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A Global Perspective

Paola Barbarino, CEO
Alzheimer’s Disease International




40 years of ADI
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Celebrating 40 years as the
global voice on dementia



World Alzheimer Report 2021

m
Alzhei 's Disease

International

World Alzheimer Report 2021
Journey through the

diagnosis of dementia There is a perfect storm gathering on
the horizon and governments all over
the world should get to grips with it.




Diagnostic capacity Is insufficient

Early Detection & Diagnosis Country Comparison

Belgium 37

Czech Republic

Innovation
Readiness Index

The development costs of the 2021 edition of the Alzheimer’s
Innovation Readiness Index (AIRI) were funded by Biogen.
The 2021 AIRI was created in partnership with GCOA and ADI.
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All of the Issues In my mind right now

Policy

Post covid recession
« Governments in flux
. Ageing and growing population
. Cost of care

« Lack of interest in senior citizens
. Competition with other conditions

Stigma and

awareness
Need for more dementia
friendliness

.

.

62% of HCPs consider dementia
as normal aging
Will the stigma survey change our
tactics?

Risk reduction

. The hardest “easy” win ever
- Why so hard to get the message
across?

Y

Diagnosis and
support

® Increase in demand with DMTs

® | ack of capacity in diagnostics

® | ack of understanding of the need
for PDS

e Biomarkers not quite there

® Necessity of educating primary care
doctors

® Lack of professionals and
equipment

\- Great possibilities of Al /
THE ADI COMMUNITY

Care

» Higher costs

+ Less professionals

« Migration issues

More people living alone

- More need for respite care

+ More need for palliative care

» Dementia increasing cause of
mortality globally

k Positive role of rehabilitation /

DMTs

Not yet for everyone

- Science community split

. Confusions in those living with
dementia

- Human rights issues

/( Research )\

.

.

.

-

Still a small sector

Not enough new discovery and
innovation

Not enough for LMICs

Small pilots vs large vision

projects

Role of Al still unclear

Need research into more areas

not just biomed e.g. financial fray

Data

Good progress in GDO

More private initiatives

Some data gathering or absence of
still perplexing
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Populations are Ir

creasing and aging

The

Economist BN 1050  EEN2010 N 2050*
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Adapted from: The Economist: The world in 2100. Accessible at:
https://mww.economist.com/graphic-detail/2011/05/13/the -world-in-2100
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International

Global estimates
of informal care

Alzheimer’s Disease International and Karolinska Institutet

US$

2.8

trillion
uUs$

13

trillion

The total estimated annual worldwide

cost of dementia is over US$ 1.3 trillion.

This figure is forecast torise to
USS$ 2.8 trillion by 2030"

*WHO Global status report 2021

O

50%

of the annual cost is
iInformal care

/N 34%

i
]

of the annual cost is
long-term care

16%

of the annual cost is
direct medical care

Middle and right adapted from WHO Global Status Report on the public health response to dementia, 2021



[ Stigma and awareness ]

Attitudes To Dementia
World Alzheimer Report
2024 Survey

www.bit.ly/World-Alzheimer-Report-2024-Survey

» Help us to build the world’s largest international

survey on attitudes towards dementia.

» 5-year follow up to the 2019 survey and report

« Survey will be online — but options for offline are

available

« Translated into over 30 languages with many more to

be added soon

« Scan the QR code or follow the link to access the

survey
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The hardest “easy win”
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World Alzheimer Report 2014

Dementia and Risk Reduction
AN ANALYSIS OF PROTECTIVE AND MODIFIABLE FACTORS

Excessive alcohol

n Physical inactivity

A
-V
Alzheimer’s Disease I
International

World Alzheimer Report 2023

H Smoking

consumption & ‘[
P AL
: g

dementia
risk factors
| m Diabetes

l’h?\ /\

Source: Livingston et al. A, et al. Dementia prevention, P A7
intervention, and care: 2020 report of the Lancet Commission www.alzi nt.org

Air pollution

Infrequent social

contact
W

n Obesity

B Head injury i

Reducing dementia risk: never too early, never too late

fan 12x8=60

Hypertension

- Depression Hearing impairment

Alzheimer’s Disease
International

The giabal voce on dementa
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Diagnostic and post-diagnostic support

J

World Alzheimer Report 2021 World Alzheimer Report 2022

Journey through the Life after diagnosis:
diagnosis of dementia

Navigating treatment, care and support
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World Alzheimer Report 2019

m

Alzheimer's Disease
International

World Alzheimer Report 2019
Attitudes to dementia

62% of healthcare practitioners
still believe that dementia is a normal
part of ageing
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PET-scanner availability in Europe

Availability of PET scanners, 2010 and 2020
(per 100 000 inhabitants)
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Adapted from https://ec.europa.eu/eurostat/statistics-explained/index.php?title=Main_Page

lceland

MNorway (F)

Turkey
Serbia (%)




(_[ Diagnosis and support }

\_

Diagnosis rates are low

World Alzheimer Report 2021

Journey through the
diagnosis of dementia

Globally, ADI estimates 75% of people with
dementia are not diagnosed

That equates to 41 million people undiagnosed




.

DMTs |

)

\_

Lecanemab approvals

!-f 7,'!
. i




\_

DMTs

J

CMS and EMA advocacy

A7

Alzheimer’s Disease
International

The global volce on damentia

s Disease s on the Centers for Medicare & Medicaid Services
proposed decision memo on Monoclonal Antibodies Directed Against Amyloid for the Treatment of
Alzheimer’s Disease

Summary

A summary of our main concerns on the draft Centers for Medicare & Medicaid Services (CMS)
memorandum are below, Further detail can be found in the accompanying statement

« This decision will limit the autonomy of those living with dementia to make informed decisions

about their own care. Thisis a rights-based argument.

Potential for inequitable access to treatment resulting from the requirement for clinical trials

The application of this decision to a whole class of treatments and the potential stifling of future

research

e The ination of what i a clinical ingful benefit and the methodology applied
to ascertain this.

* The CMS decision to limit treatment in this way is at variance with the purpose of accelerated
approval process by the FDA

Statement

Alzheimer’s Disease International is the international NGO representing those living with Alzheimer’s
disease and other dementias and their carers, through a network of 105 member associations from around
the world, including the US. We are in official relations with the World Health Organization. There are
currently 55 million people living with dementia around the world. When considering family and friends,
those affected by dementia is likely to exceed this number by a large margin. In relation to the draft
Centers for Medicare & Medicaid Services (CMS) memorandum we submit the following comments, at the
behest of our global membership who are observing these proceedings very closely, with interest and
concern. To that end we have included a quote from a person living with Alzheimer’s to contextualise the
impact of this decision:

“All of us living with Alzheimer’s disease are grateful for the strides the US are making in medical research
and hoping for new therapeutics. What will happen in the next few months will have huge consequences
for the years to come. It is important access is considered without exclusion or discrimination.” - Birgitta
Martensson, Former Board Member, Alzheimer’s Disease International; Former CEO, Alzheimer
Switzerland

Alzheimer’s Disease International are cognisant of the burden that these new therapeutics will place on
healthcare systems, both practically and fiscally. As an organisation we have issioned research into
these very topics, noting the unpreparedness of healthcare systems worldwide to handle the demand
which will be placed on them due to new therapeutics entering the market and improved diagnostics. It is,
however, not the fault of those living with dementia and their carers that we are now faced with this
healthcare crisis, nor should they be unfairly penalized by it.

We note that the proposed memorandum references the whole class of anti-amyloid therapies rather than
the currently approved therapeutic. On this note, we question the justification of providing such guidance
to all therapies, including those currently undergoing FDA approval, or more questionably, those which are

Alzheimer’s Disease International, The Infemational Federation of Alzheimer's Disease and Related Disorders Societies, Inc.
In official relations with the World Health Organisation

A
(A4
Alzheimer’s Disease
International
The global voloe on dementia
’s Disease
15 Bluelion Place
London, SE1 4PU
United Kingdom
Ms Emer Cooke
Executive Director
European Medicines Agency
Domenico Scarlattilaan 6
1083 HS Amsterdam
Netherlands
Re: EMA of new ics for il s Disease

Dear Ms Emer Cooke,

Cognisant of a number of new disease modifying therapnes for the treatment of Alzheimer's disease

currently undergoing, or soon to be by the Agency (EMA), | write to
you in my capacity as CEO of A imer’s Disease i to reiterate our offer to aid the EMA
with the assessment of unmet need for lhose living with dementia and their carers in this area.
Alzheimer's Disease International is the of 105 imer and dementia iation from

around the world and a non-state actor in official relations with the World Health Organization. We
have 37 European member nations in our association.

As you are aware, dementia is the 7™ leading cause of death globally, with 55 million people living
with dementia globally. 7.8 million of which are estimated to be living in the 27 European Union
Member States. Dementia also disproportionately affects women, both in terms of those most at
risk of developing the condition but are also those most likely to adopt caring responsibilities, with
evidence suggesting that two-thirds of carers for dementia are women. Global caring responsibility
for those living with dementia is estimated to stand at 133 billion hours each year, the equivalent of
67 million full time workers. The economic impact is also with the i to
cost the global economy $1.3 trillion USD annually, a figure set to increase to $2.8 lnlhon usb
annually by 2030.

We write in conjunction with the expectation in our community that there will be important decisions
taken by EMA relating to therapeutics for Alzheimer Disease soon. While we do not seek to provide
commentary on the merits of any particular therapy for imer's disease, in { in relation
to areas such as efficacy or safety, of which we delegate to the experts within the Committee for
Medicinal Products for Human Use, Alzheimer's Disease International does believe that those living
with dementia have the right to take an active role in their healthcare, in consultation with healthcare
professionals and their families. Having noted that there are considerable safety implications of some
treatments in other disease areas, which are often associated with moderate increases in life
expectancy, for example oncology (particularly in the early stages of treatment development), it is
our hope that the CHMP and EMA will consider new therapeutics for Alzheimer's disease under the
same lens, particularly as currently there are no approved disease modifying therapies for
Alzheimer's disease in the EU. In summary, it is our strong belief that those living with Alzheimer's
disease should be provided with something, as fundamental and basic as a choice to decide how to
manage their condition, be that with or without medical intervention.

Alzheimer’s Disease Intemational, The Intemational Federation of Aizheimer's Disease and Related Disorders Societies, Inc.
In official relations with the World Health Organisation
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Good care remains vital
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Healthcare professionals in Mestre hospital

della riabilitazione
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Research for dementia is still behind other fields A7
\ )

The,.

‘This looks like the real deal’: are we
inching closer to a treatment for
Guardian isedwe

{

f Earlier this year, De Strooper searched the US medical
database PubMed for dementia. He found 250,000 studies. He
then searched for cancer and found 4.7m. Next, he searched
for Covid, a disease that didn't exist before 2019, and found
300,000 studies. It's a rough metric, but it suggests that more
research has been done on Covid in the past three years than

on dementia in the past century IT

Assessable at: https://www.theguardian.com/society/2022/nov/22/treatment-for-alzheimers-lecanemab-de mentia-research
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LMICs are largely being excluded

* Clinical trials sites are rarely found in
LMICs.

« Of the 149 ongoing trials for
Alzheimer’s Disease listed on
https://clinicaltrials.gov, just 6 have
trial sites in LMICs
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Global Dementia Observatory
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/ﬁ‘ Health Topics v Countries v Newsroom v Emergencies v About WHO v

THE GLOBAL HEALTH OBSERVATORY

Indicators p Countries p
Explore a world of health data

GHO Home Indicators Countries Data APIv Map Gallery Publications Data Search

Data / GHO / Themes

N
Global Dementia Observatory (GDO) L%

The Global Dementia Observatory (GDO) is the monitoring and accountability mechanism for the Global action plan on the
public response to dementia 2017-25. It collates data from WHO Member States on 35 key dementia indicators to strengthen
countries’ ability to respond to the needs of people with dementia, their carers and families.

The 35 GDO indicators and sub-indicators build a comprehensive logic model that can track progress across the seven strategic areas
of the Global dementia action plan, including all recommended dementia actions at national, regional and global levels. Specifically, a
core set of GDO indicators is used to measure individual countries’ contributions towards achieving the global targets of the Global
dementia action plan.

As of August 2021, 62 countries have contributed data to the GDO during the first round of data collection (2018-2020). The next
round of GDO data collection is planned to commence in 2022.

WHO/Cathy Greenblat
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From Plan to Impact VI

From Plan to Impact Vi
Lauching 29 May




A Data ]

Dementia mortality

\_

Leading Cause of
Death

194 WHO Member States total
WHO Global Health Observatory: Cause-specific mortality, 2019
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Celebrating 40 years as the
global voice on dementia



40 years of Conference
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40 years of Alzheimer’s Univers_ity

Public Policy ang advocacy

Chris Lynch
Deputy CEQ g Director of Policy,
{64 icati & Publi

aV/

Alzheimer’s Disease
Internationa/

The global voice on der

www.alz.co.uk

f /alzheimersdised
@Al




40 years of awareness raising

SEPTEMBRE 2020

World Alzheimer’s Month
Social Media Impressions

45 M
35 M
1S IV

2019 2020 2020 2022 o s
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AZ

Alzheimer's Disease

Mes Mundial
del Alzheimer

Septiembre

International

September
World Alzheimer’s Month
Dementia: a journey of caring f
www.alz.co.uk/WAM s oo
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40 years of research and reports
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Alzheimer's Disease
Internat

World Alzheimer Report 2023

Reducing dementia risk: never too early, never too late

Alzheimor's Disoase
International

From Plan to Impact VI

Making every step count

T
uﬁfm

World Alzheimer Report 2022

Life after diagnosis:
Navigating treatment, care and support

Alzheimer's Disease
International

From Plan to Impact V

WHO Global action plan:
The time to act is now

World Alzheimer Report 2021

Journey through the
diagnosis of dementia

=V
Alzheimer's Disease
International

From Plan to Impact IV

Progress towards targets of the
WHO Global action plan on dementia

World Alzheimer Report 2020

Design, Dignity, Dementia:
Dementia-related design and the built environment

Volume I

Alzheimer's Disease
International

From Plan to Impact lil

Maintaining dementia as a priority
in unprecedented times

m

‘World Alzheimer Report 2019
Attitudes to dementia

From Plan to Impact Il

The urgent need for action

REMENTA o

% DEMENTIA 2018

Atzheimer's Disease
International

World Alzheimer Report 2016

Improving healthcare for people
living with dementia

COVERAGE, QUALITY AND COSTS NOW AND IN THE FUTURE

p

”

From plan to impact

Progress towards targets of the
Global action plan on dementia

2




40 years of being friends, advocates,
oving and caring people
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Global Action Plan on the public health response
_ to dementia 2017-2025
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www.alzint.org

@AIzDisInt
[ ‘ /AlzDisInt
Alzheimer’s Disease © eumisn
- ZDISIN
International
The global voice on dementia in  @AizDisint
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