protocols, to cater for instances
where the complexity or severity of a case, and/or
the assessments and interventions required exceeds
the non-specialist’s competence to provide safe

and effective care. Specialists are often involved

in the design, and sometimes the governance and
management, of task-shifted models of care*C. In
collaborative, or shared care models specialists and
non-specialists work together to provide a service,
with the roles and activities of each, and their
interaction carefully designed. Such services may

be led by specialists or non-specialists. A critical
feature is effective sharing of information between
patient, and specialist and non-specialist. This is best
achieved through a single health information system,
sometimes held by the patient. From the point of view
of productive efficiency, the optimal skill mix is the
combination of health professionals that produce a
given level of healthcare services at a particular quality
for the lowest cost.

The World Health Organization has defined integrated
care as

“a concept bringing together inputs, delivery,
management and organization of services related
to diagnosis, treatment, care, rehabilitation and
health promotion. Integration is a means to
improve services in relation to access, quality, user
satisfaction and efficiency.™’

Horizontal integration refers to the linkage of different
disciplines or elements of care at the same level of
care, for example mental and physical healthcare, or
health and social care. Vertical integration refers to the
linkage of care at different levels of specialisation, for
example primary, secondary, and tertiary healthcare).

1

Integrated care is closely related to the concept of
continuity of care, which is often best viewed through
the patient’s perspective of navigating their way
through the health and social care systems. There are
at least three relevant components to continuity of
care*':

1. Continuity of information (best achieved by a single
information system, or by shared access to records
and highly effective communication),

2. Continuity across the primary-secondary care
interface (collaborative care models, clear and
responsive referral protocols and pathways,
effective communication and discharge planning
from specialist to generalist care), and

3. Provider continuity, seeing the same professional
each time, with the opportunity to establish a
therapeutic, trusting relationship (a role often filled
by the primary care physician, a key worker, or case
manager).

There is ample evidence that dementia care systems
have failed to achieve acceptable levels of integration®2.
Care processes are characterised by fragmentation;
primary and secondary care health services, and
social care often operate relatively autonomously

with too little communication, and some duplication

of activities*3#4. There are often unacceptable delays
in accessing specialist services®4%-47, and, in some
systems, structural barriers to making referrals from
primary care'®25, Multimorbidity is highly prevalent
among people with dementia, and poses challenges
for integrated management of chronic cognitive, mental
and physical health conditions*8-5'. Multimorbidity
increases sharply with age, and is strongly associated
with impaired quality of life52, disability, dependence’?
and mortality>4. Those with multimorbidity account
for 96% and those with more than five conditions for
68% of US Medicare expenditure, and unnecessary
hospitalisations increase exponentially with increasing
multimorbidity5%6. Rigid application of clinical
practice guidelines for single disorders may contribute
to polypharmacy, adverse drug interactions and
unnecessary cost®. A holistic approach has been
advocated, with comprehensive assessment, leading
to well-integrated continuing care, focussing first

and foremost upon patient preferences in an effort to
streamline care and increase its acceptability58-59,

1.7 Health system level interventions to
improve the quality of dementia care

The Case Management Society of America defines
case management as “a collaborative process of
assessment, planning, facilitation, care coordination
and advocacy for options and services to meet an
individual's and family’s comprehensive health needs
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through communication and available resources to
promote quality cost-effective outcomes”.6°

The case manager promotes integration of care,

first, through provider continuity. They are a constant
point of contact and reference for the patient and
their family, while multiple services might be involved
in providing care. Their core roles include advocacy,
communication, education, identification of service
resources and service facilitation®0. They help the
patient and family to negotiate the complexities of
the care system, promote self-management, and

can help ensure that care is efficient, and prioritised
in a way that is consistent with individual values

and preferences. There is often an element of task-
shifting implicit in case management, since the case
manager is an example of a new professional cadre
with specific training and skills for a defined set of
tasks. In dementia care, there is particular interest in
the concept of case managers operating at the level
of primary care®'62, Primary care physicians are the
first health system contact for early diagnosis and
management of dementia, but primary healthcare
systems are not yet equipped to deal with the diverse
needs of patients and carers across the course of
the condition. Case management could, in principle,
increase the capacity of primary healthcare to attend to
these needs, improve the quality of dementia care, and
provide cost-effective coordination of services.

What is a care pathway?

The concept of the care pathway has become
increasingly influential in many domains of health
service management and research, including

the delivery of care for chronic conditions. The
fundamental principle is to apply a structured and
organised approach to the planning, resourcing

and delivery of continuing care. While every patient
goes through a care process, and these vary among
patients with particular conditions, care pathways are
about planning and managing those processes, in
advance, for defined groups of individuals. Operational
management, end-to-end, of a care process differs
from the more conventional activity of managing care
units (in healthcare terms, hospitals, primary healthcare
facilities or services).

There are several definitions of care pathways.
Schrijvers et al refer to “process innovations

that focus on improving the organisation of care
processes”%3. The European Pathway Association
defines a care pathway as “a complex intervention
for the mutual decision making and organization of
care processes for a well-defined group of patients
during a well-defined period”8+%5. In the UK, the
term “integrated care pathway” is used to emphasise
the coordination of different elements along the
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pathway, “a multidisciplinary outline of anticipated
care, placed in an appropriate timeframe, to help a
patient with a specific condition or set of symptoms
move progressively through a clinical experience

to positive outcomes”®8. However, others consider
this tautologous; all care pathways are by definition
integrated, given that avoidance of fragmented care
processes is one of the main objectives®3, This aspect
is highlighted by the European Pathway Association’s
defining characteristics of a care pathway®°:

¢ An explicit statement of the goals and key elements
of care based on evidence, best practice and
patient expectations

¢ The facilitations of the communication and
coordination of roles, and sequencing the activities
of the multidisciplinary care team, patients and
their relatives

e The documentation, monitoring, and evaluation of
variances and outcomes

¢ The identification of relevant resources

A care pathway approach to continuing care
comprises®3:

1. a care plan for each individual patient (patient
planning and protocol);

2. the planning of care in care pathways (patient group
planning and control);

3. the capacity planning of professionals, equipment
and space (resource planning and control);

4. the planning of the number of patients to be treated
and care activities to be carried out (patient volume
planning and control), and

5. the long-term policy of the institution (strategic
planning).

Not all healthcare activities lend themselves to a care
pathway approach, since not all care is provided for a
“well-defined patient group” and a “well-defined period
of time”. There is clearly a world of difference, in this
respect, between inpatient surgery for inguinal hernia,
and dementia care. For continuing care of chronic
conditions, care plans may need to be drawn up and
delivered flexibly, contingent upon differing needs,
clinical trajectories and responses to intervention. A
‘stepped care’ approach is often used, whereby a
patient first receives the most effective, least invasive,
least expensive and shortest form of assessment

or intervention, given the nature and severity of

the problem. Following review assessment and/or
intervention can be escalated to the next level where
necessary.
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How might a care pathway approach be
applicable to dementia care?

Dementia care would seem, at first pass, an
unpromising candidate for application of the care
pathway approach®’. Patients present and are
diagnosed at different stages in the disease process.
The course of the condition can be highly variable,

in terms of deterioration in cognitive and functional
abilities, and onset of behavioural and psychological
symptoms. The impact on the individual and their
family, and the consequent need for additional care
and support, will be highly context dependent.
Services strive to deliver person-centred care
throughout, emphasising the need to elicit, understand
and respond to changing needs in the context of
values and preferences. Far from a ‘well-defined time
period’, the need for care starts with help-seeking prior
to diagnosis, and extends across the disease course,
to death and beyond. And yet, within limits, there

are aspects of the evolution of the condition, and the
needs for evidence-based intervention and support at
particular phases of the process that are predictable.
The course of dementia tends, by definition, to be
progressive, although there may be ‘plateau’ periods.
For dementia, monitoring, care and support needs

to be continuous, but particular activities may be
indicated at particular phases of the condition. Recent
developments to the care pathway approach include

a distinction between highly structured fixed time care
pathways (e.g. inguinal hernia surgery) and non-fixed
time but phase-oriented care pathways®3, which would
be more applicable for dementia care.

The overall objective of a care pathway would be to
provide seamless high quality care that is responsive,
flexible and continuing, with the aim of maximising
independence and participation, and optimising health
and quality of life for patient and carers throughout.

Phase-orientated care for people with dementia

People with dementia have a right to a timely diagnosis,
well made®®. The concept of a timely diagnosis was
advanced by the INTERDEM group, conducting an
analysis of ‘The primary care diagnosis of dementia

in Europe’ using multidisciplinary, multinational expert
groups, to establish the potential for a consensus
guideline®®.

“Timely diagnosis is defined as the time when the
patient or caregiver and the primary care physician
recognize that a dementia syndrome may be
developing. The preference for timely diagnosis
implies that methodologies should concentrate not
on population screening, but on a speedy response
to the first reported signs of changed behaviour and
functioning in the patient.”6°

Among the proposed benefits of a timely diagnosis
is the relief gained from better understanding of

symptoms that have led to concern®®. A diagnosis

is well made when the process of diagnosis and
diagnostic disclosure is perceived and experienced
as positive and helpful by patient and family. This may
take time, since acceptance may be preceded by
denial, anger, and grief. Good practice for disclosing
dementia diagnosis should include: preparation;
integrating family members; exploring the patient’s
perspective; disclosing the diagnosis; responding to
patient reactions; focusing on quality of life and well-
being; planning for the future; and communicating
effectively’®. Other benefits of a timely diagnosis

are the opportunities to engage in health promotion,
optimise current medical management, maximise
decision making autonomy, plan for the future, and
obtain information about available support services®®.
This implies the need for a physical health and
medication review, a capacity assessment where
indicated, initiation of advanced care planning, and
signposting to community care services. There is
evidence to support the effectiveness of certain
interventions early in the disease course - these
include carer education, training and support, the
prescription of acetylcholinesterase inhibitors for those
who meet criteria, peer support groups for people
with dementia, behavioural activation for depressive
reactions, and, possibly, cognitive stimulation therapy.
The Scottish Government has made a commitment

to delivering a minimum of one year post-diagnostic
support, informed by the Alzheimer Scotland 5 Pillars
Model”" (understanding the illness and managing
symptoms; planning for future decision making;
supporting community connections; peer support; and
planning for future care), and co-ordinated by a Link
Worker.

Since the course of the condition, and the emergence
of complications, is not easy to predict, all people living
with dementia, and their family carers need regular
reviews, to monitor changes in cognitive and functional
ability, to optimise mental and physical health and
wellbeing through health promotion and managing
comorbidity, to attend to nutrition and hydration,

to identify, assess and manage the emergence of
behavioural and psychological symptoms, and to
reassess unmet needs for care and support. The care
inputs over this period of continuing care will depend
upon the results of these reviews, but there should
also be facilitated access to needs-driven advice,
support and reassessment in the intervals between
assessments.

Dementia is an incurable and life-limiting illness, and
the World Health Organization states that ‘every person
with a progressive illness has a right to palliative
care’2. Yet people living with dementia are particularly
unlikely to have access to palliative care services at

the end of life'. Palliative care affirms life and regards
dying as a normal process; intends neither to hasten
nor postpone death; provides relief from pain and other

13
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distressing symptoms; offers a support system to help
patients live as actively as possible until death, and to
help the family cope during the patient’s illness and in
their own bereavement’3. Evidence suggests that while
carers can be resilient in the face of bereavement,
intervention and support services are needed most in
the period before the patient’s death”. Nevertheless, a
palliative care approach may be appropriate across the
illness course, with early advanced care planning, and
continuing review of care preferences.

Benefits and risks of a care pathway approach

There are multiple potential benefits associated with
the introduction of care pathways:

1. An increase in the coherence and consistency of
care between and among services, using evidence-
based guidelines

2. Improvements in the quality of care, through the
application and monitoring of quality standards and
outcomes

3. Improvements in the responsiveness of care,
through better resource planning and allocation,
and identification and removal of bottlenecks in the
system

4. The efficiency of care (and costs), through precise
and optimal role definition, better coordination, and
avoidance of duplication

There is empirical evidence to support these benefits.
In Belgium, 309 healthcare workers reported on 103
care processes for different health conditions in 49
hospitals, using the Care Process Self Evaluation
Tool (CPSET) to rate care processes according to
their degree of organisation’. Care processes that
were supported by formal care pathways were 8.9
times more likely to rate highly on the coordination of
care, 6.7 times more likely to rate highly on follow-up/
continuity of care, and 4.3 times more likely to rate
highly for overall care process quality.

On the other hand, there are legitimate concerns

that an over-concrete application of a care pathway
approach may lead to the mechanisation and
dehumanisation of care, removal of personal choice
and abandoning of an aspiration for a person-centred
approach, and the rationing of access to care. Samsi
and Manthorpe®”, in reviewing the applicability of care
pathways to dementia care highlighted the multiple
possible meanings that might be attached to the
concept by service providers and service users; a
mechanism for the management and containment of
uncertainty and confusion, useful for the professional
as well as the person with dementia; a manual for
sequencing care activities; a guide to consumers,
indicating eligibility for care activities, or a guide to
self-management for dementia dyads, indicating the
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appropriateness of care activities; and a manual for
“walking with” the person with dementia.

Examples of care pathways for dementia

While there are many examples of dementia care
service guidelines, few of these would qualify as
meeting the defining characteristics of a care pathway.
We have identified three examples, which, at least in
part fulfil these criteria.

1. The Queensland University of Technology
Clinical Practice Guidelines and Care Pathways
for People with Dementia Living in the
Community”®

This care pathway was developed in collaboration with
State Government (Queensland Health). Caveats are
emphasised in a set of fundamental principles that
include recognition that people with dementia, their
carers and families are central to making choices about
care, and that service responses need to recognise
people’s individual care journeys. It is acknowledged
that the guidelines and pathways do not encompass
all care scenarios, and should be used flexibly. The
pathways focus on non-pharmacological care only.
The pathways are strongly evidence-based with a
systematic review of existing guidelines, and formal
evidence quality assessment. ‘Practice tips’ are also
provided, which constitute advice on good clinical
practice based upon multidisciplinary expert opinion
from the guideline development group. Assessment
tools are suggested to facilitate and monitor the
delivery of an effective continuum of care.

This care pathway is ‘phase-orientated’ with three

phases identified:

a. Recognition, Assessment and Diagnosis Phase

b. Post Diagnosis, Monitoring, Management and Care
Phase

c. The Advanced Phase

For each phase separate but interactive pathways
are provided for the general practitioner (primary
care physician), the health professional (specialist),
and the care worker (social care professional).

The recommended management strategies at
each phase are summarised in Table 1.1. The full
pathway document’® includes comprehensive clinical
algorithms, in the form of flow charts signifying

the assessments, management decisions and
management actions (including explicit referral
protocols) that need to be taken at each stage.

2. Quality Improvement in Neurology - Dementia
Measures Work Group Measurement Set for
Dementia Management (copyrighted by the
American Medical Association)™®

The Advisory Council for Alzheimer’s Research, Care
and Dementia, established after the passage of the
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Table 1.1

Queensland University of Technology Clinical Practice Guidelines and Care Pathways for People with Dementia Living in the

Community’®

Recognition, assessment and diagnosis
phase

Management Strategies for Persons

with Dementia

Detection

Assessment

Investigation of comorbidities
Functional assessment
Differential diagnosis
Informing the patient and carer

Strategies for Carer support

Postdiagnosis, monitoring, management
and care phase

Treatment of co-morbidities
Behavioural management

Maintenance of function

Legal issues/ Decision making capacity
Service provision

Interventions to support the carer
Impact of caring on sexual relationships
Respite care

Abuse and neglect

Financial assistance

Advanced phase

A palliative approach
Hydration and nutrition
Fever and infection
Symptom management
Transition to residential care

Decision making/advanced directives
Grief and loss

USA National Alzheimer’s Project Act, recommended
quality measures suitable for evaluating and tracking
dementia care in clinical settings. An interdisciplinary
Dementia Measures Work Group has developed

a measurement set applying to continuing care

after dementia has been diagnosed'®. The premise
for this work was that; “health care for persons

with dementia is inconsistent, often suboptimal,

and largely unplanned; ethnic and socioeconomic
disparities are important influences on the quality

of dementia care; partnership with caregivers is
integral to improving care; and that the well-being
and behavioural stability of patients with dementia

is strongly influenced by the well-being of their
caregivers; and comprehensive integrated care and
quality improvement initiatives must be explicit and
practical”®. It includes all stages of dementia in a
single measure set, but calls for functional staging
(mild, moderate or severe dementia) in planning
care. It highlights the importance of palliative care
concepts to guide care prior to the advanced stages
of illness. The measurement set specifies annual
reassessment and updating of interventions and
care plans for dementia-related problems that affect
carers as well as people with dementia. For most
measures, care quality is indicated by the proportion
of eligible patients whose documented care meets the
identified goal. The Work Group considered that while
patient-reported outcomes were a desirable feature of
quality performance assessment, the heterogeneity
of the condition and its management precluded

their adoption'®. The focus on process measures
alone might be considered to be a weakness, but,

as such, the measure set does provide the outline

of a prototypical structured care pathway. While this

is not an explicitly phase-orientated pathway, the
indicators fall into five categories of decision making
(Table 1.2): 1) assessment of the person with dementia
postdiagnosis (measures 1-4 and 6), 2) management
of neuropsychiatric symptoms (measure 5), 3) patient
safety (measures 7 and 8), 4) palliative care and end-
of-life issues (measure 9), and 5) caregiver issues
(measure 10).

3. The World Health Organization Mental Health
Gap Action Programme (mhGAP) evidence
based guidelines and intervention guide’’

The WHO mhGAP guidelines address nine priority
mental, neurological and substance use disorders;
dementia, depression, psychosis, bipolar disorders,
epilepsy, alcohol use disorders, drug use disorders,
self-harm/suicide, developmental and behavioural
disorders, and other significant emotional or medically
unexplained complaints. They have been developed
specifically for use by health-care providers working
in non-specialised healthcare settings after adaptation
for national and local needs. The explicit purpose is

to reduce the treatment gap for these conditions. The
guidelines comprise an expert consensus (from the
international Guideline Development Group) of those
elements of a package of care that are both evidence-
based and feasible, in principle, of being delivered by
non-specialists healthworkers in this context35:36.78,
The guidelines are transparently and strongly based
on evidence from systematic reviews of the literature.
Extensive supporting resources are provided on the
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Measure title and description of the final 10 dementia measures (measures copyrighted by the American Medical Association)

Measure title Description

1. Staging of dementia

Percentage of patients, regardless of age, with a diagnosis of dementia, whose severity of
dementia was classified as mild, moderate or severe at least once during the 12 month period

2. Cognitive assessment

Percentage of patients, regardless of age, with a diagnosis of dementia, for whom an assessment
of cognition is performed and the results are reviewed at least once within a 12 month period

3. Functional status assessment

Percentage of patients, regardless of age, with a diagnosis of dementia, for whom an assessment
of functional status is performed and the results are reviewed at least once within a 12 month
period

4. Neuropsychiatric symptom
assessment

Percentage of patients, regardless of age, with a diagnosis of dementia, for whom an assessment
of neuropsychiatric symptoms is performed and the results are reviewed at least once within a 12
month period

5. Management of neuropsychiatric
symptoms

Percentage of patients, regardless of age, who have one or more neuropsychiatric symptoms who
received or were recommended to receive an intervention for neuropsychiatric symptoms within a
12 month period

6. Screening for depressive symptoms

Percentage of patients, regardless of age, with a diagnosis of dementia, who were screened for
depressive symptoms within a 12 month period

7. Counseling regarding safety
concerns

Percentage of patients, regardless of age, with a diagnosis of dementia, or their caregiver(s), who
were counselled regarding safety concerns within a 12 month period

8. Counseling regarding risks of driving

Percentage of patients, regardless of age, with a diagnosis of dementia, or their caregiver(s), who
were counselled regarding the risks of driving and the alternatives to driving at least once within a
12 month period

9. Palliative care counseling and
advance care planning

Percentage of patients, regardless of age, with a diagnosis of dementia, or their caregiver(s), who
1) received comprehensive counselling regarding ongoing palliation and symptom management
and end of life decisions and 2) have an advance care plan or surrogate decision-maker in the
medical record or documentation in the medical record that the patient did not wish or was not
able to name a surrogate decision-maker or provide an advanced care plan within 2 years of initial
diagnosis or assumption of care

10. Caregiver education and support

Percentage of patients, regardless of age, with a diagnosis of dementia, whose caregiver(s) were
provided with education on dementia disease management and health behaviour changes and
were referred to additional resources for support within a 12-month period

WHO mhGAP website (http://www.who.int/mental_

health/mhgap/en/)

‘Red flags’ are indicated for the need for immediate
referral to specialist services, where available (unusual
presentations, suspicion of delirium). Detailed

The accompanying mhGAP Intervention Guide
(mhGAP-IG), also developed through a systematic
review of evidence followed by an international
consultative and participatory process, is a technical
tool developed by WHO to assist in implementation

of MhGAP. Its purpose is described as “integrated
management of priority conditions using protocols

for clinical decision-making”, and as such essentially
constitutes a care pathway, structured around an
assess > decide > manage structure. For dementia,
the Intervention Guide provides an initial assessment
and management guide (does the person have
dementia/another priority mental disorder/BPSD? Are
cardiovascular disease and risk factors present? Does
the person suffer from other physical conditions? Is the
caregiver experiencing strain or in need of support?

guidance is then provided for the process of identifying
dementia, providing psychosocial interventions
(managing BPSD, and interventions for carers), and
pharmacological interventions. There is also a detailed
plan for routine follow-up reviews. The intervention
guide (http://www.who.int/mental_health/publications/
mhGAP_intervention_guide/en/) is currently available
in Arabic, English, French, Japanese, Persian,
Portuguese, and Spanish.

The Dementia Measures Work Group concluded:

“The emphasis on dementia management in this
measurement set recognizes the enormous challenge
dementia presents to individual patients and their
caregivers, health care providers, public health, and
government and private insurers. While patients,
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caregivers, and health professionals await more
effective disease-modifying treatments for patients
with dementia, adherence to the measures outlined
here will improve the quality of life for patients and
caregivers with dementing illnesses.” 1°

There are additional potential benefits. If standard
evidence and guideline-based care pathways are
adopted within a healthcare system, it become
possible to monitor the treatment gap (the inverse of
treatment coverage — see Figure 1). This is a critical
issue. Most health systems have been focusing on
diagnostic coverage, which is, currently, easier to
measure. However, diagnosis without a pathway
leading to assured and effective treatment and care
is, at best, a wasted effort. If routine assessment of
suitable outcome measures is introduced into the care
pathway, then it also becomes possible to measure
effective coverage, which is the ultimate goal for any
healthcare system.

1.8 Conclusion

This introductory overview of healthcare systems

for people living with dementia has identified the
importance of healthcare in general, and of primary
healthcare in particular to the maintenance of health
and wellbeing, and achievement of the best quality of
life for people with dementia and their carers. There
are, however, many problems with dementia healthcare
systems as currently constituted. The first is that they
are not yet capable of delivering adequate coverage
of basic healthcare services for people with dementia.
This is true for diagnosis, but there are also challenges
in delivering care that is responsive, continuous and

of appropriate quality (meeting guidelines and service
standards). We have seen that task-shifting and task-
sharing, including but not limited to increasing the

role and competencies of primary healthcare services
within the system, is likely to be a core strategy

for increasing diagnostic and treatment coverage.
Case management may be an important strategy for
improving integration and coordination of care, and
increasing treatment coverage. The introduction of
evidence-based care pathways, linked to process and
outcome indicators, should help to improve adherence
to healthcare quality standards, and allow transparent
monitoring of treatment coverage and effective
treatment coverage.

This overview defines the agenda for this World
Alzheimer Report:

We will

1 conduct a scoping review of recent research
evidence on the role of primary care within the
dementia healthcare system. This will include
evidence regarding the effectiveness of primary care
services in the detection and diagnosis of dementia,
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and in the provision of continuing care. We will also
assess evidence on strategies and interventions

to enhance the quality of care provided by primary
healthcare services. Finally, we shall seek to identify
any studies that compare aspects of the quality of
care provided by non-specialist versus specialist
services, against the criterion of ‘non-inferiority’,
that is that the processes and outcomes achieved
should be at least no worse than those achieved by
specialist services — a critical justification for task-
shifted care.

conduct a scoping 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 efficiency of delivery of health
and social care.

conduct a scoping review of hospitalisation

of people with dementia seeking to clarify the

extent of and reasons for hospitalisation, the
associated harms, the excess healthcare costs, the
effectiveness of approaches to avoid hospitalisation,
and reduce harm and improve outcomes for those
who are admitted.

review the latest evidence on palliative and end-of-
life care for people living with dementia, updating
the review that we conducted for the 2013 World
Alzheimer Report!.

define outline healthcare pathways for people living
with dementia for relatively well-resourced HIC, and
less well-resourced LMIC settings. For selected
HIC (Canada, South Korea, Switzerland) we will
propose and compare two model pathways, one
based on a specialist model of care, and one on a
more task-shifted/task-shared counterfactual, with
more roles performed by non-specialists, estimating
the increasing costs of care from 2015 to 2031,
accounting for projected increased in the numbers
of people living with dementia, and a projected
increase in diagnostic coverage from 50% to 75%.
For selected LMIC (China, Indonesia, Mexico, South
Africa), we shall assume that, currently, dementia
healthcare is provided for only a small proportion
of people, using a HIC model of specialist care. We
will then estimate the increasing costs from 2015 to
2031, assuming that the increased coverage (from
5% in low income countries and 10% in middle
income countries, to 50%) is achieved through
implementation of task-shifted care pathways, as
recommended by the World Health Organization
Mental Health Gap Action Plan (mhGAP).

This agenda is, we believe, highly relevant to the future
of dementia healthcare, worldwide.
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Health and social care systems around the world share
three key challenges

¢ Improving the coverage of care
¢ |mproving the quality of care

¢ Achieving the first two objectives, while limiting,
and rendering affordable, the costs of health and
social care in the context of population ageing

These challenges can only be met by increasing

the cost efficiency with which care is delivered, and
developing future-proof, sustainable financing models.
Coverage and equity of access should be important
considerations throughout. Policy decisions regarding
the scope and ambition, and the design and delivery of
services for people with dementia, should be evidence-
based. Economic models need to be developed to
guide policy decisions, indicating the incremental costs
of scaling up different service models. These will vary
between settings, depending upon the cost of the
service (driven mainly by staff costs), existing coverage
levels, and the nature of cost savings where these are
to be anticipated.

The multidisciplinary work group established by

the Alzheimer’s Foundation of America and the
Alzheimer’s Drug Discovery Foundation to review
evidence for screening implementation and to evaluate
the implications of routine dementia detection for
healthcare redesign called for an effort to “Define
‘ownership’ of dementia in the layout of health care”. In
their view

“From the standpoint of health care delivery, initial
screening for cognitive impairment is most practical
in the primary care setting... The best setting for
further diagnostic evaluation and comprehensive
management is unclear, however... The workgroup
encourages systematic consideration of the
respective roles of primary and specialty care in the
long-range management of dementia patients, as
part of the work of the National Alzheimer’s Project
Act implementation plan. The discussion should
include consideration of primary care—specialty
care partnerships, specialized chronic care
manager roles within primary care, and research

on identifying specific subgroups of patients

and families who require ongoing complex or
specialized management.”
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CHAPTER 2

The role of primary care in the
dementia healthcare system

2.1 Objectives and search strategy

We carried out a systematic scoping review to identify
research relevant to the diagnosis and management
of dementia in primary care, with the additional aims
of comparing the quality of care and its outcomes
between primary care and specialist secondary care
services, and identifying promising strategies for the
enhancement of the quality and outcomes of primary
healthcare. We were interested in all types of relevant
research, including observational and descriptive
studies, qualitative research, service descriptions,
intervention development and intervention or service
evaluation, whether using randomised, controlled or
non-controlled designs.

We contacted a scoping review to map the existing
literature, using the following search strategy.

We used the search terms “((dementia OR Alzheimer®)
AND (primary care))” seeking publications since 1980.
We searched Ovid Medline, PubMed, PsycINFO and
Cochrane databases. Following this, we conducted

a search with Google Scholar to find ‘grey’ literature
and articles in other databases than those mentioned
above (reports and policy papers). We also checked
the annual World Alzheimer Reports for any relevant
publications.

Inclusion criteria

e Studies conducted in primary care, or with a clear
focus or relevance to primary care assessment,
detection, diagnosis or management of dementia

e A clear focus on people with dementia, Alzheimer’s
disease, or cognitive impairment. Some
publications referring to the management of frail
or dependent older people were included when
people with dementia or cognitive impairment were
referred to specifically in stratified analyses.

* English language resources

Exclusion criteria

e A focus on older people, generically, rather than on
people with dementia in primary care

2.2 Search results, and characteristics
of the eligible studies

The search retrieved 10,454 abstracts. In the first
phase we excluded 5,838 publications after review of
titles and abstracts, on the basis of obvious irrelevance
or duplication. The remaining 4,616 abstracts were
double screened by MK and MP for relevance. After
reviewing titles and abstracts, and hard copies where
relevant, these were limited to 234 relevant papers.

Of these 37 (16%) were reviews, and 10 (4%) provided
evidence-based guidance, the remaining 187 (80%)
describing primary research. Primary research studies

21



22

were largely (79%) carried out in five countries; the USA
(60 studies, 32%), the UK (39 studies, 21%), Germany
(21 studies, 11%), the Netherlands (15 studies, 8%) and
Canada (13 studies, 7%). Although 23 countries were
represented, all bar six (three from Thailand, and one
each from Malaysia, China and India), were conducted
in high income countries. Regionally, 99 studies were
conducted in Europe, 73 in North America, 16 in Asia
(including 5 from Australia), and none in Latin America
or Africa. Ten studies were carried out prior to 2000, 25
studies from 2000-2004, 40 studies from 2005-2009,
and 112 studies from 2010 onwards.

The distribution of this literature is summarised in Table
2.1 below.

Table 2.1
Eligible studies by study design

Type of study Number of Percentage
publications  of total
Descriptive studies
Intervention development 2 1.1%
Service description 6 3.2%
Qualitative or mixed methods | 16 8.5%
Quantitative 62 33.2%
Evaluative studies
Screening tool 26 13.9%
Intervention evaluation 25 13.4%
Service evaluation 16 8.6%
RCT protocol 9 4.8%
RCT 25 13.4%
Total 181 100.0%

The quantitative descriptive studies comprised mainly
studies of recognition and/or recording of diagnosis

in primary care (14 studies), surveys of general
practitioners or other primary care providers to assess
attitudes, knowledge or practice regarding diagnosis
and/or management of dementia (14 studies), aspects
of the quality of care provided, and how it may be
benchmarked (8 studies), prescribing patterns (six
studies), and the prediction/identification of dementia
cases using health information system data (three
studies). Eight of the qualitative studies examined
attitudes, beliefs and experiences relating to diagnosis
from the service user or provider perspective, while the
remainder explored different aspects of dementia care
and management.

Evaluative studies were dominated by studies of the
effectiveness or relative effectiveness of different
screening tools for dementia applied in primary care
settings. This was also the topic of seven reviews'".
Most of the published evaluations of interventions
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or services (40 studies) used non-randomised
designs. We identified 26 publications referring to 17
randomised controlled trials, the design features and
main findings of which are summarised in Table 2.2
below. The findings of the more important trials are
presented and discussed in more detail in the later
sections of this chapter.

Abbreviations:

AChEls: Acetylcholinesterase Inhibitors
AD: Alzheimer’s disease

ADL: Activities of Daily Living

AOR: Adjusted Odds Ratio

BPSD: Behavioural and Psychological
Symptoms of Dementia

CG: Control Group

GP: General Practitioner

HR: Hazard Ratio

IG: Intervention Group

IRR: Incidence Rate Ratio

MCI: Mild Cognitive Impairment
MMSE: Mini-Mental State Examination
MoCA: Montreal Cognitive Assessment
NH: Nursing Home

PHC: Primary Healthcare

PHP: Primary Healthcare Physician
PN: Practice Nurse

PPV: Positive Predictive Value

PWD: People With Dementia

QolL: Quality of Life

RCT: Randomised Controlled Trial

The randomised controlled trials can be divided into
three broad groups, with some overlap given the
complexity of some of the interventions. These trials
evaluated the effectiveness of

1. practice-based educational interventions on
detection, diagnosis and/or management of
dementia (five trials810-13),

2. additional dedicated practitioner time, best
understood as case management (but variously
described as case management, collaborative
care, care consultation, or comprehensive geriatric
assessment and management) more or less
integrated into primary care services, on service
utilisation, care quality and outcomes for the person
with dementia and carer (five trials'4-29), and

3. psychosocial interventions (counselling and
support), provided in the context of primary care on
outcomes for the person with dementia and carer
(four trials2-27),
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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

interventions in
improving detection
and management of

management of dementia
in PHC. Electronic tutorial vs
decision support software

detection compared with CG.
No effect of any intervention
on concordance with

Trial title Author, Year Intervention Results
Effectiveness Downs, 20068 Education interventions DSS and PBW IGs both Cluster RCT, 36 general
of education to improve detection and showed increased rates of practices

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

post increase in knowledge
scores, greater for those
receiving the augmented
training

dementia in primary (DSS) vs practice-based guidelines
care, UK workshops (PBW) vs control
IDA, Germany Vollmar, 2007° Effectiveness of three hours There was a significant pre- | 137 GPs, 90 of whom

received the additional
training on dementia therapy

Volimar, 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,
20081

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 1G (36.4% vs. 26.8%, p <
0.0001). PPV of suspected
dementia was similar in 1G
(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 five patients aged
75 or over presenting with
a spontaneous memory
complaint, or who were
reported to have this
problem by an informant.

and Dementia and
Subsequent Care, NL

Dungen, 20163

postgraduate training
sessions for PCPs on
detection, diagnosis and
early management of MCI
and dementia. |G received
additional screening and
referral by PNs in Phase 2.
Phase 2 outcomes were
mental health effects of case
finding and subsequent care.

detection of dementia or
MCI (RR 1.51, 95% Cl: 0.60-
3.76). Increased detection
apparent for MCI (RR 1.61,
95% Cl: 1.21-2.13), but not
dementia (RR 1.04, 95%

Cl: 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.

EVIDEM-ED Wilcock, 20132 | Effect of tailored educational No effects on documented 23 practices, (Cluster
intervention based upon evidence-based randomised) 1072 PWD. 12
educational needs assessment | management (two or more months.
on detection and management | reviews — AOR 0.94, 95% CI:

0.33-2.62) or case detection
rates (IRR 1.03, 95% Cl:
0.57-1.86)
Case Finding of MCI Van den Effect of two evening Non-significant increase in 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
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Randomised controlled trials relevant to the detection, diagnosis or management of dementia in primary care

Managed Care
Intervention, USA

linked to managed care health
services on service utilisation,
satisfaction with managed
care, carer depression and
strain

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

Trial title Author, Year | Intervention Results
Cleveland Bass, 2003'* | Effect of Alzheimer’s IG had fewer Kaiser Permanente 157 PWD and their
Alzheimer’s Association care consultation case management consultations. No primary family

carers, 12 months
endpoint

with improved care quality

Additional coordinated interactions with
PHC and community agency staff yielded
even higher quality

Dementia In Callahan, Collaborative care. Advanced Lower BPSD in IG. Lower carer strain. No | 153 older adults with
Primary Care, USA | 20065 practice nurse integrated in effect on carer depression. More AChEls AD. 12 and 18 month
PHC vs enhanced usual care and antidepressants prescribed to I1G. No endpoints
effect of intervention on PWD cognition,
depression, ADL, hospitalisation, NH
placement, or death
ACCESS-Trial, USA | Vickrey, Effect of disease-based % of guideline recommendations. met Cluster RCT. 18
20066 management program by was higher for IG, with higher care quality | PHCs and 408 PWD
case managers on quality on 21/23 guidelines . Higher proportion of | and their carers. 12
of care and outcomes. Case IG received assistance from community month endpoint
management vs usual care agencies. PWD QoL, caregiving quality,
and social support were higher for |G, and
unmet caregiving assistance needs lower.
No effect on carer QoL.
Chodosh, Effect of a comprehensive IG PCPs had better knowledge about 232 PCPs, 129 from
20067 dementia care management assessing decision-making capacity than | 9 1G clinics; 103 from
model on PCPs knowledge, CG PCPs. IG PCPs viewed PWD as more 9 CG clinics. 9 month
attitudes about dementia, difficult to manage in primary care than endpoint
and perception of quality of CG PCPs. There were no other differences
dementia care in knowledge, attitudes, or care quality
perceptions.
Chodosh, Secondary analysis of IG to Case management uptake was
201218 determine factors associated associated with higher care quality.

placement, and carer
outcomes

Dutch EASYcare Perry, 2008'® | Effect of home-based Secondary analysis. Increased rate of 151 vulnerable older
study, NL comprehensive geriatric new detections in intervention arm 19/66 | adults. 6 months
assessment (CGA) and vs 4/47 (RR 3.38, 95% Cl: 1.23-9.30) follow up
management on dementia
diagnosis
Alzheimer’s Fortinsky, Effect of ‘dementia care Less likely to have NH placement (AOR 84 family carers.
Association 200920 consultants’ provided by 0.40, 95% Cl: 0.14-1.18). No effect on Cluster RCT.
Collaborative Care, local Alzheimer’s Association carer self-efficacy, carer depression or 12 months.
USA chapters on nursing home strain Implementation

problems — high
turnover, and care
plans not discussed
with physicians
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Table 2.2¢

Randomised controlled trials relevant to the detection, diagnosis or management of dementia in primary care

Caregiver psychosocial interventions

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).

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

Trial title Author, Year Intervention Results
REACH, USA Burns, 20032 Effect of patient behaviour Caregivers who received the RCT. 167 caregiver/
management only vs patient patient behaviour management care recipient dyads.
behaviour management component only had significantly | 24 months
plus caregiver stress-coping worse outcomes for general
management on caregiver outcomes | well-being and a trend toward
increased risk of depression. Both
arms showed reduced impact
from care recipient behaviours
IDA, Germany Donath, 201022 Training of GPs and High adherence to diagnostic 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, 2013%

As above

No differences on any primary or
secondary outcomes

As above. 36 month
endpoint

Sogaard, 2014%

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, 2013%7

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

1G had lower psychological
morbidity and dysfunctional
thoughts. No significant between
group differences in caregiver
strain or quality of life

RCT. 125 caregivers
(83 randomised to IG,
42 1o CG). 9-11 week
endpoint
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Table 2.2d
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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

cognitive enhancer medication,
more likely to receive information
about their condition, and more
likely to be advised to attend
Alzheimer cafes

Results

Trial title Author, Year Intervention Results
AD-Euro, NL Meeuwsen, Usual care provided by QoL was non-significantly higher 175 patients with
201228 multidisciplinary memory and burden non-significantly a new diagnosis
clinic or PHC GP. Effect on lower in memory clinic of mild/moderate
carer QoL and caregiver dementia living
sense of competence in community. 12
months endpoint.
Meeuwsen, Comparing cost Costs were non-significantly As above
201320 effectiveness 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 first year after diagnosis.
Meeuwsen, Comparing content of PWD attending memory clinics As above
2014%0 dementia care were more likely to be prescribed

Other interventions

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

Volandes, 20093

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

1G 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% Cl: 1.8-8.6).1G
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% specificity 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%
Cl: 1.06, 0.86-1.31)

Cluster RCT. 116
general practices
with 3526
participants aged
70-78 years
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2.3 Framework for presentation of
research findings on the role of primary
care in dementia healthcare

To present the key findings of this large and complex
literature in the most informative way, we have divided
the healthcare provided for people with dementia and
their carers into three phases:

1. Detection and diagnosis
2. Early post-diagnostic care and support

3. Continuing care

For each phase we describe studies that

a) assess the quality of care provided by non-specialist
health workers in primary care services, and
its outcomes. These are mainly cross-sectional
quantitative descriptive studies.

b) compare the quality of care delivered by non-
specialists in primary care, and its outcomes, with
that provided by specialists in secondary or tertiary
care. These are mainly non-randomised quantitative
comparisons of patient groups first diagnosed, and/
or managed by PCPs versus specialist clinicians
(geriatricians, psychiatrist or neurologists). We only
identified one randomised controlled trial in this
category.

c) describe, and/or evaluate the effectiveness of
system or service level innovations designed to
enhance the quality of healthcare provided for
people with dementia in primary care. These
comprised randomised controlled trials, controlled
trials, pre- and post-implementation evaluations,
and service descriptions.

2.4 Detection and diagnosis

Recognition of dementia in primary care has been
confirmed to be low in many studies conducted in high
income countries. The typical design of such studies
is that older patients seen in primary care are given

a research diagnostic assessment, and this is then
compared with the PCPs contemporaneous clinical
judgment, and/or recording of information suggesting
a clinical diagnosis in primary care medical records.

In a systematic review of 15 such studies conducted
mainly in Europe and North America, the pooled
proportion of dementia cases identified by PCPs

was 73.4% (95% Cl: 62.6-82.9%)%*. Moderate to
severe dementia (81.2%) was more likely to have been
detected than mild dementia (45.1%). Diagnoses were
even less likely to have been recorded in the patient
notes (37.9%, 95% Cl: 26.8-49.6%). It should be noted
(despite the title of the review) that these were not
studies of diagnostic accuracy per se, since there was
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no requirement that the GP should have carried out a
formal diagnostic assessment. Indeed, the lack of such
an assessment may be one explanation for modest
recognition rates. Another limitation that is rarely
discussed in these studies relates to the concept of

an external ‘gold standard’ — even specialists working
in memory clinics sometimes show surprisingly low
levels of diagnostic agreement with each other35. Some
of the cases identified by the research diagnostic
assessment may not have been considered by the
PCPs to have warranted a ‘timely’ diagnosis. These
were also studies of ‘unassisted’ PCP diagnosis,
meaning that no structured diagnostic program was in
place, and no training was offered. Findings of these
studies therefore reflect a likely ceiling on levels of
recognition with routine, unmodified primary care for
older persons.

Cognitive testing may play an important part in

refining the accuracy of GP assessments. In a survey
conducted of GP referrals to a UK specialist memory
service, in only 20% was there evidence of cognitive
testing having been performed at primary care prior to
referral®®. Overall 37% of PCP referrals were diagnosed
with dementia, but this was 56% for those that had
been cognitively tested by the PCP and 32% for those
that had not. A further audit from the same specialist
memory service studied the impact of National Institute
for Health and Clinical Excellence/Social Care Institute
for Excellence (NICE/SCIE) guidelines (2006) and the
National Dementia Strategy (2009) on PCP referral
behaviour®”. While over the two year period from 2008
to 2010 PCP referrals had increased, the proportion
diagnosed with dementia fell, and there was no
increase in the use of cognitive testing.

Two non-randomised studies compared aspects of the
quality of the diagnostic process and/or its outcomes
for groups of people first diagnosed by non-specialist
primary care doctors, compared to those managed by
specialist geriatricians, neurologists and psychiatrists.
These indicate some potential concerns regarding
diagnostic process in primary care. The largest of
these was a secondary analysis of US Medicare data
using a 5% random sample of patients with two or
more claims for Alzheimer’s disease and a diagnosis
of cognitive decline in the previous three years

made either by specialists (neurologist, psychiatrist,

or geriatrician - n = 2593) or non-specialists (n =
13,961)38, Patients first diagnosed with cognitive
decline by specialists had a significantly shorter time to
Alzheimer’s diagnosis, after matching for age, gender,
comorbidity and baseline service costs (mean: 3.5
versus 4.6 months, p < 0.0001). All cause medical care
costs peaked in the year after diagnosis, and in the
year before death. After matching, patients diagnosed
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by specialists had significantly lower average total all-
cause medical costs in the first 12 months after their
cognitive decline diagnosis ($19,824 versus $25,863, p
< 0.0001).

The quality of the dementia diagnostic process for
those managed by non-specialist services is also
called into question by a study of the use of a non-
specific ‘dementia not otherwise specified’ (DNOS)
diagnostic category in the New England Veterans
Affairs Health Care System3°. Aside from valid
uncertainty, this coding may reflect an inadequate
assessment, with adverse consequences for access to
dementia subtype-specific treatment and advice. The
DNOS coding was applied as a final diagnosis by 41%
of primary care physicians versus 27% of neurologists.
Conversely, 30% who saw a non-specialist first, 48%
who saw a psychiatrist first, and 63% who saw a
neurologist first were given a diagnosis of Alzheimer’s
disease. When 100 randomly selected DNOS case
records were examined in detail, the initial diagnosis
was made by a non-specialist in 74%, and of these
cases cognitive testing was carried out in only 12%

of first visits and 2% of follow-ups. While, overall, it
was adjudged that subtype-specific diagnoses could
have been provided for 48% of DNOS diagnoses,

this was the case for only 7% at initial non-specialist
assessment, due to inadequate information in the case
record.

Screening

The use of routine screening in primary care, to
boost detection, remains highly controversial*4041,
Several brief cognitive tests have been proposed

as feasible for use in primary care, with reasonable
evidence for their validity*~’. However, there are
concerns regarding their suitability for use in

LMIC, where low education and illiteracy may be
obstacles to successful administration?243, In 2013,
the US Preventive Services Task Force updated its
previous 2003 guidance on screening for cognitive
impairment in older adults, based upon an extensive
and fully systematic evidence review*. Screening
programmes must be shown to deliver net benefit for
those screened; however, the Task Force found no
studies that directly addressed the possible adverse
psychological effects of screening (as opposed to
attitudes towards screening), or adverse effects from
false-positive or false-negative testing. Screening
programmes should also demonstrate beneficial
impact on clinical decision-making and behaviour;
however, the Task Force also identified no trials that
examined the direct effect of screening on patient,
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caregiver, and clinician decision-making outcomes.
(There is, however, some evidence that PCPs are much
less likely to act upon screening evidence of cognitive
impairment, compared with other impairments such

as falls risk, hearing, urinary incontinence and low
mood44.) The current recommendation therefore is
against routine screening on the grounds that the
benefits of earlier diagnosis may be modest, that

there has been no adequate or systematic study of

the possible harms associated with screening and
diagnosis, and that the cost-effectiveness of the
process has not been established. The last two of
these concerns are well-founded, based on absence of
evidence. The first is more contested. The Task Force
took the view that while AChEls, memantine, complex
caregiver interventions, and cognitive stimulation all
have evidence to support their use in mild to moderate
dementia, the clinical importance of their benefit is
unclear. Alongside the clinical benefits from early
intervention, a wider perspective of the benefits of
earlier diagnosis should also take into account the right
to a diagnosis, the potential for advanced care and
financial planning while the person with dementia still
has capacity to decide these matters, the opportunity
to optimise medical care including attention to physical
comorbidities, better knowledge of available services,
and the more timely delivery of additional support and
care when the need should arise*!42,

Two published audits of the results of screening
programs illustrate some of the problems with
efficiency and cost-effectiveness. In the USA, patients
attending routine primary care through Veterans
Affairs (VA) services were offered screening using the
Mini-Cog*%. 97% agreed to be screened, and 26%
were screen positive. Of these, only 28% agreed

to further detailed evaluation. A high proportion of
these were then diagnosed with dementia (75%) or
cognitive impairment (19%). From 8,342 veterans
offered the screening, 432 new cases of dementia
(5%) were identified. In the UK, a different approach
was used in a case-finding program introduced in

33 primary healthcare centres in Surrey Downs.
Registered patients were invited specifically for
screening on the basis of elevated risk defined as age
over 65, with a diagnosis of diabetes, hypertension,
heart disease, Parkinson’s disease, stroke or TIA%6.
Screening was carried out using the Mini-Cog and a
functional assessment questionnaire, with abnormal
scores on both being considered positive screening
outcomes. 12% of the practice population were
identified as at risk, and sent invitation letters. Of
these, only 30% attended the screening, among
whom 18% were screen positive. These were reviewed
by GPs who concluded that 57% were suitable for
referral to memory clinic services for a diagnostic
assessment. 80% accepted this assessment. Again
the overwhelming majority were diagnosed with
either dementia (62%) or MCI (33%). From the 6657
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registered patients, 101 new cases of dementia were
identified (1.5%).

In both studies, the screening process was deemed
acceptable to patients who participated, with no
obvious evidence of harms, although these were not
systematically ascertained*546. Of note, in the USA
VA program, 118 veterans who passed the screening
examination still requested a further evaluation, and of
these 70% were diagnosed with dementia and 18%
with cognitive impairment*S. The screening process
was considered to be worthwhile by primary care
staff, and to be feasible with little additional workload;
however, additional resources were provided for the
screening*®46. Results of the two audits suggest

that, while routine screening of attendees at primary
care has a much higher uptake than a targeted
invitation to screening of registered patients, those
who respond with interest to an invitation are more
likely to take up an offer of more detailed assessment,
if screen positive. In both examples, though, there
was considerable attrition through the various

stages, and the clinical status of those who declined
screening or diagnostic assessment is unknown*5:46,
The positive predictive value for the group finally
attending diagnostic evaluation is very high. However,
the additional yield may be modest; in the UK Surrey
Downs example it was estimated that the additional
101 cases identified increased the proportion of
dementia cases diagnosed in the district from 49 to
52%, with an incremental cost per patient diagnosed
of £2,465 (US$ 3,211) per case*®. Set against this, both
audits reported a substantial ‘ripple effect’ with a large
increase in referrals to dementia diagnostic services
by primary care practitioners, outside of the screening
program?5:46,

There are relatively few empirical studies of the
predictors of refusal of cognitive screening. In one
US study*’, 554 participants of whom 10.3% refused
screening, had previously been administered the
Perceptions Regarding Investigational Screening

for Memory in Primary Care Questionnaire (PRISM-
PC). Older age, scepticism regarding the benefits

of dementia screening, scepticism regarding the
benefits of other forms of screening (colon cancer and
depression), and belief that there were no effective
treatments for Alzheimer’s disease were associated
with refusal. There was no association with PRISM-
PC scores on concerns regarding stigma, loss of
independence, or suffering arising from dementia
screening and its results.

There is currently interest in the feasibility of using
routine health information and demographic data to
stratify primary care patient populations according

to their risk for dementia, such that costly screening
activities can be targeted more appropriately. Only one
of the several studies that we identified used a robust
screening efficiency analysis*8. In 377 UK general

practices with 930,395 patients aged 60-95 years
without a recording of dementia, cognitive impairment
or memory symptoms at baseline, risk algorithms were
developed to predict the incidence of dementia over

5 years for two age groups (60-79 and 80-95 years).
The model was then validated on a separate cohort of
264,224 patients from practices that did not contribute
to the development cohort. Potential predictors
included sociodemographic, cardiovascular, lifestyle
and mental health variables. Discrimination was good
for those aged 60-79; predictors included age, sex,
social deprivation, smoking, BMI, heavy alcohol use,
anti-hypertensive drugs, diabetes, stroke/TIA, atrial
fibrillation, aspirin use, and depression. The algorithm
had a high negative predictive value, but lower positive
predictive value, hence would be mostly applicable for
‘ruling out’ those at very low risk from further testing or
intensive preventative activities at most risk thresholds.
Discrimination was poor for the 80-95 years model.

The conclusions of the US Task Force seem
reasonable. Routine screening should not be carried
out, other than for the purpose of carefully controlled
and informative research. Definitive evidence, sufficient
to influence policy and practice will come from well-
designed randomised controlled trials. In this respect,
we identified one relevant protocol for a randomised
controlled trial. The objective of the CHOICE trial

is to determine the cost-effectiveness of dementia
screening in primary care and its impacts on mental
health and quality of life*°. 4,000 people aged 65

and over will be randomised to receive telephone
cognitive screening (with referral to a memory clinic for
diagnostic assessment, as indicated), or no screening,
and followed up over 12 months.

Education and training

All but two of the five trials of educational interventions
had already been included in a systematic review from
201120, and were discussed in the World Alzheimer
Report 2011 that focused on the case for earlier
diagnosis*?. The main conclusion of these reviews was
that educational and training interventions targeting
primary care practitioners may have a modest impact
on detection®', particularly when they include an
active and continuing practice-based component (e.g.
practice-based workshops or decision support tools

- see Box 2.1 for an example) as opposed to standard
continuing medical education. This conclusion is to
some extent contradicted by the null results of the
more recently published large cluster randomised
controlled trial of the flexible and multi-faceted
EVIDEM-ED intervention in the UK'2. Another recent
cluster randomised controlled trial of a continuing
medical education intervention in the Netherlands
failed to show any significant impact on diagnosis rates
for MCI and dementia overall, with the trend towards
improvement accounted for by increased diagnosis of
MCI rather than dementia’S.
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Further developments to enhance recognition and
diagnosis of dementia in primary care need to be
based upon a clear understanding of underlying
barriers, which are complex and multifactorial. We
identified two recent systematic reviews on this
topic®253, Both reviews highlighted the importance
of patient factors, PCP factors and system

Box 2.1

An example of active and
continuing practice based
development. The Canadian Mild
Dementia Knowledge Transfer
Toolkit

In Canada, a Mild Dementia Knowledge Transfer
Toolkit has been developed to improve PCPs’
knowledge and skills in the assessment,
diagnosis and initial management of mild
dementia®'. The toolkit includes assessment
tools, a data gathering form, and relevant
Canadian Dementia Guidelines. The toolkit

is introduced by memory clinic specialists

in the primary care centres. PCPs are then
encouraged to put it into use. A memory clinic
assistant demonstrated use of the toolkit on

the first patients. Later assessments were
conducted jointly and then independently by
the non-specialists. Assessments, diagnoses
and management plans were then reviewed with
the specialists. This performance-orientated,
context-relevant aspect of the learning
experience was highly rated by participants.

characteristics, alongside the intrinsically complex
biomedical, psychosocial, and ethical nature of the
condition®253, Key themes, common to both reviews
included a lack of PCP confidence in their ability to
diagnose and manage the condition (see also Box
2.2), time constraints, discomfort with disclosing
the diagnosis, concerns regarding stigma and other
potential adverse effects of a diagnosis, therapeutic
nihilism, lack of post-diagnostic support systems for
the person with dementia and/or carer, and lack of
support for the PCP in managing the condition (see
Table 2.2a).

The first conclusion of the reviews was that education
and training needed to focus more on PCP perceptions
and attitudes that impact directly on their motivation to
make a diagnosis, given that technical abilities may not
be the critical limiting issue:
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“it is easy to imagine how uncertainty amongst
clinicians who do not deal with it regularly might
arise. This, dovetailed with the inherent stigma and
apprehension about making a wrong diagnosis and
disclosing the diagnosis with aptitude and empathy,
seems to be the font of insecurities that make PCPs
reluctant or unable at times to recognise dementia
earlier. So, rather than simply augmenting clinical
knowledge, educational interventions should ideally
be more attitudinal, focusing on enhancing PCPs’
perceptions of their suitability and ability to make
the diagnosis, and the value of doing so in a timely
manner”.5?

Second, there was a concern that most efforts to
improve recognition in primary care have been isolated,
and limited in scope, duration and intensity53. One-

off educational and training efforts are unlikely to be
impactful, and because, on average, each PCP will
encounter only a small number of patients with recent
onset and undiagnosed dementia each year, ‘learning
from experience’ cannot be relied upon®2. Interventions
tend to target only a subset of barriers, and often with
only modest intensity and very limited coordination.
System barriers were alluded to commonly by PCPs in
studies in varied European as well as North American
health systems5253, While some of these arose within

Box 2.2

Californian primary care
practitioners attitude to diagnosing
and managing dementia,
compared with other chronic
conditions

In three California healthcare organisations, 164
PCPs’ views about primary care for dementia
were analysed and compared with views about
care for heart disease and diabetes mellitus®*.
PCPs considered patients with dementia more
difficult to manage, were less likely to believe
that their organisation had expertise or referral
pathways to manage dementia, and could
provide care coordination, and were markedly
less confident that they could improve the
quality of life of patients with dementia. They
were more sceptical of the value of routine
screening for dementia, but were more likely to
see opportunities for improvement in their ability
to manage dementia than other conditions.
Improving primary care management of dementia
should directly address PCP concerns about
expertise and referral resources, difficulty of care
provision, and PCP views about prospects for
patient improvement.
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primary care, more often they referred to difficulties in
accessing or communicating with specialist dementia
diagnostic and support services. Detection and
diagnosis pathways that rely upon PCPs identifying
cognitive impairment, and then referring to specialist
teams for formal diagnosis and dementia sub-typing,
and care planning, depend critically upon good
communication and access between primary care
and specialist services. Too little attention has been
given to establishing, resourcing and coordinating the
systems of care that people with a timely diagnosis
could access. Meeting this challenge will need
coordinated and sustained action, ideally through

the framework of a national dementia strategy and
plan®3. In England an analysis of dementia diagnoses
recorded on primary care Quality Outcome framework
registers (from 2006/7 to 2011/12), and antidementia
drug prescription rates showed that both increased
significantly from 2009, with a 4% rise in 2010 and

a 12% rise in 201155, Increases in antidementia drug
prescriptions correlated closely with increases in
diagnoses at district (primary care trust) level. While a
direct causal effect could not be established, there was
a marked change in trends before the launch of the
strategy®®.

Key elements of a strategic approach to improving
detection and diagnosis of dementia in primary care
would include locating responsibility for dementia
diagnosis, care planning and coordination in
primary care, and supporting their ability to do this
through case management (e.g. specialist memory
nurses, working in primary care), and/or shared (or
collaborative) care in which primary and secondary
care services work together in a closely integrated
way to deliver services according to an agreed
protocol, with clearly defined roles and responsibilities,
consultation and referral pathways. In the UK, PCPs
were much more likely to view earlier diagnosis
more favourably when there had been supportive
interactions with specialist care services®2.

Structured diagnostic services in primary care
(primary care memory clinics)

There are several documented examples of dementia
diagnostic services established in primary care. The
rationale for this approach is, first, that specialist
memory clinic services, although greatly expanded

in most high income countries, have been struggling
to meet the increased demand for assessments,
arising from ageing populations and increasing
awareness. Second, an assessment in the more
familiar environment of primary care (or, sometimes, at
home) may be more convenient and less challenging
for patients. Third, PCPs are usually well acquainted
with their patients’ medical and personal histories
and family circumstances, facilitating assessment of
cognitive decline and its impacts. Finally, in principle,
equivalent diagnostic assessments conducted by
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non-specialists should be cheaper than those carried
out by specialists, and hence more cost-effective,
assuming similar levels of effectiveness. Two types
of model have been demonstrated, a task-shifted
model, in which PCPs are responsible for making the
diagnosis, and task-shifted models in which this and
related activities are shared to some extent between
PCPs and specialists.

Task-shifted primary care memory clinic models

have several common elements®2. The assessment

is carried out in the primary care facility, or at home.
The PCP is responsible for allocating the diagnosis,
but is supported by a nurse practitioner, who may be

a primary care practice nurse, or a specialist ‘memory
nurse’ recruited or seconded from the specialist sector.
Their role is, typically, to coordinate the assessment
process, engage with the patient and family, and to
conduct cognitive and other evaluations. In effect, their
role is one of case management for the diagnostic
process, ensuring that the PCP’s time is used
efficiently. There is an implicit stepped care element

to all of the services; for complex cases, specialist
services are always available to provide advice to the
PCP, or to accept referrals.

Beyond these generic elements, there are important
differences between the service models. In Ontario,
the Canadian Centre for Family Medicine Family Health
Team has established a primary care memory clinic
essentially along specialist memory clinic lines®3,
Referrals to the clinic are made by PCPs. There is
multidisciplinary input (PCP, nurse, social worker and
pharmacist), and detailed neuropsychological and
social care needs assessments are carried out on all
patients. After a structured assessment process lasting
approximately two hours, diagnosis is reached in a
multidisciplinary consensus meeting. All requirements
of Canadian consensus guidelines on dementia
assessment and management are met, including
diagnostic, post-diagnostic support and follow-up. A
similar model was applied in six practices in Central
New South Wales, Australia, where case identification
using the GPCOG was followed by an invitation

for a formal structured assessment by a specialist
memory nurse working in primary care, comprising
the CAMCOG clinical and cognitive test battery and
assessment of ADL, quality of life and mood, and a
carer assessment. The mean length of the assessment
was around 90 minutes for patients and one hour for
carers®. Multi-disciplinary case discussion and care
planning with the primary care team were then based
on assessment findings reported by the specialist
memory nurse.

In contrast, in Bristol UK, where primary care led
dementia services were piloted in 11 of 55 primary
care centres between 2012 and 2013, and then rolled
out across the city, the dementia diagnostic service
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Table 2.3

Barriers to the diagnosis of dementia in primary care®253

Themes

Lack of support
available to patient,
carer or PCP

Patient factors
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Primary care physician factors

Lack of knowledge about community
support services

System characteristics

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 thig®6

Therapeutic nihilism

PCPs often express the view that there
are no available treatments or benefits
to diagnosis, which therefore could do
more harm than good.

Evidence that these attitudes can lead to
delay in timely diagnosis®7-58,

In one UK survey, in 2000 only 52%

of PCPs felt that timely diagnosis was
worthwhile®,

Time constraints

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

be one factor deterring or delaying
help seeking

often assuming that a diagnosis would
not be wanted until so severe as to be
self-evident

Financing Patients and their families may Inadequate financial remuneration Billing and reimbursement
struggle to afford the costs (especially in countries where PCPs are systems discourage
of specialist referral in some paid according to services they provide). | adherence to care quality
healthcare systems. standards®0,
Payment and coding
In the US Medicare system, work structures need to be
with caregivers is not reimbursed redesigned to reflect the
unless the patient is present. work providers need to do to
provide high quality care.
Stigma Concerns regarding stigma may PCP concerned about ‘labelling’, and

Diagnostic uncertainty

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

Low confidence 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 priority®'
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is provided fully integrated within the normal primary
care clinics, and diagnosis is reached by the GP, with
no multidisciplinary input (other than that of a specialist
memory nurse) after an average of around four 10
minute appointments with patients and carers®°.

Preparation, training and support to establish the
services also differed. In Canada this comprised a five
day intensive training and mentoring program (see Box
2.3). In Bristol PCPs attended an introductory three
hour training workshop. Ongoing training and support,
particularly peer to peer workshops led by GPs with a
special interest were seen as valuable.

The evaluation of these three models has been
minimal, comprising mainly limited process data

and qualitative and/or quantitative assessment of
service satisfaction in small samples of patients and
their carers®-65, A common finding across all three
programs was that the primary care service seemed
acceptable to patients and carers, and, in Bristol®®,
as acceptable as that provided by specialist services.
In Ontario, non-urgent referrals were seen within at
most two to three months from referral, compared
with the four to six month wait time for a non-urgent
consultation with a geriatrician in the region®s.
Subjective experiences were generally positive; in
Australia, for example, 85% or more of patients gave
positive ratings for the length of the examination,

the usefulness of the assessment, the experience of
assessment, and their willingness to recommend the
process to others®4. The work of the memory nurse
was generally highly valued by patients, carers and
PCPs. In Bristol, both PCPs and specialist memory
clinic providers raised concerns about the possibility
of misdiagnosis in primary care, given the much more
cursory assessment than that carried out by specialist
services, but this was not formally evaluated®. In
Ontario, geriatricians reviewed assessments of 30
patients, and were in almost complete concordance
with diagnoses and management plans®3,

The Gnosall Surgery primary care memory clinic in
the UK is perhaps the best documented example of

a task-shared/collaborative care model for dementia
diagnosis®”. The monthly primary care memory clinic
is supported by a practice-based nurse case manager
(‘eldercare facilitator’), and a specialist psychiatrist.
The PCP reviews initial memory complaints, takes

the decision to refer to the case manager for further
assessment and subsequently to refer to the memory
clinic, reviews the memory clinic assessment and
agrees a shared care plan with the psychiatrist.

The case manager conducts initial assessments,
coordinates the memory clinic, and is responsible for
coordinating delivery of the care plan, liaising with
patient and family throughout. The visiting psychiatrist
conducts the memory clinic assessment, and agrees a
shared care plan with the PCP.

Box 2.3

Taking innovation to scale — the
Canadian Centre for Family
Medicine Family Health Team
(CCFM-FHT) Ontario memory clinic

The CCFM memory clinic has developed,
implemented and evaluated a 5-day training
program to assist other FHTs to implement their
own primary care memory clinics®®. This targets
the multidisciplinary FHT team, and comprises

a 2-day workshop aimed to increase knowledge
and skill related to the assessment and
management of cognitive impairment, followed
by a 3-day mentorship program. Aside from
didactic training, each team works through eight
case studies of increasing complexity over the
2-day workshop. Facility-specific implementation
issues are discussed, based upon a pre-
completed online needs assessment survey. The
mentorship program comprises an observership
session at the CCFM memory clinic with remote
video access to assessments, and participation
in the consensus discussions. A few weeks later,
the multidisciplinary team in each new memory
clinic is mentored by the CCFM team as they
conduct patient assessments during the first
two days of their memory clinic. On this visit a
presentation is made to the other members of the
FHT explaining the role of the new memory clinic
to encourage “buy-in”.

Ongoing mentorship support is provided to
each new clinic as they begin to apply their new
knowledge and skills to their practice setting. A
‘community of practice’ has been established
allowing primary care memory clinic providers
to meet, share experiences, problem-solve, and
receive one-day booster sessions.

The main benefits claimed for this model were that
assessment delays are minimised and attendance
rates are nearly 100%°%8. The case manager develops
expertise on the range of local services and how to
access them. The surgery has identified 100% of the
predicted dementia prevalence for the population.
Service users report high levels of satisfaction.
Managing the service in the familiar environment of the
GP Health Centre helps reduce the fear and stigma
that might be associated with attending a psychiatric
clinic. Gnosall Surgery’s use of all secondary
healthcare for all older patients is substantially less
than predicted, and older people who were admitted
had shorter lengths of stay.
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NHS England commissioned a review of three
contrasting diagnostic service models and their costs,
comparing the Gnossal Surgery model with a specialist
care led service with limited input from PCPs with a
‘special interest’, and a traditional specialist memory
clinic®8. The Gnosall Surgery model at an estimated
cost per patient of £396 was no more expensive, and
possibly cheaper than the alternatives, £877 and £491
respectively. Following the success of the Gnosall
Memory Clinic model, it is being rolled out throughout
the district for 163 PCPs in 41 practices, with a total
population of approximately 360,000. The scaled up
service will require six case managers, and a total
annual budget of approximately £865,0008.

Use of videoconferencing technology
(telemedicine) for dementia diagnosis

A randomised controlled trial was conducted in
Australia to assess the validity of diagnoses made

by specialists, remotely, using video conferencing
technology to interview patients and carers35. After
receiving a diagnosis based on face to face interview,
205 patients referred by their PCPs to a memory clinic
were randomised to receive an additional consultation,
either face to face or by videoconference. Each
specialist physician had access to the patient chart
and the results of a battery of standardised cognitive
assessments administered face to face by the clinic
nurse. Levels of agreement for the videoconference
group (Percentage agreement= 0.71; weighted Kappa
=0.52; P < .0001) and for the face to face interview
(Percentage agreement= 0.70; weighted Kappa = 0.50;
P < .0001) were both statistically significant, and did
not differ significantly from each other (P = 0.84). The
conclusion, therefore, was that the videoconference
diagnosis was not inferior to face to face assessment.
Previous studies have shown that preliminary
standardised cognitive and functional assessment
tools can also be reliably administered and scored via
videoconferencing. Remote specialist assessment by
videoconferencing is therefore a promising technology,
with a variety of applications, most particularly to
provide specialist inputs into primary care diagnostic
services, including those in rural and remote areas.

2.5 Post-diagnostic care and support

The importance of post-diagnostic support as part of
the continuum of care has only recently begun to be
highlighted. Alzheimer Scotland’s influential 5 Pillars
Model®® defines the key elements as understanding
the iliness and managing symptoms; planning for
future decision making; supporting community
connections; peer support; and planning for future
care. The Scottish Government’s commitment to
delivering a minimum of one year post-diagnostic
support, informed by this model, does not appear to
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have led, as yet, to any published evaluations of the
effectiveness and impact of this complex intervention.
Post-diagnostic support requires coordinated input
from health and social care professionals, and it is
unclear as yet where in the system such services
should be located.

In the evaluation of the Bristol primary care memory
clinics (see also section 2.4 above) there was evidence
from some carer and patient narratives that less time
was spent on disclosing, clarifying and discussing

the diagnosis in the primary care service, and hence
that the process of supporting patients through the
assessment was more thorough in secondary than

in primary care®®. However, post-diagnostic support
was lacking across both primary and specialist care
service models, other than some signposting to
community agencies, and advanced care planning®5.
Where provided, this came from the memory nurses.
No carers or patients reported receiving support from
their GP. There was a strong sense, from professionals
as well as patients and carers that the service was
focused upon diagnosis, with little structured aftercare
or support. Only those with a diagnosis of Alzheimer’s
disease were offered follow-up, to review cognitive
enhancer medication.

We identified one randomised controlled trial of the
relative effectiveness of primary and specialist care
during the early post-diagnostic period, the AD-Euro
trial conducted in the Netherlands™. Two hundred and
twenty people with mild to moderate dementia, newly
diagnosed in a memory clinic, were to be randomised
to receive routine follow-up care by their primary care
provider, or their local specialist memory clinic service.
This was a completely pragmatic trial; no training was
provided to primary care providers, and there were

no trial protocols to guide management in either arm.
However, memory clinic care in the Netherlands is
based on the specialist Dutch Dementia guideline

of the Dutch Institute for Healthcare Improvement.
Outcome assessments were carried out at 6 and 12
months; the main outcomes were the quality of life of
the person with dementia, measured using the QolL-
AD and self-perceived carer strain measured using
the Sense of Competence Questionnaire (SCQ). To
establish cost-effectiveness a cost-utility analysis was
carried out using utilities generated by the EuroQol
instrument (EQ-5D), from a societal perspective, that
is taking into account health service and formal care
service utilisation, and the costs of unpaid informal
care.

175 people with dementia and their primary carers
were included in the trial. Most (84 %) of the trial
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participants had mild or very mild dementia. There
were no significant differences in the primary outcomes
between primary care and memory clinic groups?®.
The quality of life of the people with dementia in the
memory clinic group was higher (+0.5 points, 95% ClI:
-0.7 to +1.6) and carer strain lower (-2.4 points, 95% ClI:
-5.8 to +1.0) than in the primary care group. There were
small but statistically significant differences in carer
depression, state and trait anxiety levels at 12 months
favouring the primary care group. However, these

were unlikely to be clinically significant, and may have
been accounted for by differential loss to follow-up.

No other secondary outcomes (behavioural symptoms
and depression in the person with dementia, and the
quality of life of the carer) differed between the two
arms of the trial at six or 12 months follow-up.

In a subsequent publication the care inputs were
compared between the two arms of the trial®0. This
revealed that, compared with those in the primary care
arm, those in the memory clinic arm were more likely
to have used cognitive enhancer medication during
the follow-up period (RR 1.56, 95% CI: 1.18-2.07), to
have information and explanations provided to their
carer (RR 1.53, 95% CI: 1.04-2.25), and to have visited
an Alzheimer Café (RR 3.10, 95% CI: 0.96-10.09).
There were no significant differences in use of home
care, day care, physiotherapy or occupational therapy.
Similar proportions in each arm were admitted to
nursing home or residential care.

From a societal perspective, compared to general
practitioners’ care, treatment by the memory clinics
was on average marginally and non-significantly
cheaper (-1024, 95% Cl: -7723 to +5674)%°. However,
when assessed using the EQ-5D, quality adjusted
life years were non-significantly lower for memory
clinic care (-0.025 points, 95% ClI: -0.114 to +0.064).
The incremental cost-effectiveness point estimate
from the bootstrap simulation was euro 41,442 per
QALY (quality-adjusted life year) lost if one would use
memory clinic care instead of general practitioner care.
The only cost components that differed significantly
between the two groups were hospital inpatient
admissions and memory clinic visits (substantially
higher in the memory clinic arm), and primary care
visits (higher in the primary care arm). However, any
healthcare cost savings were more than offset by
the non-significantly higher cost of informal care and
nursing home care in the primary care arm.

There are some weaknesses. Although this was not
highlighted in the publications, the trial seems to have
under-recruited, with 175 rather than the targeted 220
patient and carer dyads included. However, loss to
follow-up was only 9% against the projected 30%
allowed for in the sample size calculations, so loss of
power to detect clinically significant differences should
not have been critical. The study only recruited people

with dementia diagnosed in memory clinics, with a
full work up reported back to primary care, which
may have enhanced the quality of care provided by
GPs compared with those clients they had diagnosed
themselves without referral to a memory clinic.

Psychosocial interventions

We identified two trials of psychosocial carer
interventions provided through primary care services
in the early post-diagnostic phase. Neither trial showed
evidence of any benefit for people with dementia or
their carers, for any relevant outcomes. The German
IDA trial was entirely pragmatic, and although the
training of GPs in the two intervention arms resulted

in an impressive uptake of carer counselling and
support??, this was generally for only one or two
sessions, perhaps accounting for the lack of evidence
of effectiveness?®. The Danish DAISY trial examined the
effect of multifaceted and semi-tailored psychosocial
support for the person with dementia and their

carer for one year in the immediate post-diagnostic
period. Although the authors refer to implementation
problems a high proportion of dyads completed the
full intervention program?*. Failure to select for those
with unmet needs for support may have contributed to
the clear lack of clinical and cost-effectiveness of this
intervention?5-28,

Video decision support tools for advanced care
planning

Advanced care planning, and advanced directives
regarding care are complicated by the difficulty that
many may experience in comprehending the lived
experience of late stage dementia. In the USA, a
randomised controlled trial was conducted of the effect
of adding a video of a person with late stage dementia
to a structured narrative describing some of the typical
features of late stage dementia®'. The video depicted a
person with advanced dementia, living in a care home,
who had lost the ability to speak and mobilise, and
needed feeding assistance. After viewing the video
and hearing the narrative (intervention group, n=94),
or hearing the narrative only (control group, n=106),
the participants, who were attendees at primary

care centres aged 65 and over, without moderate or
severe cognitive impairment, were asked to state their
preferences for goals of care in the event of developing
advanced dementia. The options were: life prolonging
care, limited care, and comfort care. Life prolonging
care, was described as aiming to prolong life at any
cost. Limited care was described as aiming to maintain
physical functioning, and included treatments such

as admission to hospital, intravenous fluids, and
antibiotics but not resuscitation or treatment in the
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intensive care unit. The third option, comfort care, was
described as aiming to maximise comfort and to relieve
pain only. Participants randomised to the video arm
were more likely to select comfort care (86% vs 64%
in the control group), and less likely to choose either
limited care (9% vs 19%), or life prolonging care (4%
vs 14%). Six weeks later, decisions made by the video
group were found to be more stable than those made
by the control group. Knowledge about advanced
dementia, which was low at baseline, increased to a
greater extent in the video group than in the control

group.

The study has limitations. The authors acknowledge
that the content of the video is likely to impact on
decision making. The depiction of only one example
cannot convey the range of living circumstances

and quality of life experiences of people living with
advanced dementia. The video was prepared with

an expert steering group of medical professionals,
which did not include people with dementia or their
carers. Finally, only 9% of participants had received
a diagnosis of dementia, whereas, in clinical practice,
this would be the context (post-diagnosis) in which
advanced care planning would be most likely to take
place. Nevertheless, the structured and standardised
manner in which the information is conveyed would
be likely to have a useful application in the delivery of
contextual information, by non-specialists in primary
care.

2.6 Continuing care

In the UK National Health Service, an annual dementia
review was introduced into Quality and Outcomes
Framework (QOF) guidelines for primary care, with

a pay-for-performance link to remuneration. The
review should comprise an appropriate physical and
mental health review, coordination with secondary
care if appropriate, and an assessment of impact on
carers, and carer’s needs for information. A survey
was conducted of 52 practices in 7 primary care
trusts in Greater Manchester. Case-notes of 911
people with dementia, of whom 745 were at least 15
months post-diagnosis and hence eligible for a review,
were scrutinised for evidence of adherence to QOF
guidelines™. While 80% of eligible patients had had
an annual review, only 51% had a social care review,
and 61% a discussion with carers. Despite a high
prevalence of vascular comorbidity, over a quarter of
patients were prescribed antipsychotic medication,
usually for unclear indications, and only 57% of these
had had a medication review in the past 6 months.
Adherence to depression guidelines was particularly
weak. Thus, although a high proportion of patients
received reviews, the quality of those reviews was
suboptimal”'. Case reviews were less likely to be
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carried out, and overall quality of care was lower
for patients with vascular dementia as opposed to
Alzheimer’s disease, and for those registered with
single-handed practices.

In another publication, the same research group
assessed the quality of primary care management

of cardiovascular comorbidity in the subset of 700
people with dementia with one or more diagnosed
vascular disease or risk factor’. Quality of care was
measured on 30 indicators from the UK Quality and
Outcomes Frameworks (QOFs) for hypertension,
coronary heart disease, stroke, diabetes mellitus, atrial
fibrillation, heart failure, and smoking. These included
monitoring and control of risk factors, checking for
complications, and provision of evidence-based
treatments. Level of care received by people with
dementia was significantly lower compared with those
without dementia for 22 of 30 indicators; most notably
for measurement processes. Overall quality of vascular
care was lower for those in care homes, and those
with fewer comorbid physical conditions. There is
also evidence from a smaller and weaker study in the
USA that access to lipid lowering drugs may be lower
for people with dementia than others”. Those with
dementia had a much lower likelihood of taking lipid
lowering drugs in the previous year (AOR 0.39, 95%
Cl: 0.16-0.95) after adjusting for age, sex, education,
visit with PCP within the past year, and clinical and
lifestyle variables that might be proxies for need of
lipid lowering (self-reported heart disease, stroke or
transient ischemic attacks, hypertension, smoking,
and alcohol consumption). While this might reflect a
prescribing bias, the finding might also be explained by
a protective effect of lipid lowering drugs on dementia
incidence, or a tendency for lipid levels to fall with the
onset of dementia.

In Alberta, Canada, people with dementia are
supported by Primary Care Networks (PCNs), Geriatric
Assessment Teams (GATs), and Community Care (CC)
services. Eighty-one referrals from PCNs to a GAT
service were scrutinised through systematic case note
reviews for evidence of adherence to the guidelines

of the Third Canadian Consensus Conference on the
Diagnosis and Treatment of Dementia’™. Sixty-nine

of the patients were diagnosed by the specialist GAT
service with dementia, 41 of whom had also had a
diagnosis recorded by the PCP (sensitivity 59%).
Compared to the GAT service, the PCN service was
significantly less likely to have carried out cognitive
testing, assessed activities of daily living, assessed
BPSD, assessed decision making capacity, explored
driving status, or wandering, assessed capacity,
explored advanced care planning, assessed caregiver
coping or strain, or referred to community care
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services. Other than assessing capacity and carer
strain, guideline targets were met in nearly all cases
assessed by specialist GAT services.

In a recent USA study of unmet carer needs, 307
patient-carer dyads were surveyed upon referral

to a dementia care program’®. Only 32% of carers
reported confidence in managing dementia-related
problems, while 19% knew how to access support
from community services, and these proportions did
not vary significantly according to source of referral.
However, those referred by geriatricians were more
likely (42%) than an internist or family practitioner
(13%) or a neurologist or psychiatrist (16%) to

agree that their provider helped them work through
dementia care problems. There was no difference

in carer strain, carer depression, carer self-efficacy
score, or behavioural and psychological symptoms
according to type of referring provider. Compared
with those managed by PCPs or geriatricians, carers
of individuals referred by neurologists or psychiatrists
also less frequently agreed that the individual’s regular
doctor understood how dementia complicates other
health conditions, that they had received advice about
handling dementia-related problems or about what
to expect in the future, and that they were aware of
services to help provide care.

Surveys of management decisions in response to
vignettes of agitated people with dementia were
conducted on small samples of primary care
physicians, geriatric psychiatrists, and neurologists
in North Carolina’® 77, This work was conducted in
the mid-1990s, casting some doubt on the current
relevance of the findings. PCPs were less likely to
recommend access to a dementia support group and
respite day care than others, while neurologists were
more likely to recommend nursing home placement
than all other groups. All groups saw neuroleptic
medication as the first line of treatment (55%), while
only 22% recommended psychosocial interventions.

Educational interventions

Systematic reviews concur that educational
interventions targeting primary care providers, on their
own, generally have no discernible impact on guideline
adherence or evidence-based management®12:22,
Improvements in care quality were only seen in one
trial, where primary care provider education was
coupled with ongoing case management support
integrated into primary care'®.

Case management

We identified five randomised controlled trials of case
management interventions centred around primary

37

care'4-16.19.20 (see also Table 2.2b), and three controlled
trials without randomisation’8-8', See also Chapter 3 for
a broader review of case management interventions.

Each of the randomised controlled trials indicated at
least some relevant benefits. These included higher
rates of detection of dementia'®, improved adherence
to management guideline recommendations’®16,
(limited) evidence of benefits for people with
dementia'®'®, lower carer depression and/or strain'41®
or unmet needs for carer support'®, and a lower

rate of nursing home placement?. Findings were

not, however, consistent among studies, perhaps
attributable to differences in the design, targeting
and degree of implementation of the intervention.
One salient issue may be the extent to which the
additional case management support is effectively
integrated with and supportive of the delivery of
primary healthcare, and community social care'®.

In one trial, dementia care consultants provided by
Alzheimer’s Association chapters seemed to have
worked relatively independently, and care plans
faxed to PCPs were rarely discussed with patients or
carers?0. Home based assessment for specific carer
needs and linkage to community care organisations
seemed to be critically important for improvement in
carer mastery®?. Critically, none of the trials of primary
care case management included an assessment of
the cost-effectiveness of the interventions provided.
In the most comprehensive assessment of service
utilisation, there was no effect on utilisation of primary
care or hospital healthcare services, but generic
case management and health promotion services
provided by the primary care provider were used less
often, presumably since this service was provided
more effectively by the dementia case manager'.
Reduction in unmet caregiving assistance and more
assistance from community agencies, as noted in the
ACCESS-Trial would imply higher costs, alongside
potential benefit'. The ongoing German DELPHi-MV
trial will be the first to assess the cost-effectiveness,
alongside the efficacy and efficiency of implementing
a support system initiated and coordinated by a nurse
dementia care manager for persons with dementia
who live at home®3. Primary outcomes are quality

of life, behavioural and psychological symptoms of
dementia, pharmacotherapy, and carer strain, and

a comprehensive evaluation of cost-effectiveness is
planned.

In a study conducted in two community-based primary
care practices, the effectiveness of nurse-practitioner
co-management compared with management by

PCP alone was studied, specifically for patients with
comorbidities®!. The care approach for all patients

was based on the Assessing Care of Vulnerable Elders
(ACOVE)-2 model: case finding, delegation of data
collection, structured visit notes, physician and patient
education, and linkage to community resources.

458 patients aged 75 and older screened positive
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for at least one condition: falls, urinary incontinence,
dementia, and depression. Half had received nurse-
practitioner co-management. Quality of care was
assessed against ACOVE-3 quality indicators, using
medical record review. Quality scores for all conditions
(falls, 80% vs 34%; Ul, 66% vs 19%; dementia, 59%
vs 38%) except depression (63% vs 60%) were
significantly higher for patients who were co-managed
by a nurse practitioner. The program for people with
dementia comprises a dementia registry, structured
needs assessments of individuals in the registry and
their caregivers, individualised dementia care plans
that are monitored and revised, and open access for
support and advice®4. For 150 people with dementia,
the most common recommendations in the initial care
plans were referrals to support groups (73%) and

the Alzheimer’s Association (73%), caregiver training
(45%), and medication adjustment (41%).

The US Partners in Dementia Care (PDC) program’87°
involves a collaboration between Veterans Affairs

(VA) Medical Centers and Alzheimer’s Association
chapters, to support veterans with dementia living

in the community and receiving primary care from

the VA, and their caregivers. Care-coordination
provided by care coordinators from the VA health
system working in tandem with coordinators from the
Alzheimer’s Association social care support system.
The VA Medical Centers had primary responsibility for
health concerns (medication management, accessing
healthcare services and using them effectively, disease
management), whereas the care coordinator from

the Alzheimer’s Association chapter had primary
responsibility for assisting carers with social care
concerns (carer strain, accessing family support and
information services and using them effectively).

The aim was to integrate healthcare and community
services while strengthening the informal care network
and providing information, coaching, and emotional
support to caregivers. The program targeted both
patients and carers. PDC was evaluated in a controlled
trial in which five matched communities were allocated
to PDC (two sites) or treatment as usual (three sites)
with outcomes assessed at 6 and 12 months. The initial
sample was 508 veterans with diagnosed dementia,
and 486 carers. PDC veterans had significantly less
adverse outcomes than those receiving usual care
(including reduced relationship strain, depression

and unmet needs, and less embarrassment about
memory problems) particularly for more impaired
veterans after six months, with further improvements
noted to 12 months”®. Intervention group carers had
significant improvements in unmet needs, carer strain,
depression, and support resources through to six
months with more limited improvements in the second
six months of follow-up’8.

A pragmatic quasi-experimental controlled study of
case management supplementing care provided by
PCPs was carried out in the Netherlands from 2011-
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201320, In 2008, the Dutch Ministry of Healthcare had
stipulated that case management had to be part of
usual care for persons with dementia in all regions

by the end of 2011. At the end of this roll-out period,
the investigators compared outcomes for 521 people
with dementia and their carers, over a two-year
follow-up period, for regions where case management
had still not yet been implemented (control group,
n=73), compared with regions implementing two
different models of case management. These were
intensive case management (CM) provided by a single
organisation specialising in dementia care (n=234),
and linkage case management where health and social
care agencies collaborate to appoint case managers
authorised to work across the entire system (n=214).
Case managers in the intensive CM systems generally
worked full-time, whereas those in the linkage CM
systems worked part-time integrating this work

with another role such as a district nurse. Average
caseloads were similar; 53.9 patients (SD 23.3) for
linkage CM and 61.6 (SD 16.7) for intensive CM.

There were no differences among the three groups

in behavioural and psychological symptoms, carer
psychological morbidity, transition into a care home,
or mortality. Carer quality of life scores were higher for
intensive CM than linkage CM recipients. Intensive CM,
but not linkage CM, was associated with fewer total
needs, met and unmet care needs compared with the
control group.

In a recent systematic review of case management
for dementia in primary care, the authors identified
likely effective components, linked to a concept of
‘high intensity case management’83. This comprised;
a caseload of fewer than 50 patients per fulltime
equivalent case manager; regular meetings with the
informal carer and the person with dementia, at least
half of which should be face to face; education on
health conditions and self-management; close contact
with the PCP; proactive and timely follow-up; and
follow-up with patients during hospitalisations and
short-term admissions to care homes.

The results of an evaluation of an attempt to integrate
case management into routine primary care in the
UK (the EVIDEM project86.87) jllustrates the problems
encountered when case managers’ previous
experience is insufficiently orientated to the role,
when there is not enough protected time allocated

to the case management role, and where there is no
clear mandate to case manage across all relevant
services. As the investigators candidly pointed out
‘little case management took place’®’, with low levels of
recruitment, few meetings with people with dementia
and their carers, missed opportunities to identify and
address unmet needs, and almost no interaction with
other services®®.
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Psychosocial interventions for carers

A recent systematic review identified three evaluations
of psychosocial interventions for supporting carers

of people with dementia, delivered, as part of
continuing care, in the primary care setting®. Two were
randomised controlled trials2'-2” (see also Table 2.2¢c),
and one an uncontrolled pre- post-implementation
assessment of a translation of proven intervention
model into routine primary care®. In contrast to carer
support interventions delivered in the immediate post-
diagnostic phase, these continuing care interventions
generally show evidence of benefit.

A small RCT conducted in two Spanish primary care
facilities indicated quite impressive effects of group
cognitive behavioural therapy, administered in primary
care by a psychologist with non-specialist primary care
staff co-therapists on carer psychological morbidity
and dysfunctional thoughts?’. The Resources for
Enhancing Alzheimer’s Caregiver Health (REACH) trial
conducted in the Veteran’s Administration (VA) health
system in the USA demonstrated that supplementing
patient behaviour management training with carer
stress coping was associated with better general
well-being and a non-significant trend towards
reduced depression symptoms?!, The REACH II
randomised controlled trial later provided evidence of
efficacy for a much more intensive multicomponent
behavioural intervention for dementia caregivers using
education, support, and skills training to address
safety, social support, problem behaviours, carer
depression, and health®. Subsequently, in the REACH
VA study, the REACH Il model was implemented in

the primary care context in 24 VA Medical Centers in
15 states®®. 53 staff members, mainly social workers,
psychologists or nurses performed the interventions,
with 127 carers enrolled at the 24 facilities. The
intervention comprised nine one-hour individual

home sessions, three half-hour individual telephone
sessions, and five one-hour monthly telephone support
group sessions. From baseline to six months, carers
reported significantly decreased burden, depression,
impact of depression on daily life, caregiving
frustrations, and number of troubling dementia-related
behaviours. However, the standardised effect sizes,
while statistically significant were small (0.22-0.33).
There were no statistically significant changes in carer
general health or social support, or safety for the
person with dementia. No information is provided on
the uptake of the intervention or coverage achieved,
and there was no cost-benefit analysis. The large
majority of carers who participated (96%) believed that
the program should be provided by the VA to all carers.

Use of technology

Baseline data from 227 people who had screened
positive for dementia from the DELPHi-MV intervention
group and received a standardised computer-assisted
needs assessment, indicated a high number of

unmet needs with over 90% having three or more
unmet needs, particularly in the domains of “nursing
treatment and care” (38%), “social counselling and
legal support” (20%), and “pharmacological treatment
and care” (15%)?'. The computer-assisted needs
assessment is linked to a rule-based decision support
system that supports the compilation of the individual
intervention plan by suggesting corresponding specific
interventions to the general practitioner. Its introduction
in the intervention group was associated with an

85% increase in the number of specific interventions
recommended to the GPs®.

A study conducted among PCPs in Canada, examined
the effect of a Driving and Dementia Toolkit on
knowledge, confidence and anticipated change

in patient assessment?3. The toolkit comprised
background information on the topic, information on
local resources and how to access them, a guide to a
screening assessment of older drivers’ safety, and a list
of frequently asked questions. The toolkit was made
available online and in printed format. Knowledge

and confidence increased significantly for most of the
toolkit content questions. There was also a clear intent
on the part of study participants to begin including
additional pertinent questions in the patient/carer
interview when assessing a patient’s fitness to drive.
Satisfaction ratings with the toolkit rated an average of
8.4/10.

2.7 Summary and discussion

Primary healthcare services have always played an
important role in dementia care, and will continue

to do so. The questions addressed in this scoping
review have to do with assessing the quality of the
care provided across the care pathway, comparing
care quality and its outcomes for non-specialist and
specialist care, and identifying promising avenues for
enhancing the quality of care provided in primary care.
A secondary set of questions arise from the evidence
presented in this section of the report. What should

be the role of primary care? Can this and should this
be made more explicit? Is there scope for tasks and
activities carried out by specialist services to be shifted
towards or shared with non-specialists at the primary
care level?

It is important to note that the sections of this chapter
that address the quality of care provided by primary
care and compare this with specialist care describe

in essence the status quo, in which the roles and
responsibilities of primary care with respect to
dementia care have generally not been explicitly
defined, where basic curriculum and in-service training
has been limited, and when care processes are not
supported by evidence-based clinical guidelines or
care pathways. In this respect, the sections of this
chapter that describe strategies to enhance the quality
of care and its outcomes are particularly relevant.
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There is no doubt that dementia is currently under-
detected, under-diagnosed, under-disclosed, under-
treated and under-managed in primary care®. That
having been said, where PCPs do take responsibility
for dementia care there is at least some evidence to
suggest that this is not notably inferior in its outcomes
to that provided by specialists, even though care
processes may be less scrupulously adhered to.
There is evidently much scope for improvement, with
some well evaluated examples of system and service
level innovations to support a more prominent role of
primary care services in diagnosis, post-diagnostic and
continuing care.

Recognition of dementia in primary care can be
boosted by in-service education and training, which
seeks to alter attitudes and perceptions as well as
provide technical skills, and that has a practice-based
component with specialists guiding and mentoring
non-specialists to assume the responsibility for
recognition and diagnosis. Indicated screening using
cognitive tests can support timely diagnosis by
responding to concerns raised by patients and carers.
However, general screening, of all older attendees or
all those registered to a primary care service cannot
currently be recommended, and should not be carried
out, in advance of more research evidence on benefits,
harms and cost-effectiveness. There are several
successful examples of memory clinics established

in primary care, and run by PCPs supported by

nurse practitioners. A key issue here may be whether
dementia diagnosis is a task that is explicitly
recognised as within the capacity of non-specialist
services — a recent review of guidelines®® suggest that
Canada may be unique in asserting that the typical
presentations of the most common types of dementia
can be accurately diagnosed by PCPs, even in the
early stages of the disease, with clinical evaluation,
brief cognitive testing, basic laboratory tests, and
structural neuroimaging, as appropriate. It may be

for that reason that some of the more innovative
approaches to scaling up primary care diagnosis

are currently originating from that country5163,66.94,

In England, local commissioning practices have now
given rise to some diverse task-shifted and task-shared
diagnostic service models. Of note, the Gnossal
Surgery model, while primary care-based still requires
all diagnoses to be made by a specialist psychiatrist®’.
We could find no studies that had explicitly compared
the accuracy of diagnoses made by non-specialists
and specialists. Such studies should focus on mild
dementia, where diagnostic uncertainty is greatest,
and, given the lack of a gold standard (with modest
levels of diagnostic agreement between specialists®?)
should determine the predictive validity of diagnoses
made by specialists and non-specialists, assessing
whether diagnosed cases progress in impairment

and needs for care®. There is also a need for more
research to be carried out into good practice for
diagnostic disclosure, ensuring a ‘diagnosis well
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made’ with respect to appropriate information, clearly
delivered, anticipating and addressing negative
impacts, and signposting sources of support. It is
unclear whether or how this can be achieved in primary
care. Several studies indicate underperformance, and
a need for more training and support for this important
activity.

The post-diagnostic phase is, in principle, an important
phase of the care pathway, bridging from the ‘diagnosis
well-made’ to a system of continuing care and support
in the context of declining cognitive and functional
abilities and increasing need for care and support. This
phase was the focus for the only randomised controlled
trial that compared, in the Netherlands, post-diagnostic
dementia care services provided by non-specialists

in primary care with those provided by specialists

from memory clinic services’®. The results of this
‘non-inferiority’ trial were largely reassuring in that the
outcomes of the care provided by PCPs were no worse
than those for care provided by specialists?®, and
costs were similar?®. However, some care processes
were more commonly adhered to by specialists (anti-
dementia medication, information provided to carer,
and referral to community support)®0. The tentative
conclusion was that models of care during this phase
could be determined by the preferences of people

with dementia and carers, and regional and national
policy priorities. The potential benefits of the full range
of post-diagnostic support activities (as for example
advocated by Alzheimer Scotland in their ‘5 pillars’
model) have yet to be evaluated. However, the results
of two large randomised controlled trials conducted

in Germany?® and Denmark?* are concerning in

this regard. In contrast to a large body of evidence
suggesting that psychosocial education, training

and support interventions are moderately effective in
improving carer outcomes, no benefits for either the
person with dementia or the carer could be identified
from their implementation in the early post-diagnostic
phase, and the interventions were not cost-effective.
Post-diagnostic support needs to be thought

through carefully, since needs and preferences will
vary considerably among people with dementia and
their carers during this phase. It may be that service
responses need to be more bespoke and targeted,
based upon assessment and monitoring, rather than
seeking to deliver a uniform post-diagnostic care
pathway for all.

There is ample evidence that primary care services
struggle to deliver high quality continuing care for
people with dementia, even in systems where their
role has been made more explicit, such as through
the UK Quality Outcomes Framework’"72, and the
Canadian Consensus Conference on the Diagnosis
and Treatment of Dementia™. It is also clear that
educational interventions alone have no discernible
impact on guideline adherence and evidence based
management. Case management interventions
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do, however, seem to offer some promise in that
regard'®'®. Case management, when delivered with
appropriate intensity, with a clear mandate to work
across health and social care services, and by case
managers with appropriate skills and enough time
to focus on care management activities, can deliver
better outcomes for carers and (less consistently)
people living with dementia. In the primary care
context case managers can act as a task-shifting,
capacity increasing device, freeing up the PCP from
time-consuming routine assessment, education and
support, and care coordination activities.

However, despite much high quality research over the
last 15 years, important questions remain unanswered.

1. Is case management cost-effective? Although an
increase in the efficiency of care is a key objective
of case management, the relevant outcomes have
not been assessed in most studies. This would
require an evaluation of avoidance of undesirable,
unnecessary or potentially harmful patterns of
service utilisation (for example duplication of care,
emergency department attendance and avoidable
hospital admissions — see also Chapter 4), and,
crucially, an economic evaluation of the cost-
effectiveness of the intervention. Most of the models
evaluated imply either the creation of a new cadre of
specialist case managers, or the partial diversion of
part-time case managers from their primary roles in
the system. There are therefore cost, resourcing and
service planning implications. Most of the models
evaluated are, in effect demonstration studies, and
we do not yet know whether they could, or should
be taken to scale.

2. What type of case manager, and what model
of case management works best? There is
considerable variability in the models that have been
evaluated, and much uncertainty as to which would
be optimal. Common sense would suggest that
the ability to focus full-time on case management
would limit distractions, and lead to a more rapid
acquisition of role competencies, and there is some
indirect evidence from the studies we reviewed
to support this. The primary location of the case
manager within the health system may be a critical
factor, and this varies between studies, probably
reflecting the prevailing dementia care models in
the countries concerned. Thus, in the USA, case
managers were located either within the health
system (sometimes from specialist services, but
more usually in the primary care sector of a Health
Maintenance Organization), or a voluntary sector
care provider (e.g. the Alzheimer’s Association),
or both. In the Netherlands, two models seem to
have come about, one providing intensive case
management from a specialist dementia care
service provider, and the other case management
commissioned from a consortium of health and
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social care providers including primary care, but
primarily located in a variety of sectors®. In the UK,
there has been particularly strong interest in a model
of case management located in primary care52:86.96,
Case management integrated in primary care clearly
has appeal when, as in England, this is the location
of the register of all of the diagnosed cases, and
when the whole population is registered to a single
primary care provider. If dementia care coordination
were to be a mandated role for primary care, then
the capacity of the service to deliver this would be
greatly increased if supported by co-management
by PCPs and case managers.

. How can information technology support the

implementation of case management? Health
information systems to support effective case
management are often alluded to as challenges

in the studies described, but with few explicit
examples or evaluations of innovations. Such
technologies can be used to structure assessments,
support decision-making, facilitate caseload
management, and monitor and improve adherence
to guidelines, service standards and care pathways.
A critical issue in the coordination of care across
services is the ability to access and share
information across providers’87°,

. At which phase or phases of the condition would

case management be most effective and most
indicated, and would the model, content and
delivery of case management need to be modified
for specific subgroups? Most evaluated case
management programs recruited community-
dwelling older people with dementia, without

regard to disease type or stage, and some have
excluded those without an identifiable primary
informal caregiver. None have stratified their findings
according to patient subgroups.

. Should case management (particularly at the level of

primary care) be provided for frail and/or dependent
older people in general, or, in programs specifically
constructed for people with dementia? The former
approach might be more effective in promoting the
integrated delivery of holistic and person-centred
healthcare. Dementia and cognitive impairment

are highly prevalent in this patient group, and make
the greatest contribution to functional impairment,
needs for care, and complexity in delivering health
and social care. Case management can be effective,
and cost-effective®”98, While such evaluations are
not usually stratified by disorder, positive benefits
have been shown for the identification of dementia'®,
and for meeting dementia care quality indicators®’.
On the other hand, it is often emphasised, correctly,
that dementia is ‘not just another diagnosis’, but

one with particularly profound implications for the
intensity and orientation of future care*’-%°. As such,
perhaps people with dementia need access to case
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management services with specialist knowledge
and skills, and adequate resources to meet their
complex needs.

Throughout the literature on healthcare management
of dementia, there is surprisingly little focus on the
integrated care of physical, mental and cognitive
comorbidities, with the effective care of chronic
physical conditions particularly neglected. This
limitation appears to be pervasive. There is clear
evidence for a high prevalence of multimorbidity'0,
some evidence of more limited access to treatment
and monitoring for diabetes and eye care'%, and sub-
optimal management in primary care of cardiovascular
disease and its risk factors’2. However, as was

noted in a recent scoping review on management of
comorbidities

“Less is known about service organisation and
delivery or the views and experiences of people
with dementia and their family carers... There

is a need for more research looking at the ways
in which having dementia impacts on clinical
care for other conditions and how the process
of care and different services are adapting to the
needs of people with dementia and comorbidity.
People with dementia should be included in the
debate about the management of comorbidities
in older populations and there needs to be greater
consideration given to including them in studies
that focus on age-related healthcare issues”0.

A review of dementia clinical guidelines highlights their
general lack of applicability to older patients among
whom multimorbidities are particularly common©1,
While most of the guidelines considered the specific
needs of older persons, only 60% reported evidence-
based treatment recommendations for one or more
comorbidity, and only 32% considered multiple
morbidities. Education and training programmes

for PCPs, to the extent to which they include

aspects of continuing care, seem to give little or

no attention to the challenges of delivering holistic,
person-centred care to people with dementia and
multimorbidities® 1213, Case management interventions
attend, to varying degrees, to physical health through
medication management, promoting self-management
and healthy behaviours, and encouraging efficient use
of healthcare services. However, the health outcomes
considered are generally dementia-specific.

While the focus of this chapter has been upon the

role that is, and could be, played by generalists in
primary care, thought also needs to be given to the
optimal role of specialists within a more task-shifted
and task-shared model of care provision. Neurologists,
psychiatrists and geriatricians play an important part,
to varying degrees in different health systems, in
delivering diagnostic, post-diagnostic and continuing
care services. Dementia care is a sub-speciality
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area for all three of these medical disciplines, and
not all such specialist clinicians will have the relevant
experience, knowledge and skills. This may be
particularly true for low and middle income countries
with less well developed specialist dementia care
systems’02,

For those that have developed these skills (which are
not formally accredited in most systems), there is often
a tacit assumption that neurologists, psychiatrists and
geriatricians have equivalent competencies across the
comprehensive range of assessment and management
activities that might be required. This seems
improbable, and some of the studies identified in this
review highlight differences in management styles and
care quality between the three groups. Geriatricians
might be expected to be particularly competent at
assessing and managing complex multimorbidities;
psychiatrists at assessing and managing behavioural
and psychological symptoms, and neurologists at
making difficult diagnoses, identifying rare neurological
disorders, and distinguishing other forms of primary
brain disease. Of course, there are also likely to be high
levels of generic skills shared among all three groups.

Within a more task-shifted model of dementia
healthcare, it would make sense for much of the
activity where specialist expertise is generic among
the three disciplines to be taken on by non-specialists
in primary care, while ensuring that the relevant
specialist expertise is sought for particular assessment
and management problems. Task-shifted models of
care require specialist support, both while they are
being established (design, training and, in effect,
handing over the task), and continuously thereafter
(referral, supervision, mentoring and support).

Within a resource-limited system, this requires some
modification of specialist roles and responsibilities,
away from frontline patient care, and towards capacity-
building activities. In low and middle income countries,
where specialist care is underdeveloped, and the
diagnosis and treatment gap is most pronounced,

the specialist care sector workforce will need to

be strengthened, numerically and in terms of skills
development to take on this role. In HIC, there may

be potential, over time, to decommission and/or
reorientate some components of specialist care
services, to the extent that task-shifted primary care-
based services are proven to provide cost-effective
care of equivalent quality. This is not yet a relevant
consideration for most LMIC. At the same time,
policymakers in these settings should treat calls for
investment in western models of specialist orientated
care'03.104 with due caution. The belief reported by
one specialist in an article in The Hindu newspaper

in India, that dementia management “... is done best
by qualified professionals (including neurologists and
psychiatrists trained in dementia care) in memory
clinics”194 requires careful and critical examination,
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particularly with respect to the need to scale up access
to these services.

In Chapter 7 we present the results of a cost-modelling
exercise comparing, in HIC, the cost implications of
scaling up dementia healthcare services for people
with dementia in HIC for more and less-task shifted
systems of service delivery, and for LMIC assessing
the costs of scaling up task-shifted systems of care.
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CHAPTER 3
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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™’.

Case management has numerous potential benefits
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 Australia?, England®, France*, Denmark® or
Mexico® (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 efficiency 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 find ‘grey’ literature
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and articles in other databases than those mentioned
above (reports and policy papers).

Inclusion criteria

e Studies with a clear focus or relevance to case
management and care coordination

e A clear focus on older people with dementia,
Alzheimer’s disease, or cognitive impairment

¢ English language resources

Exclusion criteria

e A focus on older people rather than on people with
dementia

e Editorials, Opinion pieces

3.2 Search results, and characteristics
of the eligible studies

Overall, the search retrieved 5,007 abstracts. First,
we excluded 3,048 publications after review of titles
and abstracts, which were duplicates, conference
abstracts and other non-relevant abstracts. The
remaining 1,959 abstracts were double screened

by MK and MG for relevance. After reviewing titles
and abstracts, and hard copies if necessary, 90
publications were identified as meeting our inclusion
criteria.

Among those publications, 17 were reviews
(qualitative, quantitative, or mixed), 16 described
case management approaches, 32 described RCTs
of the effectiveness of case management, and 25
provided other relevant evidence on implementation of
case management programmes using study designs
other than RCTs. Randomised controlled trials were
mainly conducted in High Income Countries (n=26,
including the United States of America, Canada, the
United Kingdom, Finland, and the Netherlands) and
most of the case management interventions included
care coordination as well as support programmes,
counselling or education (n=25).

3.3 What is the evidence to
support case management (cost-)
effectiveness?

The number of reviews on case management is

now substantial. In addition to the two reviews’8
described in previous World Alzheimer Reports® 1, we
identified four more recent reviews from the current
search'-15, Although overlapping in terms of the
individual studies included, these reviews have come
to differing conclusions about the effectiveness of
case management.

Following the CMSA definition of case management,
Pimouguet et al.” reviewed a total of 12 trials
focussing on the efficacy of case management for
community dwelling people with dementia and their

carers in terms of healthcare costs, institutionalisation
and hospitalisation. Among those, only four reported
a positive impact of case management on time to
transfer into a care home, duration of care home
admission, or care home admission rate. The evidence
was considered too weak to allow any conclusion
regarding the efficacy of case management for people
with dementia and their carers on costs and resource
utilisation. Somme et al.8 conducted a more restricted
review on the impact of case management programs,
that include case identification, standardised
multidimensional assessment, and the development,
implementation, and monitoring and reassessment

of an individualised care plan, on clinical outcomes
and utilisation of resources by people with dementia.
Only six RCTs (also identified in the first review’) were
included, of which four reported moderately significant
effects on clinical outcomes or resource utilisation.
The authors highlighted that the degree of integration
between health and social service organisations and
the intensity of case management appeared to be
related to greater efficacy. Each of these reviews”8
were descriptive and did not perform any meta-
analyses.

After systematic review, a meta-analysis conducted
by Tam-Tham et al.'® pooled the effects of 17 RCTs
to evaluate the effectiveness of dementia case
management compared with usual care on reducing
long-term care placement, hospitalisation, and
emergency department visits, and on delaying time

to long-term care placement and hospitalisation. The
overall pooled relative risk (RR) of long-term care
placement estimated was not significant (RR=0.94,
95% ClI: 0.85-1.03, p=0.227) for dementia case
management compared to usual care. However, when
follow-up duration was below 18 months, a significant
reduction in risk of long-term care placement was
found (RR=0.61, 95% CI: 0.41-0.91, p=0.015). No
significant effect of dementia case management was
found on hospitalisation and emergency department
visits. It was therefore concluded that dementia case
management showed only a short-term positive effect
on long-term care placement among older people with
dementia living in the community and that other types
of resource utilisation needed further investigation.

More recently, Reilly et al.’® in a Cochrane review

on case management approaches to home support
for people with dementia highlighted that ‘case
management’ is often used fairly approximately in the
literature and is usually defined in a multifaceted way.
Their review was therefore guided by the definition

of case management as ‘any intervention delivered

in the community (not in hospital or residential care
settings) predominantly focused on the planning

and co-ordination of care required to meet the
identified needs of the person with dementia’. The
primary objective was to evaluate the effectiveness
of case management approaches to home support
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Table 3.1
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Randomised controlled trials relevant to care coordination/case management approaches for people with dementia living at home

Country

UK (London)

Author

Hinchliffe®!

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 difficulties
of the participant and
improvement in carer’s
mental health after
intervention.

Study, Country

Medicare Alzheimer’s Disease Demonstration, USA

Author

Newcomer, Yordi, Shelton & Miller?8-20. 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 significant differences in the number
of caregivers’ hospitalisations, hospital length of stay, or
Medicare payments.

Country

Canada

Author

Chu?®

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 Qutcomes

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
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Study, Country

Effects of supporting community-
living demented patients and their
caregivers, Finland

Author
Eloniemi-Sulkava??

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 OQutcomes

Burden.

Main Results

Rate of institutionalisation

was significantly lower in the
intervention group during the first
months.

Benefit of the intervention
decreased with time.

Study, Country

Cleveland Alzheimer’s managed care
demonstration, USA (Ohio)

Author

Bass, Clark & Judge'®: 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 intensified 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

Chien®”

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
anurse

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 significantly greater
improvements in symptoms and
institutionalization rates,

Caregivers reported significantly greater
improvements in quality of life and
burden.
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Study, Country

Study, Country

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

Author

Callahan'”

Year

2006

Intervention

Collaborative care management

Case management tasks: case finding,
assessment, financial 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 OQutcomes

Mood, Satisfaction of Primary Care.

Main Results

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

Intervention caregivers reported
significant 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.

ACCESS-Trial, USA (California)

Author

Vickrey, Duru & Chodosh?". 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 finding/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 Qutcomes

Quality of life, Social support, Number of participants in

carer support group, Informal caregiving hours per month,
Healthcare in the home per month, Confidence 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 significant differences in the mean monthly cost of
healthcare and caregiving services for intervention versus
usual care patients.
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Study, Country

Dementia Family Care
Programme, Hong Kong SAR
China

Author

Chien?

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 OQutcomes

Quality of Life.

Main Results

Participants in the intervention
group reported significantly
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
finding, 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

Significant reduction of mental
health and neuropsychiatric
symptoms in the intervention group.

Non-significant reductions in the
burden, functional ability and
neuropsychiatric symptoms. Non-
significant 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-Sulkava®3

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 finding/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 OQutcomes

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 significant. Intervention led to
reduction in use of community services and
expenditures. When the intervention costs were
included, the differences between the groups
were not significant.
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Study, Country

Study, Gountry

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

Author
Samus & Tanner3® 40

Year
2008-2010

The MIND study was ‘awaiting
classification’ in the Cochrane review'

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 finding/
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

Significant delay in time to transition from
home in the intervention group.

Significant reductions in the proportions of
unmet needs and significant 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.

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

Author

Jansen?

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 significant and clinically
relevant differences over time between
the two groups.
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for people with dementia from the perspective of

the patients, carers and staff compared with other
forms of treatments (including treatment as usual,
standard community treatment and other non-case
management interventions). All relevant RCTs and
economic evaluations including both people with all
types of dementia and their carers were included.

A total of 13 randomised studies including 9615
participants were eligible for inclusion, four from the
US™-21 four in Europe®?-25, three in Hong Kong?%-

28 one in Canada?® and one in India 3°. Most of the
studies 16-23.25,26,28,29 nad a duration of 12 months or
more while the longest lasted three years'8-20, Case
managers were employed from various professional
groups. Three studies were based in primary care
centres 17:21.25 and case managers were based

in dementia resource centres in two studies?®:27.
Almost all trials included face-to-face visits or home
visite2-27:80; only one reported solely telephone-based
case management delivered within a partnership
between a managed care system and an Alzheimer’s
Association'8. See Table 3.1 for the full description

of those studies (intervention, control group, care
management tasks, and outcomes). After assessment
of the risk of bias, it was concluded that all were
subject to performance bias as in any psychosocial
intervention with non-blinded participants or case
managers. However, the overall risk of detection bias
(blinding of outcome assessors) was low.

The main results of the meta-analyses are summarised
below.

e People in the case management group were
significantly less likely to be institutionalised at
6 months (OR 0.82, 95% CI: 0.69-0.98) and 18
months (OR 0.25, 95% CI: 0.10-0.61). The effects
at 10-12 months (OR 0.95, 95% CI: 0.83-1.08) or
24 months (OR 1.03, 95% CI: 0.52-2.03) were not
significant.

¢ One trial?” showed a significant reduction in the
number of days per months in a residential home or
hospital unit in the case management group at six
months (mean difference -5.80, 95% ClI: -7.93 to
-3.67), 12 months (mean difference -7.70, 95% ClI:
-9.38 to -6.02) but not 18 months (mean difference
0.17, 95% ClI: -0.92 to +1.26). However, another
trial?® reported no significant difference between
the two groups regarding time to transition into a
care home (HR 0.66, 95% CI: 0.38-1.14).

¢ No difference was found in the odds of
hospitalisation at six months (OR 1.06, 95% CI:
0.61-1.84), 12 months (OR 0.87, 95% CI: 0.59-1.30)
or 18 months (OR 0.76, 95% CI: 0.53-1.10).

¢ No significant effects were found on mortality
among people with dementia at 4-6, 12, 18-24 or
36 months.

¢ No significant effects were found on the quality of
life of the person with dementia or carer at 4-6, 12,
18-24 or 36 months.

e Some evidence of benefit for carer strain was
found at six months (standardised mean difference
-0.07, 95% ClI: -0.12 to -0.01) but this would not
be considered clinically significant, and there was
no evidence of longer term benefit. Additionally,
case management was found effective at reducing
behaviour disturbances at 18 months in two trials
(standardised mean difference -0.35, 95% CI:
-0.63 to -0.07, p=0.01).

e A greater improvement in carer depression/
mood measures at 18 months (standardised
mean difference -0.08, 95% CI: -0.16 to -0.01,
p=0.03) was found in the case management group.
However, this effect is small and unlikely to be of
clinical significance.

¢ Some evidence was found regarding reduced
cost of services at 12 months (standardised mean
difference -0.07, 95% ClI: -0.12 to -0.01) in two
trials and incurred lower dollar expenditure for the
total three years (mean difference -705.00, 95% CI:
-1170.31 to -239.69, p=0.003) in one trial.

The overall conclusions of this review were that there
is some evidence that case management is beneficial
for both the person with dementia and their carer

at improving some outcomes at certain time points.
However, the heterogeneity between interventions,
outcomes measures and length of follow-up across
the 13 included RCTs was important.

Two additional studies®®-4' were identified by Reilly

et al. during their systematic review. One study

was ongoing in the UK*' at the time and showed

that the model of case management evaluated was
unlikely to be sustainable in general practice under
current conditions. A definitive trial was therefore not
recommended. The second study, the Maximising
Independence at Home (MIND) pilot randomised
trail®®40 assessed whether dementia care coordination
delays time to transition from home, reduces unmet
needs in older people with memory disorders and
reduces caregiving burden in informal carers. Details
of the study are included in Table 3.1. The study
included around 300 community-living older people
and their carers in Baltimore, who were followed

for 18 months. Participants randomised to case
management had significant delay in time to all-cause
transition from home, and the adjusted risk of leaving
home was decreased by 37% compared to the control
group (HR 0.63, 95% CI: 0.42 to 0.94). Significant
reductions in the proportions of unmet needs in safety
and legal/advance care domains were also found in
the intervention group. However, unmet carer needs
declined in both groups, and there was no statistically
significant difference between groups. Improvement
in quality of life for intervention participants was
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reported®®. 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 found*°,

Further evidence on the effectiveness of case
management in primary care has been provided by
controlled trials without randomisation?2-4® and one
RCT focusing on carer outcomes only*®, 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-practitioner®®, a
collaboration between Veterans Affairs Medical
Centers and Alzheimer’s associations*243 or case
management supplementing usual care*, 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 efficacy of an individualised dementia care
consultation intervention for family carers of people
with dementia living in the community*® 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.' 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 review'®, only three studies reported
data on healthcare costs'® 2123 Another systematic
review from Knapp and colleagues*’ on dementia care
costs and outcomes found little economic evidence
on the cost-effectiveness of non-pharmacological
interventions for people with dementia, especially
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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 published*®. This
cost analysis of the PDC intervention in a 30-month
trial involving five 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 significantly
regarding change in costs from pre- to post-baseline
periods. The conclusion was that PDC met veterans’
needs without significantly 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 efficient ways to coordinate services'.
Although effectiveness has been demonstrated in
some studies, implementation of case management
programmes can be challenging*®. A mixed-methods
review from Khassanov et al.?® 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 dementia®':52, In
the UK, the CAREDEM feasibility study assessed
the introduction of a successful United States’
case management model to primary care'”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
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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 reflection
and feedback on the case manager role were
identified as key barriers to implementation®2. Case
managers had difficulties 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 team®?,

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)®'. 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.3* 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 identified 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
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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 globally®5, interventions and
strategies aiming at improving the efficiency 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 significant. The
evidence on the benefits 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.’®, fairly
loose. Case management models ranged from
interventions focusing on support and education for
carers of people with dementia’-?¢ to a 