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Foreword

In 2017, all 194 Member
States of the World Health
Organization (WHO)
unanimously adopted the
Global action plan on the
public health response

to dementia 2017-2025.

It was a pivotal moment,
finally making dementia

a much-needed global
health priority. If everything
had gone well, | would
have opened this report
by happily announcing the
final furlough in Alzheimer's
Disease International's (ADI) almost 40-year battle

for people living with dementia and their families to
have a better life. In the last year, we have had some
really positive news, with new National Dementia Plans
launched in Armenia and Uruguay, and commitments
from 20 further governments to develop plans. These
announcements have mainly come as a consequence
of ADI's #WhatsYourPlan campaign, of which we are
immensely proud. However, this edition of our From
Plan to Impact report series frustratingly shows that the
key targets of the Global Action Plan are far from being
met. The WHO update at this year's 76" World Health
Assembly will echo these findings.

Strikingly, only around 20% of Member States have
developed National Dementia Plans over the last

six years. As we say in Italy, mathematics is not an
opinion, and the figures show disappointingly slow
progress against a target of 75% of nations. Indeed,

in some countries like France and England - nations
that formerly led the way and have the means to help
their citizens - there have been steps backward, not
forward. All of this is happening while we are on the
cusp of great biomedical and technological advances in
treatments and diagnostics, which will see those same
citizens clamouring for more support, not less, from
their governments.

We at ADI have learnt so much in the last six years,

as we have been called upon more and more by
governments to help them draft their plans. We have
seen dementia tucked away under broader neurological
conditions plans, mental health plans, and healthy
ageing plans. But, as we have maintained for years,
dementia is a complex condition that touches upon all
aspects of life. Relatives can struggle to juggle work
with their caring duties at home and develop mental
health issues themselves, often exacerbated by a loss
of income; young adults are often left to care for their
grandparents, becoming isolated and missing out

on education; and people living with dementia often

struggle to receive a proper diagnosis, and can be left
alone, unsupported, and unable to access care. The
multifaceted considerations of dementia are difficult to
adequately address without specific, targeted policies
- and without governments transparently funding
diagnosis, treatment, care, support, and research.

However, let me be clear about something. While we
strongly believe that a standalone dementia plan is

by far the best way to help those who are living with
dementia and their families, we are also pragmatic. As
we note in the recommendations of this report, perfect
should not be the enemy of good.

If a government tells us it does not have the resources
required to deal with all seven areas of the Global
Action Plan, we suggest they start with something
simple - for example, conducting a public health
campaign on dementia risk reduction, which can easily
be pegged to campaigns for other conditions; raising
awareness of warning signs of dementia at the primary
care level; or even hosting their own clinical trials
programmes, something that is increasingly becoming
an issue for lower- and middle-income countries. If a
government has an established risk reduction strategy
under a non-communicable disease framework, then
that is a foundation to start to integrate dementia. ADI
will always work with governments to find the most
implementable solutions - our principle is that you
have to start somewhere.

We need to galvanise the dementia
community, to innovate, to
accelerate plan development, to
hold governments to account, but to
also work with and alongside them.

This brings me to the hardest part of this foreword,
something | would have preferred not to write but that
alas must be said. With progress on the Global Action
Plan looking bleak six years on (we would need an
unachievable 107 new plans created in the next two
years to reach the 75% target), ADI is going to formally
propose an extension to the plan in order to give the
world’'s governments until 2029 to reach the targets.

This is a difficult decision to take, because there are a
lot of positive things happening globally and we are
building great momentum, which you will read about

in this wonderful report. This year has seen positive
news in dementia policy coming from the most unlikely
corners of the world - the aforementioned new plans
in Armenia and Uruguay, regional plan innovation in
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Pakistan, and commitment from Ukraine to commence
development, despite the current invasion. Our
#WhatsYourPlan campaign, now in its second year, is
going swimmingly, influencing many governments to
start working on their plans. There is positive news in
data sharing and in technical innovation - the essay

in this report about the portable MRI alone will bring
cheerfulness to everyone in our field.

However, we still need the important multilateral
instrument that is the Global Action Plan in order to
officially engage with governments. There is a risk

of complacency by extending the plan, but we all
need to commit to redouble our efforts should the
extension be approved. We need to galvanise the
dementia community, to innovate, to accelerate plan
development, to hold governments to account, but to
also work with and alongside them, to build on existing
successful plans and models and to ensure that all
nations develop National Dementia Plans. We need to
make sure that no one is left behind.

To avoid losing momentum, we need all of you. To

wake up in the morning knowing we represent so many
voices, so many wonderful people living with dementia
in need of better support and care, makes us work that
much harder to get to where we need to be. To have all
of you supporting, contributing, sustaining, and cheering
us on makes such a difference. Thank you for not giving
up. thank you for helping every day, thank you for being
there and for being strong. We will get there, hopefully
sooner rather than later.

Y

Paola Barbarino
Chief Executive Officer
London, May 2023

To wake up in the morning knowing we represent so many
voices, so many wonderful people [..] makes us work that
much harder to get to where we need to be.
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Executive summary

As the seventh leading cause of death in the world*
dementia remains a deeply neglected and underserved
health condition globally. Often repeated is the World
Health Organization (WHO) statistic predicting that the
number of cases of dementia in the world will rise from
55 million in 2019 to 139 million by 2050. If little is done
by then, the situation will only get worse for people
living with dementia and their families, who already
struggle to get timely diagnosis, accurate information,
and adapted support.

The WHO Global action plan on the public health
response to dementia 2017-2025?% was created with the
aim of improving the lives of people with dementia and
their carers, all while decreasing the impact of dementia
on communities and countries through a series of
seven action areas: dementia as a public health priority;
dementia awareness and friendliness; risk reduction;
diagnosis, treatment, care, and support; support for
dementia carers; information systems for dementia; and
research and innovation.

Six years into the plan, however, these targets are

far from being reached. Notably, Action area 1, which
calls for 75% of the WHO's 194 Member States to have
adopted a National Dementia Plan, is faced with inaction
from many governments.

There are nonetheless encouraging developments
afoot: clinical trials are showing results that are

grounds for cautious optimism about the emergence

of disease-modifying treatments; information regarding
risk reduction, warning signs and symptoms, and how
to best care for someone living with dementia is more
accessible than ever in a variety of formats; knowledge
and technology are being used in innovative and
collaborative ways to help raise awareness and increase
rates of diagnosis.

In 2023, COVID-19 is no longer monopolising the
world’s attention, but health systems are still feeling
its shockwaves. The pandemic has had a knock-on
effect on people seeking access to timely diagnosis
and support. Now more than ever, it is imperative for
dementia to be treated seriously by governments

as a health policy priority. ADl is calling on the WHO
to extend the Global Action Plan until 2029, as an
acknowledgment that Alzheimer's disease and other
forms of dementia need to be taken seriously by states,
and to ensure advocates can continue to use this tool

Dementia as a public
health priority

Dementia awareness
and friendliness

Dementia risk
reduction

Diagnosis, treatment,
care, and support

Support for
dementia carers

Information systems
for dementia

Dementia research
and innovation

as leverage in their efforts to meet the needs of people
living with dementia and those that support them.

More than a year since ADI launched its
#WhatsYourPlan campaign, its successes show that
where there's a will, there's a way. The campaign,
which seeks to propel collaborative efforts between
governments and key stakeholders to develop and
implement solid National Dementia Plans, is proof that
cross-sector dialogue and tools can make a concrete
difference in policy. The fight for a better world for
people living with dementia is far from over, and we
must use every means at our disposal to turn this goal
into reality.

1 https.//www.who.int/news-room/fact-sheets/detail/dementia

2 Global action plan on the public health response to dementia 2017-2025. Geneva: World Health Organization; 2017. Licence: CC BY-NC-SA 3.0

IGO.
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Key messages

® The number of National Dementia Plans (NDPs) implemented by Member States has
remained unchanged since 2022 at 39. This equates to around 26% of the 146 target, and
only around a fifth of all 194 Member States agreeing to implement a plan in 2017. As of May
2023, 46 countries or territories (including non-Member States) had NDPs.

® Dementia plans across WHO regions include 20 in Europe, eight in the Americas, two in
Southeast Asia, six in the Western Pacific, three in the Eastern Mediterranean, and none in
Africa.

® 22 countries are currently developing an NDP or are integrating dementia within a wider
health plan.

® 54 new plans are needed annually to reach the WHO target of 146 plans (75% of Member
States) by 2025. This is based on data collected from Alzheimer and dementia associations
between January and April 2023 and assumes no additional plans are launched this
calendar year.

® ADI's #WhatsYourPlan campaign has gained momentum this year, with 52 country
associations and stakeholders participating, 154 official letters, 29 meetings with ministries of
health, and 20 commitments to develop NDPs.

® ADI estimates that, globally, 75% of people with dementia are undiagnosed and up to 85%
are not accessing post-diagnostic care. Health systems need to be strengthened to provide
a clear pathway for timely diagnosis and access to ongoing care and support, especially as
new disease-modifying drugs enter health systems.

® |n the absence of NDPs, or in areas where dementia diagnosis and care pathways
are disjointed and unclear, it is the third sector (e.g.: civil society, non-governmental
organisations, etc.) that develops innovative projects or services to plug key gaps through
public-private partnerships.

® Data collection and harmonisation is becoming increasingly important as global projects
seek to understand the life-course factors that impact dementia. We must ensure that data
is collected from across the globe, across diverse populations, or we risk using biased data
that may undermine scientific understanding or the development of appropriate healthcare
approaches.

® Despite a decreasing emphasis on the COVID-19 pandemic globally, ADI continues its
extensive efforts to influence plans for the future WHO Pandemic Preparedness and
Response Treaty. The disproportionate impact of the pandemic on people living with
dementia should never be repeated, and governments must include humanitarian and
pandemic response planning in their NDPs, as suggested in the Global Action Plan.




Recommendations

@ ADI calls for an extension of the Global
Action Plan on dementia’s deadline until
2029, to enable Member States to adhere
to their 2017 commitments, particularly
regarding the development of National
Dementia Plans (NDPs).

® Governments must accelerate efforts to
develop NDPs. ADI urges governments to
accelerate the development, funding, and

deployment of NDPs to provide best practice

care and support for people with dementia.

® Some countries have taken the decision to
integrate dementia into other policies, such
as healthy ageing, mental health, neurology,
or non-communicable diseases (NCD).
In these cases, integrated strategies or
plans should always include the targets,
indicators and, critically, ringfenced
budgets that relate to the seven action
areas of the WHO Global Action Plan.

® \X/hile ADI believes NDPs are the best way to
ensure dementia is adequately addressed,
we recognise that many hurdles can
impede governments’ ability to produce
comprehensive dementia policy. Perfect
should not be the enemy of good; any
efforts to improve the situation of people
living with dementia, whether at a local level

or focusing on only some of the action areas,

should be encouraged to fill the gap until an
NDP is implemented.

® ADI invites governments to collaborate
with #WhatsYourPlan. The ADI campaign
offers tailored support to governments -
bringing together key stakeholders to work
collaboratively towards the creation and
implementation of NDPs.

Health systems need to be strengthened.
As we stand on the cusp of treatments and

diagnostic breakthroughs, even high-income

countries are not prepared for confirmatory
diagnosis, which will result in people
progressing out of treatment options.
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® All nations must recognise the role of

informal carers, particularly women, and
address the hurdles and costs associated
with their role. \Xith so many people with
dementia worldwide relying mainly on the
unpaid support provided by family members
and friends, ADI urges governments to
address equal opportunities for women when
developing national plans.

Data collection and harmonisation across
research is crucial. ADI encourages the
development of data collection protocols
that are universally available, with platforms
that can safely make data accessible to

the scientific community to accelerate
better understanding and impact. We also
encourage more governments to contribute
to the next round of updates for the WHO
Global Dementia Observatory (GDO).

® ADI calls on governments to invest in

dementia research and innovation.
Governments should invest a minimum of 1%
of the societal cost of dementia into research.
This report is peppered with examples

of public-private partnerships that have
innovated solutions to palliate key dementia
care gaps. ADI encourages governments to
support these efforts and work in partnership
to embed them into policy to ensure
sustainability and equitable access.

® COVID-19 and future pandemic responses

remain important. Although many

countries have moved on from the global
pandemic, reverberations continue to be felt.
Governments must consider dementia and
NCD risk factors and build in resilience for
future pandemics to ensure equity of access
to treatment, care, and support and to avoid
disruptions to the diagnostic pathway.




ALZHEIMER'S DISEASE INTERNATIONAL | FROM PLAN TO IMPACT VI

7 action areas

Dementia as a public Dementia awareness Dementia risk
3 reduction

1 health priority and friendliness

Diagnosis, treatment, Support for Information systems
4 care and support dementia carers for dementia

Dementia research
7 and innovation
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Introduction

The World Health Organization (WHO) adopted the
Global action plan on the public health response to
dementia in May 2017, setting an eight-year framework
through which the organisation's 194 Member States
could improve the lives of people with dementia,

their families, and communities by 2025, with seven
defined action areas requiring periodic reporting from
governments on their progress.

Dementia is the seventh leading cause of death in the
world and, increasingly, the leading cause of death

in some countries. As the global population ages,

the condition will only become harder to ignore as a
social issue. According to WHO data, the number of
people living with dementia is expected to rise from

an estimated 55 million in 2019 to 139 million in 2050.
Of the people currently living with the condition, 60%
are believed to be living in lower- and middle-income
countries (LMICs), with limited access to treatment and
resources. The rise in dementia prevalence is predicted
to lead to an associated increase in the annual costs
related to the condition, from US$1.3 trillion in 2019 to
$2.8 trillion by 2030.

The From Plan to Impact report series was established
by ADI to survey the progress made by governments
in meeting their commitments to the Global Action
Plan, which they unanimously adopted. In this report,
you will ind that ADI has made the distinction between
countries and territories that have Alzheimer and

dementia associations affiliated with ADI, and WHO
Member States, as not all territories that have national
plans for dementia are part of the WHO and bound to
the Global Action Plan. The information presented in this
report is intended to represent an up-to-date (as of May
2023) and holistic view of progress towards the targets
of the WHO Global Action Plan.

Through the report, ADI highlights developments in
dementia policy, research, and advocacy over the past
year across the world. The report also features accounts
depicting the reality of what people living with dementia
and their carers are going through, and why the need
for better support systems is crucial, at an individual and
collective level. The cases shown in this sixth edition

of From Plan to Impact seek to serve as examples to
inspire and emulate, by showing the variety of ways in
which governments, organisations, and individuals can
take meaningful steps that make a difference.

With only two years left before the scheduled end of
the Global Action Plan, the targets set by the WHO
remain far from reach. Rather than preemptively
declare defeat, ADI urges on governments to
recognise the urgency of the situation, and calls on
the WHO to extend the Global Action Plan to 2029.
This extension should not be seen as an invitation

to slacken the pace, but rather as an opportunity for
states to fulfil their commitments and reinvigorate their
efforts to prioritise dementia.

The cases shown in this [report] seek to serve
as examples to inspire and emulate, by showing
the variety of ways in which governments,
organisations, and individuals can take
meaningful steps that make a difference.




ALZHEIMER’S DISEASE INTERNATIONAL | FROM PLAN TO IMPACT VI

What is a national dementia plan?

In 2017, the World Health Organization (WHO) developed
the Global action plan on the public health response to
dementia, aiming to improve the lives of those living with
dementia and their carers whilst mitigating the impact of
dementia on communities and countries.

People living with dementia and their carers require
specialised and multisectoral support, which can
change as their condition evolves. Identifying and
addressing these needs requires action across all levels
of society, including at a global, regional, national, and
community level.

The Global Action Plan has sought to identify the
various strands that constitute effective dementia
policy through seven action areas, with Action area 1
encouraging Member States to implement National
Dementia Plans or strategies.

The WHO characterises a National Dementia Plan as the
following:*

A dementia plan recognises the value of older people and
those with dementia in society. It also asserts the need for
policy change aimed at enhancing prevention, treatment
and care for people with dementia and their carers
through better integration of health and social sectors (e,
long-term care). A dementia plan is a written document
that provides the basis for action to be jointly taken by
government and nongovernmental partners.

A comprehensive dementia plan identifies a vision for
the future and a strategic framework, which highlight

a common set of principles and objectives that guide
action. It defines and prioritises action areas, identifies
coordination responsibilities and mechanisms, and
delineates targets to direct resources towards achieving
objectives and measuring impact. Together, the main
components of a dementia plan act to raise public
awareness and create mutual understanding about
dementia, address population needs, reduce the burden
of dementia, and protect the human rights of people with
dementia, their carers, and families.

Towards a dementia plan:
a WHO guide

@ World Health
- # % Organization

There are typically two broad types of dementia

plans: standalone and integrated plans. A standalone
National Dementia Plan or strategy typically focusses
solely on dementia. An integrated dementia plan
embeds dementia into other broader policy on issues
such as ageing, non-communicable diseases, or
neurodegenerative disorders. Ideally, whether a country
chooses to implement a standalone or integrated plan,
governments should commit to ring-fenced funding for
dementia and address as many of the seven action areas
of the Global Action Plan as possible to be effective.

Due to the unparalleled global burden that dementia
presents, alongside the complexities associated with
care and support for those living with dementia and
their carers, ADI believes that stand-alone National
Dementia Plans encompassing all seven action areas of
the Global Action Plan are the best and most robust way
to manage the multifaceted challenges of dementia to
healthcare systems, governments and, of course, the
people directly impacted by the condition.

1 Towards a dementia plan: a WHO guide. Geneva: World Health Organization; 2018. Licence: CC BY-NC-SA 3.0 IGO.
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National Dementia Plans by World Health Organization Region

. African Region 0
. Region of the Americas 8

. South East Asia Region 2

. European Region 20

. Eastern Mediterranean Region 3
. Western Pacific Region 6

Based on information received from Alzheimer and dementia associations, April 2023
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Current national dementia plans and plans in development

. Countries and territories with a national plan
. Countries and territories with a plan in development

No plan at present

Countries and territories with national dementia plan, or with dementia integrated as part of a wider health plan Countries and territories with a national dementia plan, or dementia

) ) ) , integrated as part of a wider health plan, in development
Armenia Cuba Greece Japan Netherlands Russian Federation Thailand

Austria Curacao Iceland Republic of Korea  New Zealand Scotland United States of America Australia

Cyprus Georgia Panama Ukraine
Bonaire Czech Republic Indonesia Kuwait Northern Ireland Singapore

Uruguay Bosnia and Herzegovina Dominica Ghana Peru Wales
Brazil Egypt Hong Kong Slovenia

British Virgin Islands England Kenya Suriname

Brunei Ethiopia Malaysia Trinidad and Tobago

Croatia Gibraltar Maldives Turkey

Canada Denmark Iran Luxembourg Norway Spain Vietnam
Chile Dominican Republic Ireland Macau Portugal Sweden

China Finland Israel Malta Puerto Rico Switzerland

Costa Rica Germany Italy Mexico Qatar TADA Chinese Taipei

Based on information received from Alzheimer and dementia associations, April 2023
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ADI Members and Developing Members

Il Members
B Developing Members




Stages of national dementia plan development

STAGE 1

STAGE 2

No current contact No Plan/Strategy
with government or
Ministry of Health
SR W as
~
2A: Initial meetings with
government, but no
further progress
2B: Some developments

towards a plan

2C:

Some funding committed
to 7 action areas of
Global plan, but no
expressed intention of

launching a plan
2D: Grouped health plan
including dementia
under consideration
2E: Dementia referred to

in existing grouped
health plan, but not as a
separate health condition

ALZHEIMER'S DISEASE INTERNATIONAL | FROM PLAN TO IMPACT VI

currently in
development

Not yet launched, but
commitment to funding
for some of the 7 action
areas

In development, good
progress

In development, slow
progress

Grouped health plan
including dementia in
development

STAGE 4

Plan/Strategy
adopted but
with inadequate
or no funding

Inadequate funding
No funding

Government
communication barrier

Plan under threat (e.g.,
is coming to an end and
could be terminated or
replaced by a general
health plan)

Grouped health plan
including dementia,
adopted but with no or
inadequate funding

Plan adopted, but not
implemented

STAGE 5

Plan/Strategy
adopted

Plan adopted but not
fully communicated

Plan adopted, funded
and monitored

Grouped health plan
including dementia
adopted, with specific
targets and funding
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Methodology

In order to measure states’ activity against the WHO Global Action Plan, ADI distributed a survey
in January and February 2023 to our 105 member associations, 20 developing associations,

and five other associations preparing to join ADI's Membership Development Programme. The
survey received an 83% response rate, with a total of 108 replies. Each member association is a
national Alzheimer or dementia organisation in that country. A developing association refers to
organisations that are going through ADI's two-year Membership Development Programme and
are aiming to demonstrate that they meet the required membership criteria.

The survey asked about the status of a National Dementia Plan, or dementia integrated into
another policy area (Action area 1) in their respective countries based on five stages (listed in
the graphic on page 15). The survey also asked for examples of policy, advocacy, and practice
in relation to the remaining six action areas. Where a survey response was not received, ADI
conducted desk research in order to estimate a stage.

Report structure

This report is divided into seven chapters based on the WHO action areas. The first section,
focussed on Action area 1, is based on evidence obtained from ADI member associations and
experts who have been instrumental in the development or implementation of their national
plan, or who are advocating for one in their country. The subsequent six sections provide
analysis and practical examples relating to Actions areas 2 to 7. Expert commentary and case
studies are included throughout, showing the significant global variation in the development
and/or application of policies related to dementia through examples of good practice and
challenges that have been faced.
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Chapter 1

Dementia as a
public health
priority

WHO target: 75% of countries (146 of 194) will have
developed or updated national policies, strategies, plans or
frameworks for dementia, either stand-alone or integrated

into other policies/plans, by 2025.

Action area 1 is the cornerstone of the Global action
plan on the public health response to dementia;
while Action areas 2 to 7 cover the many different
angles through which dementia should be addressed,
policy is the vehicle that ensures these disparate
facets are tackled in a comprehensive way. National
Dementia Plans stand as the paragon of government
commitment to focusing on dementia in their country
in a cohesive way.

National Dementia Plans are ambitious undertakings:
behind the adoption of each National Dementia

Plan currently in existence are months - if not years

- of forethought, advocacy, and consultations with
stakeholders in order to produce an effective roadmap
guaranteeing the best possible approach to dementia
within the local context. Very often, this process doesn't
go as planned. An election or change in government,

an economic crisis, a natural disaster, or a global
pandemic... as we have seen time and time again, all can
upend national priorities and put dementia policy on the
backburner. These are obstacles that require dedication
and ingenuity to overcome. The efforts required to turn
a National Dementia Plan from a simple idea into a
document signed by a minister with sufficient funding to
enable implementation must be acknowledged.

Luckily, organisations like ADI are there to help. Our
#WhatsYourPlan campaign, explored in detail in this
chapter, seeks to make the process of creating a
National Dementia Plan less daunting for governments
by providing support and expertise gleaned from years
of policy advocacy worldwide. More than a year since
its inception, the campaign has already scored some
successes, and encouraged many states to rise to their
commitments to the Global Action Plan. ADI's most

recent efforts focused on the Caribbean will hopefully
lead to some encouraging updates in next year's issue
of From Plan to Impact.

This chapter gives a glimpse into the process of
elaborating a National Dementia Plan in vastly different
contexts: In Uruguay, where a plan was recently
adopted following the structure set out by the Global
Action Plan; in Ethiopia, where a push is underway

to create what could very well end up being the first
National Dementia Plan in Africa; and in Pakistan, where
efforts to create a National Dementia Plan have led to
the establishment of a regional dementia plan in Punjab.

The Pakistani example is particularly interesting, as

it shows that progress can take many forms. While

the authors of the plan remain hopeful that the plan
will be expanded to the whole country in the future,

its implementation at a smaller scale - in the most
populous province of Pakistan, no less - is a success in
its own right. Victory doesn’'t happen overnight, and we
must celebrate every advance that makes life a little
easier for people living with dementia and their families.

Not included among the essays in this chapter, but
nonetheless worth celebrating, are the Ukrainian
government's efforts over the past year to develop

a National Dementia Plan, in large part thanks to

the tireless advocacy of ADI member organisation
Nezabutni (whose founder, Iryna Shevchenko, wrote

a poignant testimony last year about the situation of
people living with dementia in Ukraine in times of war?).
The Ukrainian example is an inspiration for what can be
done even in the most difficult of circumstances. If there
is a will, there is a way.

1 Alzheimer's Disease International (2022) From plan to impact V: WHO Global Action Plan: The time to act is now. London: Alzheimer's Disease

International, pp.22-23
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#\WhatsYourPlan

In 2017, Member States of the World Health
Organization (WHO) unanimously adopted the
seven-year Global action plan on the public health
response to dementia. The plan, which covers seven
action areas, seeks to improve the lives of people with
dementia, their carers, and families, while decreasing
the impact of dementia on communities and countries,
principally through the adoption of National Dementia
Plans. Every year since the adoption of the Global Action
Plan, the progress of Member States towards achieving
its targets have been tracked through the From Plan to
Impact report series. Unfortunately, each year, and thus
each iteration of From Plan to Impact, has demonstrated
that Member States are falling behind on their
commitments and are far from achieving the targets set
out in the Global Action Plan.

Recognising the need for urgent action, ADI launched
the #WhatsYourPlan campaign in late 2021: a
direct-action campaign aiming to galvanise and
encourage more governments to develop National
Dementia Plans, following on their 2017 commitment.

The campaign utilises a simple but effective advocacy
methodology. Initially, formal letters are sent to
ministries of health, in collaboration with ADI member
associations and key stakeholders, to enquire as to
the progress of National Dementia Plan development
in their respective countries. We were mightily

encouraged by the response and engagement rate,
often leading to follow-up ministerial meetings;
however, many of these meetings underlined the scale
of the challenge, with dementia falling down the list

of priorities for many countries, exacerbated by the
COVID-19 pandemic.

\¥here a response is not obtained, subsequent
communications are sent. For those countries where
the Ministry refuses to engage with ADI, or where

the government is not willing to act in accordance
with its 2017 commitment, ADI works with its local
member associations and key stakeholders to deliver
public-facing media and social media awareness
campaigns, generating attention around our calls for
the development of a National Dementia Plan and
galvanising people to directly ask of their governments
“#\WhatsYourPlan?” The general public, the electorate,
when asking this question, carries a lot of power!

At the launch of From Plan to Impact V in May 2022,
the #WhatsYourPlan campaign was still in its infancy,
with forty associations engaging in its first phase - but
it had already had notable successes, with the Brazilian
Senate unanimously passing the National Law of Care
of People with Alzheimer's and other dementias, a joint
letter from ADI and our member, Federacao Brasileira
das Associacoes de Alzheimer (FEBRAZ), being read
during the debate.

WHO Member States implementation of national plans

National plan adopted

. In development
. No plan
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One year on, the campaign has truly gathered pace
and impact. This has resulted in over 154 official letters
and 51 emails being delivered to ministries of health or
relevant departments in relation to the development
of a National Dementia Plan. In addition to this, ADI
successfully ran a regional awareness raising campaign
in the Caribbean in January 2023 (see below), which
included 13 ADI member associations. This combined
effort has led to over 29 meeting with ministry officials
and the commitment to develop 20 National Dementia
Plans, over half as many as already in existence.

As #WhatsYourPlan moves into its second year,

ADI will ramp up the public-facing aspect of the
campaign, seeking to conduct more awareness raising
campaigns in ADI member countries. ADI will also seek
to build and strengthen the capacity of ADI member
associations to bolster their efforts to advocate for
National Dementia Plans. In February 2023, ADI
successfully ran a #WhatsYourPlan workshop with its
European members to develop strategies to advocate

for National Dementia Plans. This objective and theme
will also feature in ADI's regional member meetings
throughout the year.

At a multilateral level, ADI will continue to call for the
development of National Dementia Plans at \WHO
global and regional meetings, exploring the possibility of
hosting side events in the Eastern Mediterranean Region
(EMRO), European Region (EURQ), African Region
(AFRO), and the Pan-American Health Organisation
region (PAHO). These side events represent an
opportunity to further raise the profile of dementia
within these respective regions and capitalise on the
attendance of Member States and WHO officials to
impress upon them the importance of adopting National
Dementia Plans.

As a community of advocates, healthcare practitioners,
researchers, policymakers, people living with dementia,
and carers, we will continue to ask governments
throughout 2023 and beyond: #WhatsYourPlan?

The #WhatsYourPlan regional public awareness
campaign for the Caribbean took place between
16-29 January 2023, with the aim of shedding a light
on dementia and the need for National Dementia
Plans across 13 countries and territories. This marked
the first public awareness campaign to take place as
part of the #WhatsYourPlan initiative.

The campaign utilised three direct streams of
advocacy. First, by directly writing to ministries of
health to inform them of the imminent launch of

the campaign and requesting that they expedite
progress towards the development of a National
Dementia Plan in their country. Second, by engaging
the public through social media; and finally, by
carrying out a media campaign to raise the profile of
#\WhatsYourPlan through coverage in news articles,
television, and radio.

The two-week campaign had an incredible impact,
reaching over 423,200 people on social media

#\WWhatsYourPlan Caribbean campaign

and being addressed in 83 independent pieces of
news coverage. The campaign also had a humber
of significant political successes, with Puerto Rico's
Department of Health and the British Virgin Island’s
Ministry of Health reaching out to our local member
associations regarding their National Dementia
Plans. Other successes involved a meeting between
ADI, our member association Alzheimer's Association
of Trinidad and Tobago, and the Trinidadian Ministry
of Health's mental health team. Finally, thanks to the
campaign, our association operating in St Kitts and
Nevis met with country’s chief medical officer, who
expressed support for the development of a plan.
The prime minister later shared similar sentiments
when asked about the campaign by a reporter.

ADI will continue to support and advocate for
National Dementia Plans in the Caribbean alongside
our member associations and will move forwards
with new campaigns in other regions.
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National Dementia Plan in Uruguay: The beginning of a path

Uruguay has a long tradition in the scientific
approach to dementia. The country founded its
Institute of Neurology in 1926, the first in Latin
America and the second in the Americas. More
recently, the CUDIM (Uruguayan Centre for
Molecular Imaging) has been operating since

2010, promoting research excellence in the field of
dementia. During the 20" century, Uruguay built a
welfare state with a broad development of public
health and in 2020 became the first country in Latin
America to establish a brain health programme under
the Ministry of Public Health.

Our country is undergoing dramatic demographic
changes, with ageing becoming one of the greatest
challenges for public policy, especially in the

fields of health, social security, care, and social
services. The magnitude of this demographic shift is
undoubtedly a major public health policy challenge
and deserves, as the WHO has highlighted,
systemic and state-level responses. There are an
estimated 50,000 people living with dementia in
Uruguay, with that number projected to more than
double and reach 112,000 by 2050.

This situation has led our government to work on
devising a National Dementia Plan in line with the
WHO Global Action Plan. In order to establish the basis
for our National Dementia Plan, different documents
have already been produced in the country, including
the National Dementia Guide produced by the Ministry
of Public Health in 2015, in coordination with University
of the Repubilic's (UdelaR) Centre on Ageing.
containing recommendations for a comprehensive
approach to dementia. We have also carried out these
efforts alongside civil society organisations such as
the Asociacion Uruguaya de Alzheimer y Similares
(AUDAS), academics, researchers, and different
professionals involved in the care of patients with
dementia. The present strategy is also aligned with
international documents, such as the World Health
Organization’s Global action plan on the public health
response to dementia, the WHO Decade of Healthy
Ageing 2020-2030, and ADI's dementia risk reduction
strategies.

After a first stage of discussion, a tentative draft
of action was elaborated and discussed with ADI

leaders who visited Uruguay in September 2022,
validating it. After this visit, the strategic areas were
expanded and the final document was signed at
the Ministry of Public Health in March 2023, in the
presence of various participating organisations.

Uruguay has taken the seven action areas identified
by the WHO Global Action Plan as a blueprint upon
which to devise its National Dementia Plan.

Dementia as a public health priority

Uruguay's plan establishes dementia as a public
health priority, with the vision of a world in which
dementia is preventable, and people with dementia
and their carers live well, receiving the care and
support they need to fulfil their potential with dignity,
respect, autonomy, and equality. We believe that
this written document provides a starting point and
doctrinal foundation towards these goals, bringing
together and coordinating the efforts of ministries,
social organisations, academics, researchers, health
care providers, and care systems.

Awareness raising and
public communication

Since 2020, campaigns have since taken place on
social networks to address stigma against dementia
in the country. The Ministry of Public Health has
carried out several courses to support carers, with
recommendations on patient care, especially during
the COVID-19 pandemic, and seeks to continue down
that path.

Dementia risk reduction

The Lancet report on dementia prevention in 2020*
has been a big source from which Uruguay has
sought information in terms of identifying dementia
risk factors that can be acted upon. The Pan
American Health Organization’s (PAHO) HEARTS
initiative, already being implemented in Uruguay,
focuses on hypertension, a risk factor for dementia.
Our strong National Stroke Plan, which includes
coverage of certain procedures free of charge

1 Livingston, G. et al. (2020) Dementia prevention, intervention, and care: 2020 report of the Lancet Commission, The Lancet, 396 (10248),
413-446. https.//www.thelancet.com/article/S0140-6736(20)30367-6/fulltext
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through our national health system, also has a direct
impact on the risk of vascular dementia.

It is our aim to also be able to adopt a “Brain Health
Medical Advice" brief, which could be given by
doctors in primary care advising on diet, sleep,
physical and mental exercise, socialisation, avoidance
of alcohol and tobacco, and cardiovascular risk as
part of individual dementia risk reduction. We have
also developed a proposal for the inclusion of brain
health in school curricula.

Diagnosis and treatment of dementia

Quality care for people with dementia implies
universal access to diagnostic and therapeutic
measures and comprehensive healthcare in a system
that ensures continuity of care at all stages of their
condition. The state must ensure that this care is
provided through healthcare providers throughout
the country. In Uruguay, specialised clinics are

more concentrated in the capital Montevideo,
constituting a geographical asymmetry, which needs
to be addressed. While there already is universal
coverage in Uruguay for anticholinesterase inhibitors
and memantine, basic drugs in the treatment of
Alzheimer's disease, cost-effective strategies should
also be pursued at the primary healthcare level

to avoid overprescription of drugs and promote
non-pharmacological forms of treatment of certain
symptoms.

Support for carers

The carer is a central target of the dementia strategy.
and it is necessary to integrate this cause into the
country’'s mental health services to address the
consequences and impact of care. The Ministry of
Health and related ministries should continue with
public and educational communication actions
aimed at family members. Meanwhile, healthcare

training should include strategies to support families
and carers - including by increasing the number of
virtual trainings for long-term care facilities (known as
ELEPEMSs in Uruguay).

Dementia information systems

Uruguay plans to establish areas of academic
coordination to obtain information on dementia
from electronic medical records, including on the
distribution and population characteristics of people
living with dementia, in order to improve guidelines
for specialised services across the country. \We
believe that we can improve the dementia figures
available to the Ministry of Health through electronic
health records, and hope to have the most accurate
data on dementia prevalence in Uruguay sometime
in 2023.

Dementia research

CUDIM and different faculties in the biomedical area
should continue their research work in the country,
as well as approach other regional or international
research centres. Uruguay's National Dementia

Plan aims to improve accessibility to national and
international research funds.

The future

A commission of experts in Uruguay, in conjunction
with ADI and other international organisations, will
actively monitor the fulfilment of these objectives.
The challenges are many, and the immediate future
will probably challenge us even more with new
diagnostic and therapeutic advances. In any case, the
Uruguayan government is committed to making firm
progress in this priority area of public health.

Dr Ignacio Amorin, neurologist, co-author of the
Uruguayan National Dementia Plan
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The Punjab dementia plan: A region-level milestone

Alzheimer's Pakistan started to advocate for the
creation of a National Dementia Plan soon after the
Global action plan on the public health response

to dementia was adopted during the 70" World
Health Assembly in May 2017. After the 2018 general
elections, our advocacy bore fruit with the new
government. In 2019, President of Pakistan Dr Arif Alvi
asked Alzheimer's Pakistan to work on drafting the
country’s first National Dementia Plan.

The pandemic halted our efforts, as the
government's attention and resources were diverted
towards dealing with COVID-19. In 2021, as the
situation improved, Alzheimer's Pakistan was able to
present its draft plan to the federal government for
adoption and implementation. The Federal Health
Ministry observed that the draft plan needed to

be approved by all provincial health departments,

as the health system in Pakistan is devolved and
provinces run their own decentralised healthcare
systems. In 2022, the Federal Health Ministry started
its consultation process with all four provinces. While
Punjab, the most populous province of Pakistan with
over 110 million inhabitants, approved the draft plan,
the country’s other three provinces were delayed in
approving the plan, which in turn impeded its official
adoption and implementation in Punjab.

Dr Yasmin Rashid, then the Provincial Minister of
Punjab for Healthcare and an avid Alzheimer's
advocate, asked Alzheimer's Pakistan to concentrate
on the province and submit a dementia plan that
Punjab could launch on its own, with the expectation
that Pakistan’'s remaining three provinces will follow
suit and develop similar provincial dementia plans.

Alzheimer's Pakistan therefore concentrated its
efforts on Punjab and reworked its national plan into
the Punjab Dementia Plan. The Punjab Dementia
Plan was written by Secretary General of Alzheimer's
Pakistan Hussain Jafri, with contributions from

a number of international and national experts
including: Glenn Rees and Paola Barbarino,
Alzheimer's Disease International; Caitlin Littleton,
Syed Moeez Ud Din, and Ajeeba Aslam, Helpage
International; Prof. Dr Athar Javed, Pakistan Society
of Neurology; Prof. Dr Asghar Zaidi, Government
College University Lahore; Prof. Dr Iracema Leroi,
Global Brain Health Institute; and Prof. Dr Ali Hashmi,
Punjab Institute of Mental Health.
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The launch of the Punjab Dementia Plan in October 2022
(Photo courtesy of Hussain Jafri)

The Punjab Dementia Plan was launched by
then-Chief Minister of Punjab Pervaiz Elahi and Dr
Yasmin Rashid on October 19, 2022, marking the first
big step in the Pakistani government's commitment
to supporting and implementing much-needed
dementia services in the country.

The provincial government of the Punjab has also
announced its intention to develop and fund a
detailed operational plan based on the targets

and activities listed in the Punjab Dementia

Plan. However, there have been some political
developments since then, as the legislative assembly
of Punjab was dissolved, and new elections were
scheduled for late April. The development of the
operational plan is therefore on hold until a new
government takes over.

The launch of the Punjab Dementia Plan has been
a significant milestone in the development of
dementia services in the country, marking the first
time that the government has recognised dementia
as an issue and committed to the development of
comprehensive services as outlined in the WHO
Global action plan on the public health response
to dementia. Punjab is the largest, most advanced,
and resource-rich province in the country, and
often leads the way in the development of
healthcare and other matters. Therefore, we hope
the Punjab Dementia Plan will go a long way in the
development and implementation of dementia
services across the country.

Hussain Jafri, Secretary General, Alzheimer's Pakistan
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<M Ethiopia STAGE 3C

Developing a proposal for the first African National Dementia Plan

Ethiopia, the second most populous country in Africa,
is home to more than 115 million people. Currently,
the average life expectancy in Ethiopia is 67.8 years
old, but this number is expected to reach 74 years old
by 2050 - by which point the prevalence of dementia
in Ethiopia is expected to increase by 380-2000%.
This astronomical surge is projected to be fuelled

by the high prevalence of dementia risk factors in
Ethiopia, including increasing ageing population,
non-communicable diseases (NCD), infectious
diseases (e.g.. HIV), and traumatic head injuries.

While all WHO member countries signed onto the
2017 Global Action Plan, committing to developing
and implementing national strategies that address
dementia, no sub-Saharan African country - Ethiopia
included - have so far enacted a National Dementia
Plan, whether as a standalone policy or integrated
into other equivalent instruments.

In mid-December 2022, a team of fellows and
faculties from the Atlantic Fellowship for Equity

in Brain Health (AFEBH) programme at the Global
Brain Health Institute (GBHI), the University of
California San Francisco (UCSF), and faculties from
the Department of Neurology, College of Health
Sciences, Addis Ababa University (DoN-CHS-AAU)
met with H.E. Dr Lia Tadesse, Ethiopia's federal
minister of health, and members of her NCD team.
The meeting was a huge success, as the minister
welcomed the idea of developing a National
Dementia Plan, as well as strengthening the existing
mental and neurological health strategies in support
of dementia care in the country.

As dementia is one of the five leading neurological
disorders in Ethiopia, the minister instructed her
team to work with local (DoN-CHS-AAU, Alzheimer's
Ethiopia) and international (ADI, AFEBH) stakeholders
in developing an integrated neurological plan for
Ethiopia. Since then, the local team has held several
stakeholder meetings to set the direction and
frameworks for the development of the national
strategy - including a needs assessment, literature
review, and proposal development.

National strategies and plans need

to focus on prevention through an
integrated public health approach
focussed on risk reduction [..] as well
as raising public awareness about
what makes a healthy brain and bodly.

In the stakeholder meetings, representatives from
professional associations (Association of Ethiopian
Neurologists), patient organisations (Alzheimer's
Ethiopia, Parkinson's Patient Support Organiza-
tion-Ethiopia, and Care Epilepsy Ethiopia), academic
institutions (DoN) and ministry officials took part in
conducting literature review, developing proposals,
and setting objectives that will address policy
gaps. However, lack of commitment and limited
engagement from the stakeholders, paucity of
locally available data to guide the writeup, and lack
of financial support to assist the work are among
the challenges we have faced in the process of
developing an integrated national neurological
strategy. which has taken longer than expected.

The team also published a position paper in Frontiers
in Neurology, titled “The need for a tailored National
Dementia Plan in Ethiopia: A call for action”* to
further highlight the burden of dementia risk factors
in the country. ADI CEO Paola Barbarino meanwhile
wrote two letters to H.E. Dr Lia to reiterate that

she and her team at ADI, alongside Global Atlantic
fellows and Alzheimer's Ethiopia, were ready to
support the development of national dementia policy
in the country.

In the meantime, our team is partnering with expert
health economists to develop a review paper that
will assess the economic impact of dementia and
how to design a cost-effective dementia prevention
strategy in Ethiopia.

1 Ayele Biniyam A, Ali Seid, Anbessie Mohammed, Zewde Yared Z., Yoseph Selam, Lee Suzee, Valcour Victor, Miller Bruce. ‘The need
for a tailored National Dementia Plan in Ethiopia: A call for action’, Frontiers in Neurology, vol.14, 2023. https.//www.frontiersin.org/

articles/10.3389/fneur.2023.1126531
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Currently, more than two-thirds of the Ethiopian
population is under 30 years old — meaning that
national strategies and plans need to focus on
prevention through an integrated public health
approach focussed on risk reduction, improving
physical and mental health, as well as raising
public awareness about what makes a healthy
brain and body. In addition, introducing simple and
accurate diagnostic tools tailored to the language
and cultural context of the community will ensure
earlier diagnosis at the community setting that

will guide timely intervention and proper care.
Furthermore, establishing community care centres
and rehabilitation services will provide the necessary

Our team is taking the lead in developing the
proposal, organising the team, and identifying
resources to support the work. We are cautiously
optimistic about the realisation of an integrated
national dementia policy for Ethiopia, as there is a
long road ahead of us full of hurdles and obstacles.

Yared Z. Zewde, MD, Global Atlantic fellow, and
Assistant Prof. of Neurology, Biniyam A. Ayele, MD,
Atlantic fellow and Assistant Prof. of Neurology,
and Mohammed N. Anbessie, Atlantic fellow and
consultant Psychiatrist, Department of Neurology,
College of Health Sciences, Addis Ababa University,
Addis Ababa, Ethiopia

post-diagnostic support in order to enhance the
quality of life of people living with dementia and their
families or carers.

Six years after the creation of the Global Action Plan, progress
has stalled in the establishment of new National Dementia
Plans, with some countries putting an end to their dementia
strategies even as others are pushing new ones forward. While
we acknowledge the hard work that goes into creating and
upholding these plans, people living with dementia worldwide
are the ones who pay the price when governments turn a

blind eye to their situation. As research witnesses hopeful
progress when it comes to disease-modifying treatments, we
cannot afford to let governments remain at a standstill. Rather,
governments must be encouraged to use National Dementia
Plans to strengthen health systems in their countries - to
ensure all of their citizens living with dementia can access the
treatment, care, and support they need and deserve.
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Chapter 2

Dementia
awareness and
friendliness

WHO target: 100% of countries will have at least one
functioning public awareness campaign on dementia
to foster a dementia-inclusive society by 2025; 50% of

countries will have at least one dementia-friendly initiative
to foster a dementia-inclusive society by 2025.

Awareness is a driver for change - after all, how can
we transform that which we do not understand?
Even as dementia prevalence is projected to
increase dramatically across the world by 2050,

we see time and time again that prejudices and
misunderstandings are rife when it comes to the
societal perceptions of the condition, which in turn
affects whether governments feel the urgency to act.

Lack of awareness also leaves people living with
dementia and their carers in the dark about warning
signs of the condition, how to face the difficulties that
may arise carrying out activities of daily living, and
what rights they are entitled to, no matter the stage of
dementia they might be in.

Efforts in the field of awareness raising take many
shapes. This chapter highlights just a few people and
organisations who have found how to make a difference
- whether by sharing practical tips in an easily digestible

and entertaining format, like Adria Thompson's popular
Be Light Care social media pages, or by conducting
workshops on a rights-based approach to dementia, as
seen with the Rights Made Real programme in Ireland.
The anti-stigma toolkit developed through the STRIDE
(Strengthening responses to dementia in developing
countries) project, "Don't Forget I'm Human”, seeks

to humanise people living with dementia based on
research in a number of lower- and middle-income
countries. Meanwhile, the collaborative efforts between
the Alzheimer's Society of Maldives and Alzheimer's
Indonesia show the importance of working together for
the common good.

World Alzheimer's Month remains a crucial tool for Area
2 of the Global Action Plan. By dedicating 30 days of
the year to galvanising attention and support for the
cause across the world, ADI and countless dementia
advocates hope that these efforts will bear fruit during
the rest of the year.



ALZHEIMER'S DISEASE INTERNATIONAL | FROM PLAN TO IMPACT VI

World Alzheimer's Month 2022

Together we can do so much

In order to address misconceptions, stigma, and
discrimination related to dementia, ADI, alongside the
WHO, established World Alzheimer's Day in 1994, taking
place on 21 September every year since. Eighteen
years later, World Alzheimer's Day expanded to World
Alzheimer's Month, dedicating the whole month of
September to the important task of awareness raising
about dementia.

In 2022, World Alzheimer's Month centred on the theme
of post-diagnostic support, a follow-up from the 2021
campaign on diagnosis. This focus was inspired by
recent developments and potential breakthroughs in
both dementia treatment and support. The campaign
aimed to encourage everyone to do their part to spread
awareness and challenge the stigma that still exists
around Alzheimer's disease and dementia, through the
tagline: “Together, we can do so much.”

Whilst focusing on post-diagnostic support, ADI also
highlighted prevalence forecasts from the Institute of
Health Metrics and Evaluation (IMHE), which suggest
that cases of dementia are expected to skyrocket in
a number of regions across the world, notably in the
Middle East.

In tandem with the theme of World Alzheimer's

Month, the World Alzheimer Report 2022, entitled

“Life after diagnosis: Navigating treatment, care and
support”, comprised of some 119 essays from over 215
distinguished authors addressing the issues, challenges,
and opportunities at play around the world in the vast
field of post-diagnosis support for dementia.

World Alzheimer’'s Month was a monumental success,
achieving a combined social media reach of 35 million
across all social media platforms. This traction was
mirrored across traditional media, with over 293 pieces
of coverage being recorded during the month, 120 of
which directly relating to World Alzheimer’'s Month and
World Alzheimer Report activities. In total, ADI recorded
over 111 countries participating in the campaign.

In 2023, the World Alzheimer's Month campaign will
focus on risk reduction (Action area 3 of the Global
Action Plan). Research suggests that up to 40% of
dementia cases could be delayed or averted by
focusing on just 12 modifiable risk factors. Through its
campaign and associated World Alzheimer Report, ADI
will seek to raise further awareness of this issue and
provide recommendations for how governments and
the general public can reduce dementia risk, in the
continued absence of a cure for the condition.

reach of World Alzheimer's Month

To build upon the continuing success and reach of
World Alzheimer's Month, ADI trialled its first digital
intern scheme for the 2022 campaign. Made up of
six interns from across the world (Switzerland, Hong
Kong SAR, Brazil, Mauritius, India), each intern was
tasked with running a ‘mini* World Alzheimer's Month.

Four interns (from Brazil, Mauritius, and India) were
already associated with the respective ADI member
association in their country. These interns used this
opportunity to further expand their association's
World Alzheimer's Month campaign, including

by venturing onto new social media platforms

ADI's Digital Intern Scheme: Expanding the

such as Twitter and Instagram (Mauritius, India).
The remaining two interns from Switzerland and
Hong Kong SAR helped to leverage ADI's general
campaign by creating new visual content and
messaging around post-diagnostic support and risk
reduction in English, French, and Mandarin through
Instagram.

For the 2023 World Alzheimer's Month campaign.,
ADI will be looking to further tailor and build upon
the success of the scheme, with the hope that it will
reach more people across the world and make a
lasting impact.
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Don't Forget I'm Human: A toolkit to stop dementia stigma

‘Don't Forget I'm Human™ is a toolkit* that aims to tackle
the stigma faced by people living with dementia, which
people often describe as being as challenging as

the condition itself. At the individual level, stigma can
undermine a person’s life goals, reduce their participation
in meaningful life activities, and worsen their quality

of life. At the societal level, it can influence policy and
reduce funding allocated to care and support.

People living with dementia and their families
experience disproportionate stigma and discrimination.
Results from the largest ever global survey,? led by

ADI and the London School of Economics and Political
Science (LSE) on dementia-related stigma in 2019,
found that 84% of people living with dementia reported
experiencing stigma and discrimination in at least one
area of their life.

The toolkit, “Don't Forget I'm Human - Stopping
dementia stigma”, provides a set of practical tools and
resources, which can be used in a variety of settings, to
help people think about the impact of stigma on people
living with dementia and their care partners, and how to
actively challenge it.

This toolkit highlights the experiences of people from
Brazil, India, Indonesia, Kenya, Jamaica, Mexico, and
South Africa and contains anti-stigma strategies and
activities that can be adapted widely to other countries
to help support people living with dementia, carers,
advocacy groups, as well as health professionals. It
focuses on first-hand testimonials of people living

with dementia and their care partners, describing the
consequences and impact stigma has had on their lives.
These testimonials, in written and video format, also
show tangible ways in which people have overcome
stigma, and how they were empowered to live rich and
fulfilling lives. We also have practical tips about how

to meaningfully include people with lived experience
in anti-stigma work, and guidelines about how to use
“social contact”, the most effective evidence-based
anti-stigma strategy to reduce stigma.

In rural Kenya, for example, we worked with people
living with dementia, care partners, and the community

to develop an anti-stigma programme. Community
health workers were trained to reach out to the
community, promote social inclusion, and empower
people living with dementia and their carers to
confront stigma. A key component of the programme

is “social contact”, where people living with dementia
and their care partners from the community share
personal stories of dementia. The programme

teaches participants how to encourage behaviour
change and become advocates for reducing stigma
and discrimination. Within the pilot evaluation, the
researchers measured attitudes towards dementia
before and one month after the intervention was
delivered to the general public. We found a 10%
reduction in the belief that “people living with dementia
are dangerous more often than not”, and a 23% increase
in participants agreeing that “people with dementia are
a good source of knowledge”. This was complemented
by qualitative interviews.

The toolkit was a collaborative effort? including people
living with dementia, carers, advocates, and researchers.
It was launched through STRIDE, a project led by the
Care Policy and Evaluation Centre (CPEC) at LSE, in
partnership with ADI, Dementia Alliance International,
and partners in Brazil, India, Indonesia, Jamaica, Kenya,
Mexico, and South Africa.

Our aim is for this toolkit to be used as a springboard
to stimulate future anti-stigma work and to empower
others to share their lived experiences. We hope to
continue conversations with groups interested in
building on this toolkit from around the world. Although
our research and experiences were focused on a
diverse group of lower- and middle-income countries,
stigma is a global issue that should be addressed in
high-income countries as well. Thus, we think it can be
relevant for a range of settings.

People can share the toolkit by using the hashtag
#DontForgetimHuman.

Sara Evans-Lacko, Nicha Surawattananon, Care Policy
and Evaluation Centre, London School of Economics and
Political Science, United Kingdom

1 Evans-Lacko S. Farina N., Cleusa Ferri, Ana Carolina Franzon, Carolina Godoy, Hurzuk S, Jacobs R, Mata F, Elaine Mateus, Musyimi C, Levi Muyela,
Deborah Oliveira, Ong E, Mariana Lopez Ortega, Surawattananon, N, Weidner W. Don't Forget I'm Human -Stopping Dementia Stigma. The
STRIDE Anti-Stigma Toolkit. https://stridedementia.turtl.co/story/anti-stigma-toolkit/page/1

2 Alzheimer's Disease International. 2019. World Alzheimer Report 2019: Attitudes to dementia. London: Alzheimer's Disease International.

3 Evans-Lacko S. Farina N., Cleusa Ferri, Ana Carolina Franzon, Carolina Godoy, Hurzuk S, Jacobs R, Mata F, Elaine Mateus, Musyimi C, Levi Muyela,
Deborah Oliveira, Ong E, Mariana Lopez Ortega, Surawattananon, N, Weidner W. Don't Forget I'm Human -Stopping Dementia Stigma. The
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USA STAGE 5B

Lightening the topic of dementia online: One professional's journey

| am a speech language pathologist and over the
last nine years, | have provided one-on-one speech
therapy to hundreds of ageing adults in long-term
care communities, many of whom have dementia.
Working with individuals with dementia was never
my life-long plan. | didn't know | was going to love
it and | didn't have anyone in my life growing up
with dementia. But throughout undergraduate and
graduate school, one thing | knew about myself
was that | loved complex cases. | loved working
with people whom others had given up on. | loved
hearing that others have “tried everything”. | was
so enthralled by the idea that | could possibly be
the only one willing to really make a difference

in someone’s life. Truthfully, all my strengths are
maximised with my work in dementia care.

After many years of practicing speech therapy and
growing in my experience and knowledge of dementia,
I moved across the country and set out to do training
in long-term care communities. | created social media
pages for Be Light Care?, originally as proof of my
expertise. | imagined that if | introduced myself to
executives at a long-term care community, they would
be sceptical and unaware of what a speech language
pathologist knew about dementia care. | thought |
could give them my card or pull out my phone and
show them an example of my teaching style. It would
be a means to an end.

| never imagined that the videos and content | create
would take off like wildfire, reaching hundreds of
thousands of people all over the world in its first year.
| didn't know how much practical dementia content
was needed until followers sent messages stating
that they have received more guidance and a better
understanding of dementia from my short, easily
digestible videos than anything they've been told
inside a doctor’s office. The ease and accessibility of
seeing timely and relevant content on their phone
allows isolated carers to realise they are not alone

in the struggles they face, but also give them some
practical advice for what to do about it. | have always
aimed for content that carers can watch and then
turn around and use immediately. Now that I've seen
the response and read the feedback, | can't ever stop
this service of providing accessible, digestible, and
practical content.

A still shot from one of Be Light Care’'s online
videos (Courtesy of Adria Thompson)

Even until now, dementia is deeply stigmatised.

A diagnosis of dementia may be embarrassing,
scary, or isolating. Great medical care for a person
with dementia may involve comprehensive and
early diagnosis but follow up is often non-existent.
Professionals recommend support groups for carers
to be amongst others who are also doing their best
to care for individuals with dementia. The common
advice physicians give is to "get your affairs in order”,
implying that the end is near. But what do they do
when it's not? Dementia is a neurodegenerative
disease which means the brain deteriorates over time.
Although it constantly is getting worse, it certainly
doesn't happen overnight. Individuals with dementia
can live many years with their condition.

In the time between the diagnosis and the “end”,
carers still have to navigate the intricacies of daily
life. They still need to get through today, tomorrow,
and the next day. They don't know how to help their
loved ones shower when they're confused, to eat

1 www.instagram.com/belightcare, www.facebook.com/belightcare, www.tiktok.com/@belightcare,
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when they say they aren't hungry, or what to do when
they say they want to “go home” when they already
are. Even if carers happen to figure out a solution

in those moments, dementia is a moving target.

The continuous decline means that new symptoms
appear on a weekly basis. Carers are not guided
through what to expect at each stage.

On the other hand, carers are also not told about

the good things to come. Despite the unfortunate
existence of the term "dementia sufferer” in society,
carers are not told that suffering isn't mandatory,
constant, or permanent. They aren't told that they
will learn to be more creative, compassionate, and
patient. They are not notified of the coming moments
of joy and humour. They aren't told that they can do
this. No one gives them confidence that they can be
a great carer.

| chose the title "Be Light” for my business for the
multiple meanings of the word “light”. First, | aim to
illuminate the topic of dementia. | want to shed "light”
on all that is unknown and untold about this disease
in a simple and non-intimidating way. Second, | want
to light-en the load that so many individuals with
dementia and their carers feel. It is a heavy topic
and carers often feel like they are carrying a heavy
burden. | strive to leave people who interact with

my content and myself with a lighter, more hopeful
feeling. Finally, | hope that my passion becomes
contagious and that | can “light" the spark of other
professionals who can come alongside me to serve
this population. It is an absolute honour to be a part
of so many people's dementia journeys.

Adria Thompson, MA CCC-SLP, Be Light Care
Consulting, USA

Maldives STAGE 3A - Indonesia STAGE 5A

A collaboration for awareness

In April 2021, the Alzheimer's Society of Maldives
reached out to ADI in order to become an ADI
member association.

As awareness of Alzheimer's and other dementias

is minimal in our country, our priority was to create
public awareness that might aid in people getting
earlier diagnosis. Informational materials were greatly
needed, but since we were a new organisation, we
had to start from scratch.

However, ADI's Regional Director for the Asia Pacific
region DY Suharya made things easier by putting

us in touch with Michael Maitimoe and Amalia
Fonk-Utomo of Alzheimer's Indonesia in May 2021