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Glossary of terms

Activities of daily living (ADL) - the activities we do every
day, including instrumental tasks such as planning an out-
ing., paying bills, taking medications, calling family and
friends and basic tasks like dressing, eating, and using
the bathroom.

Alcohol-related dementia - alcohol consumption is a risk
factor for dementia and cognitive decline. Excessive and
prolonged use can lead to substantial volume loss in both
grey and white matter associated with cognitive deficits
and, in extreme cases, with dementia.

Alzheimer's disease (AD) - Alzheimer's disease is the
most common and well-known form of dementia, account-
ing for 60-80% of all cases. Brain cells and nerves are
disrupted by abnormal proteins, resulting in the disruption
of the transmitters which carry messages in the brain, par-
ticularly those responsible for storing memories.

Anhedonia - the inability to feeljoy or pleasure, a symptom
of depression that may be present in people diagnosed
with dementia.

Anosognosia - a lack of self-awareness about having a
disability. This condition is very common in dementia as
it is linked to Alzheimer's disease pathophysiology in vul-
nerable structures.

Aphasia - the inability to comprehend or formulate lan-
guage due to damage to specific regions of the brain. It
can be acute such as after a stroke, or progressive, like
in some types of dementia including Alzheimer's disease
and Frontotemporal Dementia.

Apraxia - the inability to perform previously familiar move-
ments, such as tying one's shoelaces, or having difficulty
producing speech (speech apraxia). Apraxia can be neu-
rological symptoms of dementia.

APOE e4 gene - this allele is present in approximately
15% of people and increases the risk for Alzheimer's dis-
ease and lowers the age of onset. Having this gene is a
risk factor for dementia but does not mean that Alzheim-
er's disease is inevitable. Some people have two copies
of the e4 gene (homozygotes or ApoE-e4), or more com-
monly, one copy (heterozygotes).

Atypical dementia - the clinical diagnosis of individuals
with a progressive cognitive and functional decline dom-
inated by non-amnestic symptoms or/and young onset
(<65 years old).

Care plan - a roadmap indicating how people living with
dementia would receive care throughout the progression
of their condition, preferably devised with input from the
person with dementia and their informal carers, taking into
account cultural, gender, ethnic, racial and health factors,
as well as life interests.

Cognition — mental processes involved in gaining or
using knowledge and comprehension. These processes
include thinking, knowing, remembering, judging and
problem-solving. Some dementias have more impact on
some aspects of cognition (such as remembering recent
events) than others.

Cognitive stimulation therapy (CST) - manualised group
intervention for people living with mild-to-moderate
dementia, aimed at improving cognitive function through
themed group activities that implicitly stimulate skills.

Corticobasal syndrome — a condition characterised by a
progressive cognitive and asymmetric motor degeneration
characterised by various combinations of akinesia, rigidity,
dystonia, focal myoclonus, ideomotor apraxia, and alien-
limb phenomena. Alzheimer's disease and aggregates of
4R-tau protein are frequently causes of this syndrome.

Dementia - a condition that groups symptoms of impaired
memory, thinking, behaviour and emotional control prob-
lems resulting in a loss of autonomy. There are many
classifications of dementia.

Disease-modifying treatment (DMT) - drugs that can
modify pathophysiological factors of an illness or condi-
tion, slowing down or reversing its progression. In contrast,
symptomatic treatments or drugs alleviate certain symp-
toms without addressing the root cause(s) of the condition.

Down syndrome (DS) - Down syndrome (DS) is caused
by a triplication of chromosome 21 and the most frequent
cause of intellectual disability of genetic origin. As life
expectancy has increased for people with DS, so has the
incidence of age-associated health problems, most nota-
bly young or early-onset Alzheimer's disease.

Early/young onset dementia - any dementia beginning
before the age of 65. Approximately 1 person in every 1,000
under the age of 65 develops dementia.

Frontotemporal dementia (FTD) - one of the subgroups of
the larger frontotemporal lobar degeneration (FTLD) fam-
ily, it accounts for approximately 10% of dementia cases. Its
symptoms include changes in speech, personality, behav-
iour, poor impulse control, and coordination.
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Global action plan on dementia (GAPD) - The Global
action plan on the public health response to dementia
2017-2025 is a WHO initiative that aims to improve the
lives of people with dementia, their carers, and families,
while decreasing the impact of dementia on communi-
ties and countries.

High-income countries (HIC) - a country with over
US$12,696 Gross National Income per capita, according
to the World Bank 2020 classification.

latrogenesis - complications or unintended adverse
consequences to a patient caused by healthcare profes-
sionals, whether due to wrongful diagnosis, intervention,
error, or negligence.

Incidence - the measurable rate or probability of an occur-
rence, such as a disease, in a defined population within
a specific timeframe. In other words, the number of new
cases of a disease diagnosed within a population.

Lewy body dementia (LBD) - or dementia with Lewy bod-
ies, designates dementias characterised by the neuronal
accumulation of abnormal alpha-synuclein, in the form of
Lewy bodies. Dementia with Lewy bodies and Parkinson's
disease dementia are examples of Lewy body demen-
tias. Half or more of people with Lewy body disease also
develop signs and symptoms of Parkinson's disease.

Lower-income countries (LIC) - a country with less than
US$1,045 Gross National Income per capita, according to
the World Bank 2020 classification.

Middle-income countries - a country with between
US%$1,045 to $12,695 Gross National Income per capita,
according to the World Bank 2020 classification.

Mild Cognitive Impairment (MCI) - the stage between
the expected cognitive decline of normal aging and the
more serious decline of dementia.

Mixed dementia - the condition where abnormalities
characteristic of more than one type of dementia occur
simultaneously. For example, individuals can have both
Alzheimer's disease and Vascular dementia together.

Monoclonal antibodies (mAbs) - an antibody produced
by a single clone of cells or cell line and consisting of iden-
tical antibody molecules.

Neurodegeneration - degeneration of the neurons in
the brain. Many neurodegenerative diseases - including
Alzheimer's disease, Parkinson’s disease, and Hunting-
ton's disease — occur as a result of neurodegenerative
processes.

Neuropsychiatric symptoms (NPS) - in dementia, these
symptoms can include apathy, anxiety, agitation, depres-
sion, impulsivity, loss of social cognition, hallucinations and
delusions, sleep behaviours or disturbances. They can
be addressed through non-pharmacological treatment
strategies alone, or in combination with pharmacologi-
cal treatment.

Neurology - the branch of medicine or biology that deals
with the anatomy, functions, and organic disorders of
nerves and the nervous system.

Parkinson Disease Dementia - Parkinson’s disease (PD)
is the second most common neurodegenerative disease
after Alzheimer’s disease. While it mainly affects move-
ment and balance, dementia is a common complication
associated with the condition.

Post-diagnosis support (PDS) - an umbrella term encom-
passing the variety of official and informal services and
information aimed at promoting the health, social, and
psychological wellbeing of people with dementia and their
carers after a diagnosis. Integrated treatment, care, and
support are the pillars of effective post-diagnosis models.

Posterior cortical atrophy - a neurodegenerative syn-
drome characterised by predominant and progressive loss
of visual and other sensory functions - such as space and
object misperception, apraxia, environmental agnosia and
diminished reading and face perception - while memory,
language and insight are relatively preserved.

Prevalence - the measurable proportion of an occur-
rence, such as a disease, within a defined population and
within a specific timeframe. In other words, the percent-
age of cases of a disease diagnosed within a population.

Primary progressive aphasia (PPA) - a heterogeneous
neurodegenerative disorder usually linked to Alzheimer's
disease or Frontotemporal lobe degeneration, PPA is char-
acterised by progressive, distinctive language impairments
that evolve into communicative skill disruption impacting
daily living activities and communication.

Progressive supranuclear palsy (PSP) - a brain disorder
mainly characterised by impaired balance affecting body
movement, walking (falls), and uncontrolled eye move-
ments. It results from damage to the brain’s nerve cells
that control thinking and mobility. These motor-based
symptoms are frequently accompanied by memory and
thinking problems.

Psychosocial - the combined influence that psychological
factors and the surrounding social environment have on
individual's physical and mental wellness and their abil-
ity to function.
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Randomised clinical trial (RCT) - a research study in
which the participants are divided at random into sep-
arate groups that compare different treatments or other
interventions, in order to compare the effects of the treat-
ments more equitably.

Risk factors - health conditions or characteristics asso-
ciated to the development of a condition, often linked to
lifestyle, age and family history.

Synergism - interaction between two drugs that causes
the total effect of the drugs to be greater than the sum of
the individual effects of each drug.

Tau - proteins that stabilize microtubules. Hyperphos-
phorylated tau may accumulate in neurons, forming
neurofibrillary tangles, leading to degeneration in a wide
variety of disorders including Alzheimer's disease.

Typical dementia - the clinical diagnosis of individu-
als who are 65 years old and older with a progressive
cognitive and functional decline dominated by amnes-
tic symptoms.

Vascular dementia - vascular disease occurs when blood
vessels are damaged, blocked or weakened and there-
fore prevent the adequate supply of oxygen and nutrients.
When the blood flow is disrupted and results in an insuffi-
cient oxygen supply to the brain, cells are likely to die. This
may lead to a series of mini strokes (infarcts) and possible
vascular dementia. Vascular dementia alone or in combi-
nation with Alzheimer's disease accounts for 20%-30% of
all cases of dementia.

Very late onset dementia - any dementia beginning after
85 years old. Dementia among the oldest is often related
to multiple neuropathologic changes or diagnoses.

World Health Organization (WHO) - the United Nations
health agency responsible for directing and coordinat-
ing matters relating to and promoting international public
health, including non-communicable chronic diseases and
syndromes such as dementia.
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Foreword

Paola Barbarino, Chief Executive Officer, Alzheimer's Disease International

n my introduction to last

year's World Alzheimer's

report on diagnosis, | made
it clear that we should not
encourage people to have
a diagnosis if post-diagnos-
tic support is not available.
You only need to read the
early chapters of this report,
in which people living with
dementia and families from
all over the world talk of
their experience, to under-
stand why.

Two quotes from this report contextualise this in a nutshell.

“l was despondent, at the end of my rope, and to be perfectly
honest, if you think that | did not consider suicide several
times, you would be quite incorrect; then my husband would
be someone else's problem, not mine!" Linda Grossman,
wife and caregiver, Canada (Chapter 3)

‘I was met with a lot of resistance and resentment from
my siblings, none of whom had processed the reality of the
diagnosis and the colossal changes that came with it. | aban-
doned my life and sacrificed my and my child's wellbeing to
give full-time care to my mother while others continued with
their lives as if nothing had happened.” Maikutlo Mabille,
daughter and caregiver, Botswana (Chapter 3)

| first realised that doctors were not trained to deliver such
diagnoses at a meeting in Slovenia many years ago, when
a very articulate GP talked about her realisation that she
had been wrecking families by offering a diagnosis without
post-diagnosis support. Last year, we talked of doctors'
angst when they have not been trained in conveying such
an important piece of news. This report tackles the other
side: receiving a diagnosis.

But this report is so much more than that. We do not limit
ourselves to describing the issue with its related aura of
negativity, we also try to present the entire gamut of ideas,
solutions, alternatives, strategies, and tools currently avail-
able to care professionals to improve the life of families
after a diagnosis. As Tamara Sussman puts it so well in
her essay (Chapter 3):

“Dementia has been traditionally viewed through a narrow
biomedical lens [..] Relying solely on such frameworR [..] can
result in stigmatisation and disregard the reality that people
with dementia are whole people, capable of participating
in meaningful social connections.”

We also explore it, as ever, from a variety of perspectives,
be they gender, race, culture, socioeconomic status and
so on. It never ceases to amaze me when, talking to inter-
ested people, they realise that they have been looking at
dementia through the lens of their own cultural experi-
ence, and that there is a whole world out there for whom
the experience is wholly different. Inequalities, unfortu-
nately, are still rife.

For example, in the essay by Ishtar Govia et al. (Chapter
5) about the stark realities faced by families in Jamaica:

“The option of placing family members into a care home
is out of reach for many, as the average cost is over 90%
of the typical household income. [..] For families in the low-
est income bracket, abandoning their family member with
dementia at a public hospital may seem to them the most
affordable and manageable solution to long-term care.”

The report also invites the reader to look at post-diagnosis
support through philosophically different viewpoints. One
example is the fundamental difference between west-
ern and eastern attitudes to autonomy and collectivism
- which, in the West, can lead to individuals going for their
diagnosis alone and the family feeling excluded, whilst
in the east entire families can be involved in the diag-
nostic experience whilst the person diagnosed can feel
excluded (see Catherine Ferrier's essay on advance care
planning for dementia in Chapter 7, a theme that recurs
in multiple essays).

There are also huge practical pearls of wisdom, such as
the enlightening essay by Matt del Vecchio (Chapter 8) on
important considerations to bear in mind when choosing
a care home. | am sure many people living with dementia
and families will find this of great value.

But to really understand what this report is about, | advise
you to read Kellyn Lee's essay (Chapter Q). | wish every-
one would read these inspirational pages. | hear good and
bad stories about care experiences, but reading this essay
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makes it easy to understand that we all must try harder.
Understanding the causes of confusion, agitation, and - in
some cases - of aggression in people living with dementia
is possible and can inspire solutions that ultimately bring
great joy and fulfillment to care, and lessen the guilt that
so many carers still feel.

This report deals with all stages of dementia, from early
to late, and does not shy away from complex, touchy, and
controversial topics - like the use of antipsychotic medi-
cation, living wills, euthanasia, and palliative care. We have
tried as much as possible to be true to reality, and reality
in the realm of dementia is a very complex set of factors
indeed. But families and people living with dementia need
to jostle with these realities every day, so that begs the
question: why can't governments do the same and face
the fact that dementia is not going away, is becoming a
bigger and bigger issue, and we all need to do some-
thing about it?

| believe post-diagnosis support and care is the reason
why so many governments are scared to implement
national plans for dementia. It is perceived as too costly.
This report should prove once and for all that post-diag-
nosis support is mightily implementable within our existing
infrastructures and it does not have to cost the earth.

However, healthcare professionals, especially in primary
care settings, and the general public need to KNOW that
this information exists and where to find it. As the authors

of the report point out, education is key. But to paraphrase
Nori Graham in her essay (Chapter 2), the information is
out there, has been out there for ages, so why do people
still struggle to find it?

ADI, our members, and Alzheimer's and dementia associa-
tions all over the world know that it is not enough to publish
information once and expect change to happen instanta-
neously. Information needs to be pushed out repeatedly,
made easy to find and digest, so that it can become knowl-
edge and, eventually, wisdom. We are human beings and
what make us different is that we can write and share so
we can learn and improve constantly.

e at ADI will continue to identify best practices, raise
awareness, and distribute this information, but we need
more of you to do the right thing. We need more com-
passion and understanding, we need more commitment
to do better. As you step out doing your job every day,
each new person you meet is an opportunity to broaden
our global advocacy.

Please join the movement - together we can do so much.
Paola Barbarino

CEO, Alzheimer's Disease International
London, September 2022
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Executive summary

ney through the diagnosis of dementia, a companion

to this year's report, access to a diagnosis remains
the exception rather than the norm for people living with
dementia. Alzheimer's Disease International (ADI) esti-
mates that 75% of people with dementia are not diagnosed
globally, with that rate believed to rise as high as 90% in
some lower- and middle-income countries. The number
of people living with dementia - estimated to stand at 55
million in 2019 - is expected to rise to 139 million in 2050,
according to the most recent World Health Organization
(WHO) figures.

e s laid out in the World Alzheimer Report 2021: Jour-

But diagnosis is only the first, albeit arduous, step on the
journey. Integrated treatment, care, and support are the
pillars of effective post-diagnosis models. Post-diagno-
sis support — an umbrella term encompassing the variety
of official and informal services and information aimed at
promoting the health, social, and psychological wellbeing
of people with dementia and their carers after a diagnosis
- is often a daunting field to navigate, particularly when
the systems meant to provide such support are confus-
ing, limited, or outright non-existent depending on where
one lives.

This World Alzheimer Report 2022 is, to our knowledge,
the most comprehensive exploration of post-diagnosis
dementia support across the globe to date. ADI always
knew that undertaking this endeavour would be chal-
lenging and multifaceted, but little did we know how
eye-opening, rich, and instructive the content would be.

ADI worked closely with McGill University to compile this
hefty report, composed of insightful expert essays. These
essays are underpinned by a survey that weaves in the
voices of ‘real people’ living with dementia, their carers,
and care professionals, to bring further authenticity and
to ground the report in reality.

This report tackles far-ranging issues of dementia care
and support through 24 chapters divided into eight the-
matic sections: Understanding the significance of staging
dementia (Chapter 1), the challenges and decisions occur-
ring at each stage (Part Il) and the specificities of different
types of dementias (Part VI); delving into the impact of
diagnosis on people living with dementia, their carers, rel-
atives, and communities (Part I); addressing the symptoms
and changes commonly associated with dementia (Part
[, and the pharmacological and non-pharmacological
interventions that can help people living with dementia
and their carers (Parts IV and V); showcasing international
and national perspectives on models of care (Part VII); and
laying the groundwork for forward-thinking, principled
approaches to dementia, necessary in order to move the
needle forward (Part VIII).

The WHO's 2017 Global action plan on the public health
response to dementia (which lays a framework for the
organisation's 194 member states to improve the lives of
people with dementia, their families, and communities by
2025 through seven action areas) is past its halfway point
with less than three years remaining until its completion.
Yet the targets set by the WHO are far from being reached,
with dementia far too often falling by the wayside amid
governments’ myriad of considerations.

Let us be clear: we know dementia is a complex condition
and as a global health priority, it is competing with a pleth-
ora of other urgent needs stemming from a pandemic that
has wreaked havoc on global health and long-term care
sectors and governments. But this report has only served
to reinforce what ADI and many readers will already know
- that we have to do more, and we have to do it now. Peo-
ple living with dementia and their families deserve better.

This is a substantial report that readers will undoubtedly
need to dip in and out of over time. But in pouring over
the content and data, key recurrent themes have surfaced
that provide a clear guideline and framework for priori-
ties in future.

The most repeated theme throughout the report is the
importance of person-centred care. This phrase has
become so commonplace in dementia care parlance
that it risks becoming a cliché. But here we mean it in its
strictest sense: that care must focus on the unique situa-
tion of each individual and build from there. Each person
deserves care and support that meets their unique needs
and provides access to the right information at the right
time so they can make choices about the entire trajectory
of their care. We see over and over again in the report that
the best way to do this is through a care plan that describes
the type of support an individual needs, how this support
will be provided and by whom. A simple care plan can
help map out a very complex journey.

An equally important theme is support for those who care
for people living with dementia, whether they be family or
friends. Providing carers with essential dementia educa-
tion and helping them to develop a ‘toolbox’ of knowledge
and practical tips to better understand and cope with the
changes ahead is a subject of many expert essays. Sim-
ilarly, there is recognition that carers, many of whom are
women, need support in coping with the unique pressures
that come with their evolving role.

The report also reveals the evolving role of clinicians
as they support families throughout the entire demen-
tia journey. Post-diagnosis care models explored in the
report describe the importance of having one individual
- a key worker or navigator - who can work alongside
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a person living with dementia and their family and help
them navigate complicated care pathways, linking them
to the right help at the right time. Models described here
show how this role can evolve over time, from being a
community or social worker to a nurse to a more spe-
cialised palliative care practitioner. But it is clear that
the role of clinicians needs to evolve as well, to facilitate
their ongoing involvement and support throughout the
post-diagnosis journey in care planning, treatment and
monitoring. These models have shown promising out-
comes and cost effectiveness.

These three groups - people living with dementia, car-
ers, and health and long-term care professionals - form
an important triadic care relationship that requires equi-
librium to thrive. A robust post-diagnosis care model can

provide the solid framework to strengthen and enable this
relationship to flourish, bringing better health outcomes
that in the long run create a more stable, effective, and
cost-efficient health and long-term care economy.

Finally, threaded across and within almost all essays is the
importance and need for increased dementia education
and training for all, but especially for health and long-
term care professionals. The report is full of examples of
good practice of life learning and practice development
to ensure that they are enabled to build their competen-
cies and update their practices.
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Recommendations

National dementia plans need to become a policy
priority

Governments must urgently build robust mod-
els of post-diagnosis support that are tested,
funded, monitored, and fine-tuned. Linking them
to key action areas of WHO's Global action plan
on dementia provides a framework for design

- focusing on treatment, care, support, educa-
tion, risk reduction and innovation. Government
involvement in building these systems will
ensure that improvements to post-diagnosis
support models will be easier to implement.

Person-centred care must become the norm

People with dementia should have access to
personalised care plans that enable them, along
with their carers, to make informed choices, plan
for the future, and participate in shared deci-
sion-making about the care they receive.

Care should be culturally appropriate and gender
inclusive

Cognitive interventions should be developed in
ways that are tailored to individual needs and cir-
cumstances - taking into consideration cultural,
gender, sexual, ethnic, racial and health factors,
life interests, and the wishes of care partners.

Support for carers must be prioritised

Governments must support health and long-
term care systems to provide carers, many of
whom are women, with the information, educa-
tion, services, resources, and support they need
to continue their caregiving role. This includes
access to respite and employment protection
for those combining work and caring roles. Car-
ing is an important, if often undervalued, role that
comes with high levels of stress and anxiety, and
much more needs to be done to make sure that
carers are able to carry their duties without sacri-
ficing their financial, social, and mental wellbeing.

Care needs to be coordinated and accessible

Healthcare systems should develop a case man-
agement approach, in which an appropriately
trained professional (key worker/navigator/
nurse) can liaise and connect with multidiscipli-
nary teams to help people living with dementia

and their carers navigate the often-complex
post-diagnosis care pathway at each stage of
the dementia journey. Evidence shows this has
promise in terms of better outcomes and health-
care costs.

We must continue to challenge stigma and raise
awareness - it remains a severe barrier

National awareness campaigns must tackle
stigma and lack of education on dementia,

as this continues to be a barrier to accessing
diagnosis and post-diagnosis support. Many
countries still report a general lack of know!l-
edge, awareness, and understanding among
healthcare professionals, and governments must
act to alleviate this.

Education must be improved and expanded

On a global level, there is an urgent need to
improve and expand dementia education, train-
ing, and professional development for clinicians
and other health and long-term care profession-
als in post-diagnostic management and support
from both pharmacological and non-pharmaco-
logical standpoints. Life-long learning, starting
early in schools, extended through to special-
ist courses in universities and medical schools,
and continuing throughout health profession-
als' careers, can break stigma and encourage
deeper understanding and expertise.

Further trials of cost-effective and evidenced-based
psychosocial interventions are needed

Nonpharmacological interventions, such as Cog-
nitive Stimulation Therapy (CST) and Cognitive
Rehabilitation, should be further researched and
implemented as possible cost-effective and
impactful interventions globally.

Risk reduction must be bolstered

Governments are urged to promote pop-
ulation-based approaches, combined with
education about individual dementia risk factors,
to encourage public engagement in behav-
ioural and lifestyle changes to reduce the risk of
dementia. Risk reduction and rehabilitation are
life-long strategies that include post-diagnosis
stages.
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Survey methodology and analysis

When ADI and McGill began preparing this second vol-
ume of the World Alzheimer Report series on diagnosis
and post-diagnosis support, we wanted to underpin the
expert essays with the experiences and voices of ‘real peo-
ple’ who are affected by dementia - those who are living
with a diagnosis or are caring for someone who has one,
be they friends, family members or professionals.

The surveys carried out for this report were never meant
to be exhaustive. Rather, they were meant to provide a
snapshot - to illustrate what some people are experienc-
ing across the globe at a time when the number of people
with dementia is on the rise, all while we still await dis-
ease-modifying treatments, and only 39 national dementia
plans exist worldwide despite WHO targets aiming to have
at least 149 by 2025.

We wanted to ground this World Alzheimer Report 2022 in
this reality - to share a glimpse of the range of experiences,
and to shine a light on why post-diagnosis support is so
important, because access to it, or lack thereof, impacts
people in profound ways.

Methodology

Three surveys were carried out targeting specific groups
concerning their journey after a diagnosis of dementia -
informal carers, professional carers, and persons living with
dementia. These surveys were conducted concurrently
between May and July 2022 and accessible in seven lan-
guages (English, Chinese, Spanish, French, Portuguese,
Japanese, and Arabic). ADI amplified the survey via its web-
site, social media, mailing list, and through ADI member
associations. We also provided QR codes at our 35" Global
ADI Conference in June 2022 to facilitate participation. The
quantitative and qualitative responses featured in this report
were obtained from 1,669 informal carers in 68 countries,
893 professional carers in 69 countries, and 365 people with
dementia from 41 countries. Analysis of the collected sur-
vey data was conducted using Python 3.8 [1] implemented
in the Anaconda Software Distribution, version 4.10.3 [2].
The respondents were asked a series of single- and multi-
ple-choice questions, as well as one open-ended question
about their experience. Some of these answers are quoted
throughout the report, as well as on page 32, to show the
variety of experiences, points of view and feelings of peo-
ple navigating the journey of dementia.

Respondents

Of those who responded to the survey that targeted
people living with dementia, 62% identified as female
and 37% as male, with people identifying as non-binary
and those preferring not to say making up a combined

1% (0.5% each). Respondents were on average 70 * 12
years of age, with 28% coming from lower-income coun-
tries. Nearly half of those who responded (49%) indicated
they were in the mid/moderate stages of dementia, with
slightly fewer (39%) identifying as having early/mild stage
dementia. Eight percent of respondents identified as hav-
ing advanced dementia, while roughly 4% indicated they
did not know their stage of illness. The respondents with
dementia were almost evenly split between those com-
pleting the survey on their own (56%) and with the help of
another person (44%).

The overwhelming majority of informal carers identified
as female (82%), 17% as male, and 1% identifying as either
non-binary or preferring not to say. The average age and
standard deviation of these informal carers was 58 * 12
years, while 32% of respondents came from a lower-in-
come country. Overall, 40% of carers who responded to
the survey indicated they cared for their loved one on a
full-time basis, whereas 31% responded that they were
part-time carers and not living with their loved one. Twen-
ty-three percent of carers indicated they receive help in
their caring role, and therefore considered themselves
part-time carers.

Regarding the survey targeted at professional carers, 78%
of respondents identified as female, 21% as male, 0.6% as
non-binary and 0.4% preferring not to say. They were on
average younger than informal caregivers, with a mean
of 47 years of age and a standard deviation of 13 years.
A similar geographical spread was present, with 33% of
respondents coming from lower-income countries.

Some key themes

To provide a framework and evidence base for the three
surveys, McGill and ADI decided to ground the survey
questions in key priorities listed within the post-diagnostic
action areas of WHO's Global action plan on dementia [3].
Although we include various data throughout the report,
here we indicate some themed responses.

Coordinated and integrated care

People living with dementia in both high- and lower-in-
come countries indicated that they most often received
the same types of information upon receiving a diag-
nosis. Across this survey group, 52% indicated that they
were prescribed a dementia-specific medication (done-
pezil, rivastigmine, galantamine, memantine or similar).
Thirty-four percent were advised to contact their local
Alzheimer or dementia association (or other organisation),
and 28% were advised on nutrition and exercise.
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Like respondents with dementia, informal carers across
both lower- and higher-income countries indicated that
they received similar information at the time of diagnosis.
Sixty-three percent indicated their loved one was pre-
scribed a dementia-specific medication and 46% were
advised to contact their local Alzheimer's or dementia
association. In terms of the next most common type of
information provided, this differed across lower- and high-
er-income countries, with 38% of those who responded
from lower-income countries indicating they were given
information on nutrition and exercise, whilst 38% of those
from higher-income countries indicated they were pro-
vided with information booklets.

A surprising number of people living with dementia indi-
cated they had not been offered post-diagnosis support
beyond the initial information provided immediately after
their diagnosis. In lower-income countries, 45% indicated
they had not been offered support, while 55% reported
they had. In higher-income countries, although 63%
reported having been offered post-diagnosis support,
37% indicated they were offered nothing.

As the table below indicates, of the people living with
dementia who had been offered support in both lower-
and higher-income countries, the greater number of survey
respondents reported being offered group support (29%
and 34% respectively) and education/training (27% and
26% respectively). In lower-income countries, the third

most-offered type of support offered was cognitive stimu-
lation therapy at 25%, whereas in higher-income countries
it was individual support, at 23%.

Sixty-two percent of informal carers from lower-income
countries said that the person in their care had not been
given access to post-diagnosis support, whereas 38% said
that they had. In higher-income countries, the trend was
reversed, with 64% saying they had been provided with
post-diagnosis support and 36% indicating they had not.

Of the care that informal carers indicated was offered, in
lower-income countries 45% respondents indicated the
person they cared for was offered cognitive stimulation,
while an equal percentage was offered group support. This
was followed closely by physiotherapy at 41% and occu-
pational therapy at 39%. In higher-income countries, 48%
of respondents indicated they were offered home care
support followed closely by access to day programmes
at 47% and next by access to education/training at 38%.

Overall, 58% people living with dementia (64% of whom
live in lower-income countries and 55% in higher-income
countries) indicated they did not have access to a key
worker or named professional who could advise and help
them navigate dementia services after diagnosis. Interest-
ingly, 58% of professional carers indicated that they are
able to follow the same individual through their illness by
case managing their care, whereas 35% said they were
either required to discharge or unable to provide care to
the same individual throughout their illness.

People with dementia: What services were offered to you after diagnosis?

60%
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40%

30%

20%

[l Total

Il High-income countries

1 Lower-income countries
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Informal carers: Which services were offered to you and
the person you care for at the time of diagnosis?
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Well trained healthcare and long-term care
professionals

Seventy-nine percent of professional carers who responded
to our survey indicated they had received specialist training
to support people living with dementia, with 21% specify-
ing they had not. This split was roughly the same in both
lower- and higher-income countries. The top three areas
of training were again aligned across lower- and high-
er-income countries, including Understanding dementia,
Different types of dementia, and How dementia progresses/
different stages of dementia and what to expect. It is worth
noting that the results may be influenced by self-selection
- health care professionals with a strong interest and/or
training in dementia were more likely to have chosen to
answer the survey.

Person-centred, gender-sensitive and culturally
appropriate care

Sixty-four percent of people living with dementia indicated
they did not have a personalised care plan - a roadmap
indicating how they would want to receive care throughout
the progression of their condition- with 36% reporting they

had. This was pretty much consistent across lower- and
higher-income countries. Of those who had a care plan, 47%
of people living with dementia in lower-income countries
said they had not been consulted or asked for their input
or preferences when developing it, whereas 42% shared
that they had been consulted. In higher-income countries,
71% of people living with dementia who had a care plan
had been consulted on its development, while 12% had
not. Overall, 15% said they did not know.

Seventy-seven percent of caregivers (82% in higher-in-
come countries and 65% in lower-income countries)
indicated they had been consulted and asked for input
into their loved one's care plan, whereas 23% (18% in high-
er-income countries and 35% in lower-income countries)
had not been consulted.

Similarly, 75% of professional (72% in higher-income coun-
tries and 82% in lower-income countries) indicated they
regularly include either the carer and/or the person living
with dementia in the development of the care plan. Twen-
ty-one percent (23% in higher-income countries and 16%
in lower-income countries) reported that they sometimes
consult the carer and/or the person living with dementia,
whereas around 4% do not consult at all.
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Stress and anxiety

The persons living with dementia answered a question
about how often they feel stressed or anxious about their
diagnosis of dementia after disclosure: 46% of them said
they felt stressed or anxious “some of the time”, while
another 34% said either “often” or "all of the time”.

Informal carers who responded to our survey indicated
that stress was a very common factor while trying to cope
with their caring responsibilities: 54% of them said they
felt stress either often or all of the time, 39% said they felt
stress some of the time, while only 8% of informal carers
said they rarely or never felt stress.

Stress was also a common factor with paid health and
long-term care professionals who responded to the ques-
tionnaire. Almost half (49%) said they felt stressed or under
pressure some of the time while 37% said they felt stressed
often or all of the time. Over half (54%) responded that they
felt pressure impacts their ability to work some of the time,
while 25% said it impacted their work often (20%) or all of
the time (4%). When asked if they were given adequate
time with their patients, 59% paid professional carers said
they had not at alladequate (22%), or somewhat adequate
(37%) time with each patient. Only 25% of professional car-
ers felt they had adequate time. Finally, almost half (47%)

Data availability

Parts of the survey findings are represented in clearly
defined charts, figures, and statements throughout the
report. Commentary and discussion points were provided
by the McGill University team to frame and provide context
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of paid professionals who responded said they did not
feel they were adequately financially compensated for
the work they provide.

Respite services

Only 4% of people living with dementia and 8% of carers
reported having access to respite services. The majority
of informal carers - 70% - responded "no” when asked
whether they had been offered professional support for
themselves. There was a notable gap in answers between
respondents from lower- and higher-income countries,
with only 22% of informal carers in lower-income coun-
tries saying they had been offered professional support,
compared to 33% in higher-income countries.

Accessible information and training for informal
carers

When asked if dementia education and training was
important, 94% of informal carers indicated it was
extremely important or important. Overall, 77% of car-
ers have taken part in education and/or training, with
training on understanding dementia, communicating with
someone living with dementia, and understanding behav-
ioural and psychological symptoms of dementia being
listed as the most beneficial.

for the relevant figures in the respective chapters. The
entire anonymised dataset can be made available as sup-
plementary files through ADI upon request.
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We asked our survey respondents to describe their experience
with dementia. Here are some of their answers, in their own
words - the good, the bad, and everything in between.

"I've covered all my
bases [..] but in the
meantime, | suck the
marrow out of life and
live each God-given day
to the max."

PERSON WITH DEMENTIA, 70

Australia

"Being independent and
having dignity is very
important to me, so | feel
lucky and don't want too
much doctor/hospital
interference."

PERSON WITH DEMENTIA, 101
United Kingdom

"A sea of discovery that
required plenty of time
and effort to navigate."

INFORMAL CARER, 46

Ireland

"It is very sad to live in
mourning of oneself.
Every forgetfulness, no

matter how small,
reminds me that
dementia exists in me."

PERSON WITH DEMENTIA, 49

Brazil

"No day is alike; as a
nurse, despite how difficult
it can be for residents with

dementia/Alzheimer's

disease, it's worth fighting
to give them the best care
they deserve.

HEALTHCARE PROFESSIONAL, 58

Bermuda

"My life is focused on
taking care of my family
member, which has not
allowed me to develop
my own life or fulfil my

dreams."

INFORMAL CARER, 41

Panama

"Unfortunately, for
more than 10 years, |
have been the only
doctor in the country
who specialises in the
treatment of dementia."

HEALTHCARE PROFESSIONAL, 49

Kazakhstan

"I need to focus more

on self-care to enable

me to be able to give
the best care possible."

INFORMAL CARER, 67
South Africa

"It definitely opened our
eyes to what really matters:
human beings, your loved
ones, the necessity to
change our society, to
show my kid what really
matters.”

INFORMAL CARER, 45
Portugal

"Early diagnosis and
knowledge of the
disease helps me to
feel not too anxious,
safe, calm, cared for,
protected."

PERSON WITH DEMENTIA, 77
El Salvador

"It has been a humbling
experience that has
brought our family closer. It
has given our family a
different way to be attuned
to our parent and with each
other."

INFORMAL CARER, 34

Malaysia

"Challenging but very
rewarding - it's a
privilege to work with
people with dementia
and their carers."

HEALTHCARE PROFESSIONAL, 66

New Zealand



Chapter1
Why and how do we
stage dementia?

Serge Gauthier, Pedro Rosa-Neto

Key points

Staging is important in planning for the resources needed as
dementia progresses.

Some but not all people living with dementia inquire about their
disease stage and their future. Anosognosia, lacking insight or
awareness of their condition, is common.

Most but not all carers inquire about disease stage and
progression.

Most clinicians are comfortable sharing information about the
diagnosis of dementia, its current stage, and expected progression.

Timely staging. as in preclinical or asymptomatic phases, offers
hope for early treatments aimed at delaying progression to
dementia.

Staging can be useful in estimating the costs associated with post-
diagnostic support.
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General background

Early, middle, and late
stages of dementia

When faced with a diagnosis of dementia, patients and
family members invariably inquire about what to expect
in the coming years. Information about clinical milestones
in chronic progressive diseases is valuable to guide per-
sonal and family decisions. For physicians, information
about clinical milestones informs prognosis and guides
the choice of pharmacological and non-pharmacologi-
calinterventions. Thus, more than an artificial descriptive
construct, the concept of disease stages has practical rel-
evance for patients, families, and healthcare professionals.

In dementia, there are the brain pathology staging and
the clinical staging systems. While brain pathology stag-
ing informs about the magnitude of brain abnormalities
associated with dementia, clinical staging informs about
the functional decline expected over the years.

Carers usually want to know at what stage the person they
accompany through their journey is, and what to expect
in the future. We also expect that some people living with
dementia would inquire about the stage of their condition
in order to make advance planning about their care. Essays
written by Roger Marple and Stéphanie Vallet explore
these points in very poignant testimonies.

The perspective of David Knopman as a very experienced
clinician is a natural complement to the discussion about
clinical staging as a strategy to plan for optimal care.

Clinical needs change significantly between mild, moder-
ate, and severe stages of dementia. The essay by Isabelle
Gélinas clarifies functional changes over time, ranging
from instrumental day-to-day tasks to basic care needs.

The concept of disease staging evolves as a function of
scientific knowledge. For example, knowing that Alzheim-
er's disease starts in the brain many years before the onset
of dementia, operational definitions of Alzheimer's disease
incorporate both pre-dementia and dementia stages. The
Global Deterioration Scale remains an influential clinical
dementia seven-stage system (see subsequent section
on the topic). The latest operational criteria of Alzheimer's
disease proposed six clinical stages summarized in Fig-
ure 1. In the future, it is possible that disease stages will
incorporate clinical tests.

For the purpose of this report, we decided to use a practical
dementia staging system of “Early stage,” "Middle stage,”
and “Late stage” in order to describe the changing needs
over time for most people living with dementia (Chapters 7.
8, 9). Variations in the pattern of progression due to different
causes of dementia do occur, as explained in Chapter 19,
but we believe that the framework of early, middle, and late
stages will resonate best for people interested in post-di-
agnostic care for dementia around the world.

Stages of disease before dementia

The staging of primary degenerating conditions such as
Alzheimer's disease has a long history: as summarized by
Barry Reisberg in his essay, a framework of seven stages
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called the Global Deterioration Scale was proposed in
1982 and has been used for many years, providing anchor
points for clinicians and carers. A variation on this numeri-
cal staging has been proposed by the National Institute of
Aging - Alzheimer Association (NIA-AA) working group in
2021[2,3], using six stages (Figure 1). Of note, these stag-
ing systems encompass preclinical or asymptomatic and
mild cognitive impairment stages, which precede demen-
tia, the focus of our attention in this report.

Another perspective is biological: research involving hun-
dreds of volunteers around the world has demonstrated
that conditions leading to dementia have preclinical
stages that can be studied and possibly lead to prevention

strategies to delay symptoms, or to disease-modifying
therapies that slow clinical progression once symptoms
are evident. The essay by Hampel et al. covers this strategy
remarkably well. Risk reduction strategies are discussed in
Chapter 24 and disease-modifying therapies in Chapter 18.

There are different costs associated with each stage of
dementia, as explained by Anders Wimo. Delaying pro-
gression from one clinical stage to another can have cost
savings, an important consideration for governments
and agencies paying for care in planning long-term care.
Equally important, delaying emergence and progression
of symptoms will reduce burden.

Figure 1. NAI-AA numeric clinical staging, applicable to individuals in the Alzheimer's continuum. Top (1-3) illustrations represent
pre-dementia, while the bottom (4-6) represent dementia stages. The pre-dementia stage has a silent phase of the disease, without
symptoms (1). Subsequently, a second stage is characterised by the feeling of memory decline (2). The third pre-dementia stage is
characterised by memory below normal levels, but forgetfulness imposes a mild impact on the person’s daily living activities. This
stage is called mild cognitive impairment. In the mild dementia stage (4), abnormal memory, attention, or language skills interfere
with the person’s ability to independently take care of their usual affairs (finances, shopping etc.). The moderate dementia stage (5)
is characterised by the extensive functional impact on daily life with impairment in basic activities. The person is no longer inde-
pendent and requires frequent assistance with daily life activities. Severe dementia (6) is characterised by complete dependency
due to severe functional impact on daily life with impairment in basic activities, including self-care.
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Expert essay

Does the person with a diagnosis of dementia
want to know about the disease stages?

Roger Marple

Alzheimer Society of Canada's advisory group, Canada

ne thing I have learned over time about the general
O public’s perceptions of dementia is that we all see

this diagnosis from our own unique individual per-
spective. Most of us with a dementia diagnosis remember
when a lot of friends, and sometimes even family members,
went straight to a vision of the “end of life” phase when
they first heard of our condition. But we know that those
diagnosed with dementia in its early stage, or mild demen-
tia, are functioning, contributing members of society. It’s
a complex subject and personal perceptions are complex.
As I said, we see this from our own perspectives, which are
mostly based on our unique lived experience. And it’s pretty
common for the general public to think “end of life”” when
they hear “dementia.”

Although I feel the progression of the condition and its
challenges is a reality, I still like to think I have plenty to con-
tribute, challenges aside. To my point, my opinions stated
here are from where I am with my form of dementia, from
my own lived-experience perspective.

To the question: Does the person with a diagnosis of demen-
tia want to know about the disease stages? From personal
experience, I would give this a resounding yes. After all, these
are our lives we are talking about. Without knowledge, how
can we even fathom how to approach our situation? We all
know there are different outcomes with forms of dementia;
however, one thing I do know, in many cases (but not all)
there is often a window of opportunity to live a meaning-
ful life for some time to come, regardless of challenges we
may experience. But we need to know, as best as possible,
what to expect so we can adopt strategies to live a good life.

To this point, the million-dollar question for me is: How do
I maximise my quality of life for my remaining days? We all
have choices to make. We can approach this from a reactive
point of view, fumbling our way through, or approach this
proactively. Trust me when I say that being proactive and
acquiring the necessary knowledge to understand where we
are at, and will be, and most importantly, doing the necessary
planning to achieve what we all want, is the best approach
possible, but it can only happen if we have the knowledge

to live a meaningful life in the first place. We will need the
tools to do so. And understanding the stages and what to
expect 1s a vital step.

Since my diagnosis, I have leaned on our health services
professionals to learn all I can about the stages of my condi-
tion. Often, I hang on every word they say, and their advice
has improved my quality of life in so many ways. Another
source I have reached out to is our Alzheimer’s Society. 1
find they complement each other on approaches to credible
information, strategies for living well, and advice.

I would like to discuss privilege for a minute. By privilege
I mean that I live in a country where we have outstanding
health services from coast to coast. I live in a country where
I have the luxury of a doctor who specifically cares for my
dementia needs and challenges. When I think of this, I am
in a very wonderful position. Many others are not so fortu-
nate. For this I am so grateful.

I try to think about the big picture as well from a world-wide
perspective regarding dementia. I have had the privilege to
work with Alzheimer’s Disease International. It was an eye
opener for me — not just seeing this from my perspective
from my part of the world, but this wonderful opportu-
nity to be versed on how things look from an international
point of view.

I see countries where health services are not funded.
Resources are far more limited with regard to dementia
care. I have learned these challenges do not mean these
countries are sitting on their hands but are advancing and
doing their best to provide optimum dementia care.

A dear friend of mine, who is well versed in dementia care,
once told me, “We do not have to reinvent the wheel regard-
ing current, credible information in dementia care.” Her
point was that there already exist credible information and
proven strategies out there for all to use. And that’s exactly
what I am seeing: many countries are taking advantage of
this knowledge to expedite the care they give regardless of
economic status or other challenges.
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One of the very first comments I read after my diagnosis
was, “Why should we do anything about dementia care?
They are just going to die anyway.” I would like to point out
that we all live with a terminal condition —it’s called life. In
my world, it is all about the quality of life regardless of any
challenges we live with.

We all live with a terminal condition

— it’s called life. In my world, it is all

about the quality of life regardless of
any challenges we live with.

Comments like this left me in a dark place when I was first
diagnosed — feeling lost in a sea of despair. But I had not
yet researched the many ways our healthcare providers and

Alzheimer’s societies actively share information to improve
the quality of life. If T had a nickel for every time my doc-
tor pulled a rabbit out of her hat with practical advice and
direction with my dementia, I would be a rich man.

The main point I would like to get across to those who are
walking this journey is that people with a diagnosis, includ-
ing the loved ones who support us, need to explore the great
body of wonderful, practical information. Cherry pick and
incorporate what works for you into your life. Listen care-
fully to your healthcare professional’s advice and direction,
and act on it.

I am not going to sugar-coat living with a form of demen-
tia. For me and others, it can be challenging as we feel the
condition advancing, but then again, understanding the
disease stages so we can prepare the best way we can to pro-
mote and live a good quality of life just makes good sense.

Before there is a cure, there is care; never forget that.
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Expert essay

Does the care partner of a person
recently diagnosed with dementia want
to know the stages of the disease?

Stéphanie Vallet

Journalist and head of investigation unit, Devoir. Montreal, Canada

’m a planner, the kind of person who makes to-do lists to
stay in control and manage anxiety. I'm also a journal-
ist, always trying to find answers and solutions to every

problem that comes my way.

When my mom was diagnosed with Alzheimer’s disease
toward the end of the summer of 2015, I wanted to know
it all. I started reading compulsively about the disease, ask-
ing millions of questions of the doctors and specialists I
was introduced to during her evaluations. I made myself
familiar with every stage of Alzheimer’s disease, trying
to plan what was going to be next to face it as best as I
could. I wanted to make sure my mother was always going
to be supported in the best way possible, every step of the
way. For a while, this brought me some level of reassur-
ance, although I was well aware that I had to brace for what
was going to be a very long and emotional journey.

My mother was 65 when she was diagnosed. She sat
there, peaceful, smiling, and beautiful, listening to the doc-
tor as if he were speaking of another patient. I later tried
to have a conversation with her about her diagnosis, try-
ing to not only comfort her but also understand her fears
and the rollercoaster of emotions she could have been
going through. In the end, it turned out I was the one
who needed most to be supported. She simply answered
that the doctor didn’t know what he was saying and that
she wasn’t sick. Seven years later, she 1s still in denial, even
though she’s reached stage 6. a stage that includes sub-steps
that I stopped investigating in order to keep some faith and
hold on to the little hope I had left.

Despite instinctively wanting to know every possible
thing coming your way for each of the stages, you will
never truly be prepared for what’s coming next.

I’'m fully aware that she has now reached an advanced stage
of Alzheimer’s disease. I remember reading a lot about
this particular stage a few years back. Testimonies confirm
that the most terrible times are still ahead. Despite all this,
I keep hoping that she will be spared.

Knowing about the steps of the disease is one thing. Accept-
ing and living through them is another story. Being a care
partner of a person with dementia is a long journey, paved
with pitfalls, hope, love, and deceptions. A long journey
where every road, every curve, and every crossroad this dis-
ease forces us on, perhaps slowly at first and at rollercoaster
speeds at times, is full of surprises and the unknown.

Some days are just a preview of what’s coming next — like
the days when she couldn’t remember how to use the fork
she was holding in her hand. It took a few months before
she entirely forgot the purpose of this metal tool she now
stares at for long minutes before setting it back on the table.

Alzheimer’s disease also settles in stages in the minds and
hearts for a care partner. No one warned me about that.
These stages are like climbing a long staircase. We learn to
tame the disease one crisis at a time. Even though you can
imagine what will be next, you are not entirely prepared
for it until you live it.

My dad lives with my mother and takes care of her, with
the help of a professional carer for the last year and a half.
They make a terrific duo whom I admire and try to support
the best I can. Through the years, I saw the anger and the
incomprehension gradually give away to acceptance and
gentleness in the eyes of my father. His visceral reactions,
asking her why she did this or that, turned into tender words
filled with compassion.

At times, you're the one who forgets... forgets that your loved
one is sick and that if she wants to keep her shoes on to sleep
and argues with you because you want her to take them off]
it’s not because she chose to do so. For her, it doesn’t make
sense. Certain things simply no longer make sense to either
one of us, in the same way that this disease doesn’t make
sense for the care partners who witness their loved one dis-
appear and slowly fade away a little bit more every day.
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I am still surprised to find comfort in one of the stages of
the disease. What I could never have imagined being able to
bear slowly becomes the new reality, and when we project
ourselves for a few seconds toward the next stage, we try to
hold on to the current one, hoping it will never end, hoping
that the last one will never end.

As a care partner, the most important stage you will reach is
the stage of letting go, admitting that you also need help, that
someone can take better care of your loved one because you
are running out of energy. This stage takes time to internalise.

Dementia is a disease that doctors sometimes manage to
delay but cannot yet cure. Faced with this fatality, a feeling of
defeat may settle in, and it is at times difficult to keep hope.

This said, does the care partner of a person recently
diagnosed with dementia want to know the stages of
the disease? Absolutely, especially at the moment of the
diagnosis. Being well informed gave me a sense of con-
trol over Alzheimer’s disease. I felt I could better plan for
what was coming, such as hiring help to take good care
of her when the time would come, finding new ways to
make her feel safe and comfortable and dignified, despite
her sometimes being aware of losing her abilities to
do simple things independently:.

What I can say with certainty, however, after several
years of battling the disease by her side, is that all I wish
for is to not think of what will be coming next. And so, for
the last two years, I allowed myself to take it one day
at the time. Because, in the end, even in knowing the
stages, you still need a mountain of strength and resil-
ience to adapt and power through every single day for
yourself and your loved one.

In the end, knowing the stages also means you wish you
could just forget them.

Because, in the end, even in knowing
the stages, you still need a mountain
of strength and resilience to adapt and
power through every single day for
yourself and your loved one.
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Expert essay

A clinical perspective on staging

cognitive impairment

David Knopman

Department of Neurology, Mayo Clinic, USA

Where in the illness is she?” is a question invariably

asked by family members after a diagnosis of mild cog-

nitive impairment or dementia. Confronting the stage
of illness 1s how people seek to understand the meaning of
an acquired cognitive disorder. Knowledge of the stage of
the illness provides the family and patient with a tool for
setting expectations and judging current and short-term
future needs.

Informal staging is ultimately grounded in more formal
approaches. Staging schemes for cognitive disorders may
range from one-dimensional scales[1] to multi-dimensional
approaches|2]. See Rikkert et al[3]. for a review of several
staging systems. A recent formulation of a one-dimensional
scale intended for people specifically in the Alzheimer spec-
trum by an international workgroup[4], but easily extended
to all-cause cognitive impairment, proposed a six-category
scale of (1) not impaired, (2) subjective complaints only, (3)
mild impairment with largely preserved daily functioning,
and three stages (4, mild; 5, moderate; 6, severe) of cogni-
tive impairment with impaired daily functioning of mild,
moderate, or severe degree (dementia). At the lesser degrees
of severity, there are no rigid rules for assigning a severity
stage. That seems appropriate, in order to have the flexibility
to assign severity according to the particular strengths and
limitations of the person in question. The “severe” stage 1is
widely defined by the loss of ability to carry out basic activ-
ities of daily living such as bathing, dressing, and personal
hygiene without supervision or assistance.

Gathering the information to estimate a stage of illness does
not require any technology; staging is a clinical judgment
based on interactive discussions about the major symptoms
and signs between the healthcare provider, the patient, and
family informants. Time and expertise are the only two
requirements. The major issues that go into a staging deter-
mination include short-term memory functioning, expressive
and receptive language abilities, problem-solving and task
completion abilities, geographic orientation abilities, abil-
ity to carry out activities such as driving safely, managing
finances, preparing meals, managing one’s own medications,
control of mood and behaviour, and proper conduct of inter-
personal relationships. Depressed mood and the presence

of anxiety should be considered intrinsic to the staging of
cognitive disorders, as both features have a powerful mod-
ulating effect on daily functioning

There are other sources of complexity in staging that are
not directly cognitive or behavioural in origin. Although
motoric (for example, impaired gait and balance) or sen-
sory impairments (for example, low vision or poor hearing)
are not intrinsic parts of the definition of dementia, both
may occur in older individuals concomitantly with cognitive
impairment. And, to the extent that there are interactions
between, say, impaired balance and the ability to dress one-
self, it is entirely appropriate to consider an associated feature
like poor balance into a determination of a dementia stage.

Family members have specific issues that a staging determi-
nation helps them with. They may wish confirmation about
their own perceptions from the healthcare provider about
their loved one’s level of functioning. They may also wish
to understand the capabilities and limitations of the person
with cognitive impairment and their care.

Sharing an estimate of stage of illness with the family of
someone with cognitive impairment is critical and neces-
sary if the healthcare provider determines that the person’s
cognitive impairments have substantially interfered with
their wellbeing in daily life. On the other hand, confront-
ing a person with dementia who has impaired insight[5—7]
with a statement about their disease stage may induce a
dysfunctional emotional response that generates no appro-
priate compensatory behaviours or attitudes. In a person
who lacks the mental capacity a) to recognise the nature
of their own problems, b) to acknowledge their own limita-
tions, and ¢) to grasp the consequences of those limitations,
a frank discussion of stage of illness is not only unnecessary
but counterproductive.

For healthcare providers, a judgment about degree of cog-
nitive impairment and degree of functional impairment
serves as a provisional estimate of stage. Such a cursory stag-
ing scheme may determine the appropriateness of a class
of medication to be used or services to be recommended.
Providing a stage estimate in a clinical note is a way to
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communicate with other healthcare providers about the per-
son living with cognitive impairment in order to coordinate
care and services. Ultimately, however, a more detailed per-
spective on staging is almost always necessary.

The multiple dimensions of the symptoms that occur in cog-
nitive impairment mean that a single staging label will often
underestimate the heterogeneity of strengths and impair-
ments of the person with cognitive impairment. Rather
than considering the healthcare provider’s stage estimate
as final, it perhaps should be better seen as provisional and
as the opening statement in a dialogue with the cognitively
impaired person and their family about how well that esti-
mate of stage captures the reality of daily life for them.

Discussing stage of illness is a useful way for a clinician to
gain additional insight into the problems that the family
and person living with cognitive impairment perceive as
most important. While the clinician might feel that poor
short-term memory is a major element of the person with
dementia’s severity, the patient’s family might view behav-
ioural issues such as irritability or paranoia as being much
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A functional perspective on staging dementia

Isabelle Gelinas

McGill University, School of Physical and Occupational Therapy. Montreal, Canada

unctional changes in the performance of daily living
Factivities observed over the Alzheimer’s disease con-

tinuum usually appear subtly and will decline slowly
over several years. The trajectory of functional decline typi-
cally follows a continuous progressive course from cognitively
normal aging to mild cognitive impairment to dementia. Evi-
dence suggests that the changes observed in the performance
of daily activities occurs in a characteristic hierarchical pat-
tern[1]. Usually, decline in more complex activities such as
work, demanding leisure, and instrumental activities of daily
living (IADL), important for independent living and partic-
ipation in community, will occur in the early stages of the
disease while more basic self-care activities (BADL) such as
dressing, bathing, and feeding will be affected in the later
stages[2]. Individual variations are, however, noted in the
sequence of activity loss and the time span over which this
decline occurs for the different activities[3]. These func-
tional changes are considered clinical milestones for the
progression of Alzheimer’s disease and are included in global
assessment tools used for staging dementia severity based
on clinical symptoms, such as the Clinical Dementia Rating
(CDR) Scale[4] or the Global Deterioration Scale (GDS)[5].
Reisberg[6] also developed a functional staging tool based
on the GDS, the Functional Assessment Staging (FAST).

The functional changes in activities of daily living observed
over the course of Alzheimer’s disease are strongly related to
cognitive declines and particularly to executive functions|7].
These changes are also influenced by behaviour, motivation,
social and physical environmental factors, and other comor-
bidities[8]. It was initially assumed that functional changes
occur after the cognitive symptoms. However, more recent
evidence indicates that changes in more complex activities
of daily living may be present in preclinical stages of the
disease prior to the appearance of clinical symptoms[9].
Subtle changes in functional abilities may also be observed
when mild cognitive impairments are present|[10]. The per-
son