/\
-V
Alzheimer’s Disease
International

voice on dementia

From Plan to Impact Il

Maintaining dementia as a priority
in unprecedented times




Authors

Paola Barbarino, Chris Lynch, Annie Bliss, Laura Dabas, Alzheimer's Disease International (ADI)

Contributors

Professor Emiliano Albanese, Head of the Division of
Public Mental Health and Aging. Université de Geneve

Kielan Arblaster, Policy Officer, Alzheimer's Society

Professor Henry Brodaty, Professor of Ageing and Mental
Health, Director, Dementia Centre for Research, Collaboration
and Co-Director, Centre for healthy Brain Ageing, University
of New South Wales, Sydney, Australia and Honorary
Vice-President, Alzheimer's Disease International

Maria C. Carrillo, PhD, Chief Science Officer, Medical
& Scientific Relations, Alzheimer's Association

Dr Christopher Chen, Director, Memory Ageing and Cognition
Centre, National University Health System, Singapore

Adelina Comas-Herrera, Assistant Professorial Research
Fellow at the Care Policy and Evaluation Centre (CPEC) at the
London School of Economics and Political Science (LSE)

Dr. Tricia Cowan, Assistant Professor, Department
of Nursing, Bemidji State University

Dr. Jeffrey Cummings, MD, ScD, Translational Science
Lead Advisor, Shanghai Green Valley Pharmaceuticals

Sam Fazio, PhD, Senior Director of Quality Care and Psychosocial
Research Care and Support, Alzheimer's Association Home Office

Daniela Fernandez Gomora, (former) Senior
International Officer, Alzheimer's Society

Rickard Forsman, CEO, Geras Solutions

Anna Gaughan, Chief Executive, tide - together in
dementia everyday and Life Story Network

Lorene Gilly, France Alzheimer et maladies apparentées

Melissa Gong Mitchell, Executive Director, Global Coalition On Aging
Dr. Aliaa Ibnidris, Doctoral Assistant, Universita della Svizzera italiana
Priya Kanayson, Policy and Advocacy Manager, NCD Alliance

Jinhe Li, PhD, CEO, US Green Valley Pharmaceuticals

Professor Gill Livingston, Professor of Psychiatry
of Older People. Division of Psychiatry. Faculty of
Brain Sciences, University College London

Acknowledgements

Raj Long MBPs MSc, Independent Expert; (prior) Vice-Chair
of the World Dementia Council; (prior) GAAD Lead,
Integrated Development, UK Department of Health

Joost Martens (prior) Regional Director for the Americas, ADI

Dr. José Luis Molinuevo MD, PhD, Scientific Director of the Alzheimer
Prevention Program at BarcelonaBeta Brain Research Center (BBRC)

Graciela Muniz Terrera, Senior Lecturer in
Biostatistics and Epidemiology. Centre for Clinical
Brain Sciences, University of Edinburgh

Haza Newman, (prior) Chief Executive Officer, Geras solutions
Jim Pearson, Director of Policy, Alzheimer Scotland

Princess Nouf bint Muhammed bin Abdullah
Al-Saud, CEO, King Khalid Foundation

Glenn Rees, Chairman, Alzheimer's Disease International
and former CEO, Alzheimer's Australia

Nina Renshaw, Policy and Advocacy Director, NCD Alliance

Professor Craig Ritchie, Chair, Psychiatry of Ageing at the University
of Edinburgh and Director, Centre for Dementia Prevention

Dr. Bernadette Rock, Policy and Research
Manager, Alzheimer's Society of Ireland

Ella Robinson, Senior Policy Officer, Alzheimer's Society
Sam Savin, Associate Director, Global Coalition On Aging

Professor Bart de Strooper, Director, UK
Dementia Research Institute

DY Suharya, Regional Director, Asia Pacific Regional
Office, Alzheimer's Disease International

Kate Swaffer, Chair, Co-Founder and CEO,
Dementia Alliance International

Dr. Noriyo Washizu, Alzheimer's Association Japan

Wendy Weidner, Research and Policy Project
Lead, Alzheimer's Disease International

Masahiko Yamamoto, Office Manager, Asahi
Shimbun Social Welfare Organization, Osaka

ADI members

We would like to thank all the national Alzheimer associations and other organisations, including Alzheimer Europe and Dementia Alliance
International, that have provided the information for this report. We would like to thank the Department of Mental Health and Substance
Abuse, World Health Organization (WHO) dementia team - Tarun Dua, Katrin Seeher, Neerja Chowdhary and Stefanie Freel.

ADI would like to thank our corporate partners and donors:

Anonymous Foundation

Helen Daniels Bader Fund, A Bader Philanthropy
Biogen

Boehringer-Ingelheim

Eisai

International Federation of Pharmaceutical
Manufacturers & Associations (IFPMA)

Published by Alzheimer's Disease International (ADI), London.
June 2020. Copyright © Alzheimer's Disease International

Janssen

Roche

Otsuka America Pharmaceutical, Inc.
Mary Oakley Foundation

The Van Otterloo Family Foundation

aV/
Alzheimer’s Disease

International
The global voice on dementia



Contents

Foreword

Background and methodology

Action areas

CHAPTER 1.

12

Dementia as a public health priority

CHAPTER 2:
Dementia awareness and friendliness

CHAPTER 3:
Dementia risk reduction

CHAPTER 4:
Diagnosis, treatment, care and support

24

33

41

CHAPTER 5:
Support for dementia carers

CHAPTER 6:

Information systems for dementia

CHAPTER 7:
Dementia research and innovation

Summary and conclusion

Bibliography

Appendix A - Table of states represented by countries/territories,
ADI status, plan stage and status

Appendix B - List of countries/territories with plans not directly
represented at WHO, by income group and plan status

54

62

65
74

75

77

82



ALZHEIMER'S DISEASE INTERNATIONAL | FROM PLAN TO IMPACT IlI

Foreword

It is impossible to imagine
a more different world now
to the one | was writing
about for this report in
2019. Everything has
changed since COVID-19
became the biggest

global pandemic in several
generations.

The virus's higher mortality
rate in those over 65, in
those with underlying
conditions (and in particular
non communicable
diseases), and - more chillingly - among residents of
care facilities, has brought into sharp focus how those
we advocate for are one of the most vulnerable groups
globally. And also, one of the least valued groups. As
reports started pouring in - from the Philippines and
Italy first and then from all over the world - of the

triage decisions doctors were forced to make when
admitting patients to intensive care units, we watched

in disbelief. The UK NICE guidelines recommended

the use of the Clinical Frailty Scale, which was updated
to specifically include dementia (not included anywhere
else as far as we know). However, this still encouraged
blunt decisions made on an age basis, crystallising what
we had always known in our heart of hearts, that age
discrimination is still considered perfectly acceptable. In
all other countries these bedside life or death decisions
were left in the hands of overworked and courageous
doctors, nurses and paramedics - wherever the bedside
might have been.

But this novel coronavirus has hit hundreds of
thousands of families, and behind each of these
families there have been individual stories of loss and
grief; of not being able to talk to loved ones at home,

in hospitals, in care homes; of not being there to hold
hands, to hold and attend funerals. And social distancing
has resulted in compromised mental and physical
wellbeing for so many in the “at risk™ categories who

had never had to shelter before. In a way, the lockdown
has brought to many the experience that people with
dementia feel from diagnosis onward. In the words of
Kate Swaffer, one of the most preeminent dementia
advocates:

‘In 2020, the rest of the world suddenly experienced what
people with dementia and their families experience on a
daily basis after diagnosis, such as isolation, distancing
(from many family and friends), fear, anxiety and stigma.”

Carer burnout has also emerged as a huge issue. In the
words of one carer who wishes to remain anonymous:

“I have given up a well-paid job to care for my
husband Keith 2 years ago. He is 56 years old and has
suffered early onset dementia for the past three years.
As a result of COVID-19, his dementia deteriorated

at pace. | left him in a wheelchair in the car park of a
care home and haven't seen him for 4 weeks. It was
all so sudden! Almost immediately all our benefits
stopped - and our family income has been reduced
from £1000 a month to £400. | have only £113 to live
on per week. | feel that | have just been dropped into
the middle of an ocean! As carers of people with
early-onset dementia - we are forgotten and the
impact is seismic.” Carer

And let us not forget that the virus has hit everyone

in the world but questions have been raised in many
countries about mortality rates among ethnic minorities.
Similarly, marginalised groups are often disproportion-
ately impacted by dementia, as they are often poorer
and disadvantaged wherever they are.

There are other topics crowding our minds and
workspaces at ADI.

® The possible interruption of clinical trials - this of
all years when we had finally started to hope for
a pharmacological breakthrough. What will this
mean for a sector that was timidly allowing itself

“In my lifetime | have learnt that memory of epochal events is short, but |
think people will be remembering this for a longer time than usual. And if not,
we are here to make sure these memories won't be forgotten because we
need now more than ever to make sure we can use this example in our future
advocacy. This must never happen again.” Paola Barbarino




“In 2020, the rest of the world suddenly experienced what people with
dementia and their families experience on a daily basis after diagnosis, such
as isolation, distancing (from many family and friends), fear, anxiety and

stigma.” Kate Swaffer

to be dreaming of a solution, which whilst not the
answer to all our problems was certain to galvanise
investment and research in an area where so much
biopharma had given up?

® The interruption to diagnosis, as families are too
scared to attend primary care facilities or as the
provision of diagnostic and specialist care has
been interrupted. Nothing is stopping dementia, it
continues to be one of the biggest killers of the 21st
century and one of the most undiagnosed diseases
in the world. What will happen to all those families
and people living with dementia who will have no

capacity to prepare themselves for what is coming or

receive the post-diagnostic support they need now
more than ever.

® The interruption to care, social or other. When will
these face-to-face services resume, if ever? More
and more people are being left alone to battle with
what feels like an unsurmountable obstacle.

® More worrying than anything else is the possibility
that governments, already reluctant to own up
to the dementia crisis in their country, may use
the pandemic as an excuse to delay it forever. At
three years since the approval of the WHO Global
dementia action plan, progress (and funding!) is still

so slow - to make the many of us who advocate for it
cry in frustration. But, as COVID-19 has demonstrated,

at the scale we are talking about - over 50 million
people with dementia globally - only governments
can find solutions.

Paola Barbarino
Chief Executive Officer

As ever, from difficulties also come opportunities.
The rise of telemedicine is one: there are still
many sceptics and more studies are needed

but COVID-19 has accelerated this process and
forced the unconverted to consider it. Insofar

as | had only seen it applied in lower income
countries where the absence of specialist
geriatricians, psychiatrists and neurologists make
it a necessity; but who knows, this could now be
a way to increase diagnostic capacity globally.

The delivery of support groups like memory
cafés online has also been heartening to see.
Further, it has reminded us of the many who do
not yet have the access that makes it possible
to join these activities. But these gatherings of
carers and people with dementia have been a
lifeline during this difficult period.

There we go: there have been some positive
things coming out of this, but we owe it to the
hundreds of thousands who have died not to let
governments ever forget how unprepared they
were to deal with their older populations.

In my lifetime | have learnt that memory of
epochal events is short, but | think people will
be remembering this for a longer time than
usual. And if not, we are here to make sure these
memories won't be forgotten because we need
now more than ever to make sure we can use
this example in our future advocacy. This must
never happen again.
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Background and methodology

In May 2017, the World Health Organization (WHO)
adopted the Global action plan on the public health
response to dementia 2017-2025.*

This report provides an overview of the current national
responses to dementia around the world. Although ADI
constantly monitors updates to national activity, for this
report, we conducted a focused six-month scoping
exercise in consultation with ADI members and other
Alzheimer and dementia associations (including those
on the Membership Development Programme) from
January to June 2020.

The views and figures represented in the report are
intended to represent an up-to-date and holistic view of
progress towards the targets of the WHO Global plan. It
presents the most accurate global view of the current
policy landscape based on the included definition of

a dementia plan. Where possible, consideration has
been made to those governments that have made a
significant inclusion of dementia in plans under other
areas, such as ageing, neurology, mental health or
non-communicable diseases.

Data presented in this report reflects ADI's network
of Alzheimer and dementia organisations in over 100
states, including the majority of ADI's members. There
are 194 Member States represented by the WHO that
form the basis for targets of the Global plan.

The governments of a small number of states, including
some ADI members, that are not WHO member states,
have developed or are in the process of developing
responses on dementia, therefore are not included
against the targets of the Global plan (See appendix B).

The report reflects current information provided

by Alzheimer associations in each country, key
stakeholders, researchers and policy makers. Data
used in the report includes that collated and sourced
from the WHO Global Dementia Observatory between
December 2017 and May 2020, from desk research on
non-dementia specific policies and other frameworks
and additional communication with Alzheimer
associations and civil society groups from January to
June 2020. The figures used in this report and on the
ADI website are subject to ongoing revision, in order to
include new information from Alzheimer associations
and partners globally as it becomes available.

Due to the large number of external contributions to this

report, some sections appear in first person, but mention
of the author is made where appropriate.

Around the world, there will be one new
case of dementia every 3 seconds

Over

million

f

2020 2030 2050

Estimated growth in number of people
with dementia 2020-2050

Us$

2

trillion

O

The total estimated annual worldwide cost
of dementia in 2020 is over US$1 trillion.
This figure will rise to US$ 2 trillion by 2030




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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Countries with plans on dementia
or in development in 2019

= ?!;s_, A
=

W

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

No plan at present

Countries with national dementia plans Countries with national dementia plans in development

Australia Cuba Indonesia Luxembourg  Norway Slovenia Barbados Cyprus Germany Kenya Pakistan Turkey

Austria Denmark Ireland Macau SAR Puerto Rico Spain Brunei Czech Republic Hungary Kuwait Philippines Uruguay

Canada Finland Israel Malta Qatar Switzerland China Dominican Republic  India W EIEWSE! Portugal Vietnam
Chile Greece Italy Mexico Republic of Korea TADA Chinese Taipei Croatia Estonia Iran Montenegro  Slovak Republic

Costa Rica Iceland Japan Netherlands Singapore UK Curacao Georgia Jordan Nepal Sweden
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STAGE 1

STAGE 2

No current contact No Plan/Strategy
with government or
Ministry of Health
B W el
N
2A: Dementia currently

incorporated in another
“grouped” health plan

Initial meetings with
government but no
further progress

2C:

Some developments
towards a plan, but
progress stalled

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

STAGE 3 § STAGE 4

Plan/Strategy
currently in
development

Plan/Strategy
adopted but
with inadequate
or no funding

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

areas No funding

Government

In development, good e .
communication barrier

progress

In development, slow Plan under threat

progress

“These stage designations were retained from
last year's report based on a consensus of ADI's
members and other Alzheimer and dementia
associations (including those on our Membership
Development Programme).

STAGE 5

Plan/Strategy
adopted

Plan adopted but not
fully communicated

5B: Plan adopted, funded
and monitored
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Chapter1

Dementia as a
public health
priority

75% of countries will have developed or updated national
policies, strategies, plans or frameworks for dementia, either

stand-alone or integrated into other policies/plans, by 2025.

Number of dementia plans adopted since 2015 - all states

30

25

20

15

10

2015 2016 2017 2018 2019

2020 2021

2022

2023 2024 2025

Over 26 new plans needed every year from 2020 to cover 75% of countries by 2025. This calculation is based
on information available as of June 2020 and an assumption of no additional plans launching this calendar year -

potentially influenced by the impact of COVID-19

The target of the first strategic area of the Global plan
sets the stage for governments of 146 countries to
act on dementia. Three years into the action plan, 31
plans have been adopted, including 27 WHO Member
States - just 19 per cent of that target. 2020 marks
the first interim review of the Global plan, and still far
less than half of the 146 countries target has been
met. There is still so much to be done to ensure the
millions of people affected by dementia globally
have access to adequate support and services, which
centre their views and experiences.

We are now three years into plan implementation. The
governments of Canada, Gibraltar and Spain are the
only three to have released plans in the period since the
previous edition of this report was published a year ago.
Therefore, we have used this edition as an opportunity
to delve deeper, with the assistance of our members
and other partners, to uncover the ongoing challenges
and barriers that persist globally. Throughout the

report, we retain the five stages measurement of plan
development from this report's previous edition, while
recognising that this is an evolutionary measurement
given the complexities and grey areas inherent in
measurement of governmental policy.



Components of a national plan

The following areas are included as an example
of common themes and objective areas for
national plans or other policies on dementia. While
most plans focus on awareness and support, few
plans contain substantive focus on research, or on
the use and monitoring of data for dementia.

Awareness and education
Risk reduction

Timely diagnosis and access to treatment

Support at home, and for family carers

Coordination of care, including community
care

® Training for health professionals and service
providers

® Human rights, disability support and enablers
® Dementia friendliness

® Commitment to research

Towards a dementia plan:
a WHO guide

77X, World Health

N\
DR
v

¥/ Organization

ADI believes that dedicated national plans are still
the best tools available to effect change, but any
strategies incorporated in other areas should still
have the targets and indicators that relate to the 7
action areas of the Global plan.

ADI has a growing body of plans on our website for
information and inspiration. The WHO has developed a
useful guide on how to develop a national plan.?

A key advocacy priority is ensuring that plans are
not only announced, but they are progressed into a
fully implemented, funded, and monitored plan. The
planning, implementation and evaluation stages of
national plans all require thoughtful consideration of
the resources needed, of the department or functions
of the government that may best meet the specific
cost demands of each area, and of the roles of other
stakeholders in complementing these efforts. They
require a strong long-term political commitment to
dementia.

ADI believes that dedicated national
plans are still the best tools available
to effect change, but any strategies
incorporated in other areas should
still have the targets and indicators
that relate to the 7 action areas of the
Global plan.

Key areas that require dedicated budgets include
training of healthcare professionals, investment
in research, information dissemination and
monitoring. Budgets are often a barrier, with
many competing demands for government
funds. Now more than ever, during the global
COVID-19 pandemic, it is clear that there are
other competing and important priorities such

as disaster recovery, infectious disease control
and unfortunately conflict. ADI, our members,
partners and the global dementia community
must be mindful of this and be adaptable to
meet changing policy landscapes. Innovative
and solution-focused approaches are needed, as
budgets are not limitless. For countries struggling
to dedicate funds to start the development of a
plan, we encourage decision and policy makers
to assign a budget to action areas of the Global
plan that are identified as being more achievable,
for example national awareness raising
campaigns.
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Dementia as a public health priority

G20 dementia strategy:
leading by example

Early in 2019, Chris Lynch, ADI's Deputy CEO and Director
of Policy, Communications & Publications, joined Noriyo
Washizu, Alzheimer's Association Japan (AAJ), with the
aim to make dementia a G20 global health priority under
Japan's presidency. Japan is the most aged country in
the world and has been developing dementia care and
policy for over 40 years, giving hope that this leadership
could be shared globally.

Chris and Noriyo attended C20 planning sessions and
the C20 Summit in Tokyo, plus cross parliamentary
group meetings and a press conference in the build-up.
This, alongside working with remote partners from

NCD Alliance and HelpAge International, ensured that
healthy ageing and dementia were explicitly recognised
in the policy pack presented to Prime Minister Abe and
in the G20 Summit declaration.

More important, however, was how to take this
momentum forward to the G20 Health Ministers
Meeting (HMM) in Okayama in October 2019. Through

a series of letters to the G20 Ministers of Health, ADI
specifically sought to have six key areas of the global
dementia strategy given priority and leadership by

the G20 in the meeting declaration. In the build-up to
the HMM, CEO Paola Barbarino conducted a series of
media interviews and cross parliamentary meetings in
Japan. The culmination of the strategy was the specific
inclusion of six dementia-related articles in the outcome
document, with a specific focus on committing to

the WHO Global action plan for the development of
national dementia plans. In addition, there were a series
of commitments to healthy ageing including a focus

on disability and the UN Convention on the Rights of
Persons with Disabilities (CRPD).3

“The immediate and long term impacts of COVID-19 on the
health and well-being of people living with dementia need

to be monitored, and we need to find ways to mitigate the
added challenges facing this community caused by how we
are trying to deal with COVID-19. To this effect, it is incumbent
on our world leaders to prevent or reduce secondary
negative impacts of this disease on access to, for example:
routine health services, adequate nutrition, social services
and support.” Princess Nouf bint Muhammad bin Abdullah
Al-Saud, Chair of C20 2020

Paola Barbarino (ADI) and Noriyo Washizu (Alzheimer's Association
Japan) with members of The National Diet of Japan

With our partners, ADI's aim was to keep this impetus
going with the changeover of G20 presidency from
Japan to Saudi Arabia in 2020. Although ADI worked with
the C20 team under the leadership of Princess Nouf
bint Muhammad bin Abdullah Al-Saud, frustratingly,
dementia and healthy ageing were not continued as
priority areas in 2020. However, we engaged with the
process through the C20 group and with our links at the
G20 Health Development Partnership, with a specific
focus on patient safety. The programme for the G20 in
2020 has rightly been revised to focus on the global
COVID-19 response but because of the high risk and
impact of the coronavirus on the ageing population,
and by default on those living with dementia, especially
in care environments, we are reassured that under the
ltalian presidency in 2021 healthy ageing and dementia
will once again be a G20 priority and ADI has already
had some initial engagement with the Sherpas for 2021.

ADI's member in Japan,
AAJ, was instrumental

in the process, as was
Asociacion Lucha contra
el Mal de Alzheimer
(ALMA), our member
from Argentina, in
passing the baton

on from the 2018
presidency. AAJ continue
to work across the
country, with local and

Noriyo Washizu (Alzheimer's
i Association Japan) with Her
national governments Highness Princess Nouf bint

: [ Muhammad bin Abdullah
and. with Othelr ClYll al-Saud at the handover of C20
society organisations, from Japan to Saudi Arabia

towards Japan's
dementia plan.

Global awareness such as this is vital following the G8
dementia summit in 2013 and the launch of the Global
planin 2017.



cast,  Japan STAGE 5A

Japan has for decades been a pioneer in many needs, the National Framework for Promotion of
areas surrounding dementia, including friendliness, Dementia Policies (Cabinet decision) was announced
risk reduction, health and social care, research, and in June 2019, and a new legislative bill for dementia

innovation. They developed their first dementia plan. has been submitted to the Diet.
The Orange Plan was established in 2013, and the

New Orange Plan was established in 2015. However,

to meet the rapid increase in the number of people

living with dementia and to meet all stakeholder

WHO Member States with existing plans or other policies on dementia”
® Australia ® [celand ® Norway

® Austria ® |ndonesia ® Qatar

® Canada ® [srael ® Singapore
® Chile ® |taly ® Slovenia

® Costa Rica ® Japan ® Spain

® Cuba ® Korea, Republic of ® Switzerland
® Czech Republic ® [ uxembourg ® UK

® Denmark ® Malta ® USA

® Finland ® Mexico

® Creece ® Netherlands

‘See Appendix B for a full list of national plans or strategies not directly represented at WHO

CASE  Canada STAGE 4A

Canada'’s first national dementia strategy, A Dementia
Strategy for Canada: Together We Aspire, was
launched on June 17, 20194 The Government of
Canada also committed funding of $50 million over
five years in Budget 2019 to support implementation
of key elements in the strategy. The federal Minister

(S

of Health presented the First Annual Report A k
to Parliament in June 2019, as required by the Dementia J
National Strategy for Alzheimer's Disease and Other ?JEQINE,%YA L S &%

Dementias Act. Most of Budget 2019 funding will be
administered through the Dementia Strategic Fund
(DSF) and focus on efforts to raise awareness of
dementia. The Public Health Agency of Canada has
invited interested stakeholders to submit applications
for strategy-related activities.

Canadi
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Spotlight on Eastern Europe

Eastern Europe represents an area of the map which
has realised sporadic progress towards the WHO's
Global action plan. Three plans or strategies exist in
the Czech Repubilic, Slovenia, and Russia, but they are
not without their challenges. In Slovenia, the Dementia
Strategy Action Plan Working group was not able to
conclude its work in due time and the goals set in the
current strategy did not meet its targets. The current
Slovenian Dementia Strategy will conclude this year,
and work must be done to plug these gaps in the
new strategy. In the Czech Republic, the National

plan 2016-2019 has expired and there has been slow
progress on the new plan. Russia has a national plan -

but it has not been published or made publicly available.

Plans are in development in Croatia, Cyprus, Estonia,
Georgia, Montenegro and the Slovak Republic, but in
many of these countries there has been difficultly in
maintaining the momentum needed to ensure dementia
is high on the political agenda and receives funding. In
Belarus, dementia, within the auspices of mental health,
is not included in the mainstream State health program
and there are currently no plans to develop a national
dementia plan.

Several other Eastern European countries, including
Bosnia and Herzegovina, Latvia, Lithuania, Poland and

Montenegro, have seen some progress towards a plan,
but there needs to be a concerted focus by Eastern
European states, with ageing societies, on providing
long term care and support for their older populations,
many of whom have NCDs like dementia.

Table of Eastern European countries and their plan stages

Country Plan stage

Plan status

Belarus STAGE 2

No plan/strategy

Bosnia and Herzegovina STAGE 2

No plan/strategy

Slovak Republic

Slovenia

Croatia STAGE 3A & 3B "Strategy in development, commitment to funding for some of the 7 action areas”
Cyprus STAGE 3B Plan in development, good progress

Czech Republic STAGE 3C Plan 2016-2019 expired. Slow progress towards new plan

Estonia STAGE 3A "No plan, but commitment to funding for some of the 7 action areas’

Georgia STAGE 3C Plan in development, but slow progress

Latvia STAGE 2A Dementia grouped under Mental Health Care Developments plan 2019-2020
Lithuania STAGE 2B Initial meetings with government but no further progress

Montenegro Plan in development, but slow progress

Poland STAGE 2C Some developments towards a plan, but progress stalled

Russian Federation STAGE 2A National plan, but it has not been published

STAGE 3C

Plan in development, but slow progress

STAGE 4D

Plan in development, but under threat




Dementia incorporated into a grouped health plan

ADI believes strongly that dedicated national plans are still the best tools available to effect change, but any
strategies incorporated in other areas should still have the targets and indicators that relate to the 7 action

areas of the Global plan.

CASE
STUDY

France STAGE 2A

Since 2014, in France, dementia has been
grouped with neurodegenerative diseases in a
5-year plan. The “Plan maladies neurodegenera-
tives 2014-2019" has now come to an end and

its evaluation is expected soon. It may result in
developments towards a standalone national
dementia plan. France Alzheimer and other
associations (Parkinson's and multiple sclerosis in

CASE

STUDY

In Kenya, issues surrounding dementia cut

across two departments: mental health and
non-communicable diseases (NCDs). Currently
dementia is included in the country's mental health
plan. However, Alzheimer's & Dementia Organisation
Kenya (ADOK) and the Kenya team of Strengthening
responses to dementia in developing countries

(STRIDE) have been working closely with the Ministry

of Health to draft a national dementia action plan,
which would be the first of its kind in Sub-Saharan
Africa. The Ministry of Health has also dedicated a
team to continue progress towards a national plan.
The team is working towards organising an online
meeting to get views from stakeholders.

Dementia is not given the attention it requires due
to competing challenges. A Mental Health Taskforce
has been set up by the Ministry of Health and a
Memorandum of Understanding has been finalised
with ADOK. ADOK has been given the opportunity to
present their views on the draft strategy, including
what they felt were the gaps not addressed.

particular) have actively provided inputs into this
process. Due to the impact of the current pandemic
crisis on people with dementia and their families’
wellbeing and healthcare pathway, the association
is also strongly advocating to raise their voices and
make sure their needs are taken into account in the
current government's work to reform the healthcare
system.

Kenya STAGE 2A and 3A

Stakeholders including Alzheimer's & Dementia
Organisation Kenya during their meeting with the
Mental Health Taskforce on dementia

Securing sustainable funding for the plan will

be a major barrier. ADOK is therefore working
collaboratively with other civil society organisations to
secure allies within the Ministry of Finance to ensure
there is funding for dementia as budgets are being
allocated. The WHO has also committed to fund

the plan through the Ministry of Health. The Director
of Mental Health has alluded to the fact that Kenya
contributes to the Global Dementia Observatory and
he has assigned a contact person on the issues of
dementia who is working towards this.
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CASE
STUDY

In May 2020, Alzheimers New Zealand, along with
the New Zealand Dementia Cooperative and

Dementia New Zealand, released a Dementia Action

Plan. The Plan, which involved the voices and input
of over 300 individuals and groups, has now been
shared with the Minister of Health and opposition
politicians in the hope that it will be supported by
Government following the upcoming General
Election. This would be a huge step towards New
Zealand adopting a national dementia plan, and
shows the power of sector-wide collaboration in
advocating for dementia policy.

New Zealand STAGE 2C

Improving Dementia

Services in New Zealand -
Dementia Action Plan 2020 to
| 2025

| May 2020

Al

New Zealand <
Dementia
Cooperative %

* ot

(I

Demenn‘a“f

New Zealand === ‘

£7

Upcoming plans

The global COVID-19 pandemic has understandably impacted on developments towards national dementia
plans. Below are some examples of plans which are expected to launch in the near future, which may provide
some inspiration to other countries working to progress their plans, whilst also indicating what the barriers

might be throughout this process.

CASE

STUDY

Steady progress has been made in developing a
national dementia plan for India, a country which has
a population of over 1.3 billion.

The Alzheimer's and Related Disorders Society of
India (ARDSI) developed a Dementia India Strategy
document and handed it over to the Union Health
Minister for adaptation. He promised to do so,
however, due to elections and change of the Health
Minister, no further progress was made. ARDSI

has presented the document to the new Minister,
Dr. Harsh Vardhan, and also held discussions with
Ministry officials, who have asked ARDSI to present

India STAGE 2B and 3A

a Project Implementation Plan for the diagnosis

of dementia to be included as part of the District
mental health programme under the National Health
Mission. Letters have been sent to 15 state health
mission heads, with a draft proposal seeking the
establishment of memory clinics. The main challenge
is that no concrete action has been taken despite
lots of meetings and persuasion. There are many
other programmes under which health related
issues leading to dementia are addressed and which
policy makers could cite them as provisions to be
considered.



CASE
STUDY

Bonaire STAGE 4

On 20 November 2019, the Commissioner of Public
Health and Social Welfare issued a press release
announcing that the Government was developing
the National Dementia Plan for Bonaire. The plan
will address risk factors; prevention and awareness;
care facilities and informal care; nursing homes and
day care; and care skills training. The document

called for a 5-year implementation plan to be set up,

now that sufficient data is collected and needs have
been mapped.

Fundashon Alzheimer Bonaire's Board wrote to the
Island Government of Bonaire asking about the
next steps and establishment of an Implementation
Committee for the plan. After some follow up from
Fundashon Alzheimer Bonaire and ADI, the Island
Council of Bonaire clarified that they have included
the dementia plan in their 2020 programme and
during the first quarter of 2020 the Public Health
department head would approach Fundashon
Alzheimer Bonaire to start with the next steps of the
implementation of the Plan There has been further
communication in the meantime, and approval from
the Public Health department is now pending for

CASE
STUDY

Stichting Alzheimer en Overige Dementieen
Suriname has been conducting stakeholder
meetings to initiate the development of a national
dementia plan. However, meetings planned for
March 2020 have been cancelled, in large part due
to the general election. Following the ADI regional
meeting in Jamaica in 2019, the PAHO country office
seemed very motivated to organise the stakeholder

Suriname STAGE 2B

Fundashon Alzheimer Bonaire to propose candidates
for the Implementation Committee.

Once the COVID-19 pandemic is over, the
development of this policy will provide crucial
support to people living with dementia, their families
and carers in Bonaire, and demonstrates how small
island economies can take on the issue of dementia,
which for them is as relevant as anywhere else.

Pictured from left to right: Commissioner of Public Health
and Social affairs Mrs Nina den Heyer, Head Public
Health Department, Mrs Alcira Janga-Jansen, Chair of
Fundashon Alzheimer Bonaire, Mr. Evert L. Piar and Mrs
Serodjenie van Rhijn-Nandoe, the writer of the Plan

meeting, although progress in this regard has been
slow. The association continues to plan and seek
collaborations with third parties in the hope that if the
awareness in the country is increased the pressure
on the government to act will become greater.

ADI's engagement with the PAHO headquarters in
WWashington has resulted in greater attention and
collaboration from the country office.
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Responding to the challenges of COVID-19

CASE
STUDY

China STAGE 3B

As the country first affected by the COVID-19
pandemic, many countries can learn from China’s
response. With respect to people living with
dementia, ADI's member in China, Alzheimer's
Disease Chinese (ADC), was quick to share the
lessons learned from the initial outbreak period.
Dr Huali Wang. Executive Vice President of ADC,
prepared a presentation, based on her first-hand
experiences of the challenges and responses

to dementia care during the spread of the novel
coronavirus.® The presentation, which was widely
shared by ADI, outlined best practice information
around safety, management of Behavioural and
Psychological Symptoms of Dementia (BPSD),
Mental Health and Psychosocial Support (MHPSS),
medication, carer support and stress management,

CASE
STUDY

Iceland STAGE 5

Work towards establishing Iceland’s national dementia
strategy began in late 2018 and a draft was ready

in mid-2019 following consultations with major
stakeholders. In the midst of the global COVID-19
pandemic, on 8 April 2020, the Ministry of Health
launched the national dementia strategy and action
plan.

The plan establishes several important initiatives:
dementia friendly societies; effective consultation
with people with dementia and their carers; the
role of the Icelandic Alzheimer Association in
implementing the plan; and enshrining the right to
timely diagnosis.

It has been heartening to see such huge commitment
to developing effective dementia policy during a time
of global crisis.

among other topics. The advice was tailored to
people with dementia in hospitals, care homes and

in assisted living facilities, as well as carers. ADC

has since participated in ADI's public webinars®

and released several other supporting documents,
including on China's Mental Health and Psychological
Support for Older Adults during the Outbreak of
COVID-197

China is the country experiencing the greatest overall
increase in numbers of older people in the world,
with the population aged 60 or above projected to
reach 490 million by 2050.° Dementia is integrated

in a national health plan in China, but ADC has been
actively advocating for China to have a separate
policy document for dementia.

Heilbrigdisstefna

Stefna fyrir islenska
heilbrigdispjénustu
til arsins 2030

Minister of Health, Svandis Svavarsdottir, who
published the National Plan last April



CASE
STUDY

Spain STAGE 4B

Spain was hit hard by the COVID-19 outbreak,
announcing a state of emergency in mid-March
2020. This resulted in the country's over 300
dementia associations being forced to cease their
specialised services and support, resulting in many
professionals temporarily losing their jobs and
people living with dementia and their families being
left without support. The Spanish Confederation of
Alzheimer's and other Dementias (CEAFA) responded
by establishing an official information access alert
system, a dedicated COVID-19 website, and a
resource for sharing knowledge and best practice.

In October 2019 the Spanish Ministry of Health,
Consumption and Social Welfare adopted the
National Alzheimer's Plan 2019-2023. The plan has
four axes along which the actions of the plan are
based: (1) sensitisation, awareness and transformation

of the environment; (2) the person at the centre of
social and health care: prevention, diagnosis and
treatment; (3) rights, ethics and dignity of the person;
(4) and research, innovation and knowledge. A key
focus of the plan is improving diagnostic capacities
of the health system, which is crucial for improved
access to services, and for reaching the WHO

target of a diagnostic rate of 50 per cent of those
affected. CEAFA will continue to work closely with the
Ministry of Health, Consumption and Social Welfare,
as well as the State Dementia Group and the General
Secretariat of Health, to ensure the plan achieves its
objectives and achieves real, measurable progress
for those affected by dementia in Spain. Despite the
plan being approved, funding for implementation of
the plan is yet to be secured.

v

Photo credit: Wonsung Jang
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CASE
STUDY

Italy STAGE 4B

Italy has been one of the countries earliest and worst
affected by COVID-19. Alzheimer Italia has increased
its support services via their telephone helpline
“Pronto Alzheimer™ and online, producing a handbook
of practical advice for carers to support them during
periods of isolation at home with their loved ones.?
Italy was also one of the first countries to report the
damaging effects of scarcity of healthcare resources
resulting in triage protocols being used.

While Italy has had a national dementia plan since
2014, funding remains a challenge, as does the

lack of participation of all regions in the dementia
roundtable at the Ministry of Health. Together with
ADI, in January 2020, Alzheimer Italia have been
asked to give feedback and input on a Bill to protect
carers.

<l

What we have doneand | &
what we’re doing - -

* our work is to bringing together news, resources, stories,
advice and support for anyone affected by dementia around
Italy. We gathered them in our FB page will be updated ona
regular basis.

Qur help line is on available to support, encourage and help

We have also shared nationally with the media, family
caregivers, operators and on our Facebook page, :

a handbook of practical advice dedicated to the caregivers
to help them better face the period at home with their loved
ones.

Fasl

many of our assoc and D ia friendly
communities have organized delivery of groceries and food,
meals on wheels, small associations reactivated local
helplines, gym classes online, towns that gathered around
the most fragile people delivering medicines

In this moment we are concerned about the possibility that
in some residential care unit the necessary protection for
people with dementia has not been guaranteed, For this
reason we sent an institutional letter to our health minister
and regional ones to rings the alarm about discriminatory
practices in intensive care and to investigate in depth about
residential care situation.

Mario Possenti, CEO of Alzheimer Italia, sharing their response to the COVID-19 pandemic on ADI's public webinar

CASE

Germany STAGE 3B

STUDY

Progress towards Germany's national dementia

plan has been ongoing since January 2019. Many
stakeholders have been involved in the development
of the plan, including the federal states and local
governments, Deutsche Alzheimer Gesellschaft

as patient organization, health and long-term care
providers, public and private healthcare payers, and
several research institutions.

The four main priorities of the plan include: building
dementia-inclusive communities; improving support
for people with dementia and carers; improving
medical and long-term care for people with
dementia; and promoting research and innovation.

The outbreak of the COVID-19 pandemic delayed the
original schedule, but the federal government will
continue to prioritise the implementation of a national
strategy on dementia.



Report launching July 2020

Index Finds Cities Play Essential Role in Promoting Innovation Readiness
and Advancing National Progress on Dementia

Cities play a critical role in preparing for innovations in
the treatment, prevention and risk reduction, and care
of dementia, as highlighted in a new report, Dementia
Innovation Readiness Index 2020: 30 Global Cities. The
report was developed in a partnership among the
Global Coalition on Aging (GCOA), ADI, and the Lien
Foundation, and it evaluates dementia innovation
readiness in 30 cities around the world—from Singapore
to London to Buenos Aires.

The Index is the third evaluation of dementia innovation
readiness from GCOA and ADI and the first report of its
kind to focus on the unique opportunities and challenges
of dementia innovation in cities. Due to the global trends
of ageing and urbanisation, cities are home to more than Dementia

ha.hC of people aged 69+ worldwide - and growing. It's at Innovation
this local level that national dementia plans are translated Readi

into everyday services and solutions, making the city €adiness
a key focus point for effective strategies. Age- and Index 2020:

dementia-friendly principles provide a starting point, but 30 Global Cities
every city can do more to support people with dementia,
their families, and communities.

>
g# Global
Coalition LIEN
onAging foundation

To help inform leaders in cities around the world about
opportunities to promote innovation readiness, the Index
brings together insights from approximately 100 global
experts and more than a thousand hours of research. Its
key findings include:

® Cities must be empowered and funded to enact ® Dementia associations, community organisations,
local responses to dementia, with support from and non-profits are key stakeholders for city
national and regional governments. While national responses to dementia. These third-sector groups
dementia policies can provide a framework and provide services to people with dementia, advocate
funding, cities have invaluable local expertise, for policy changes, and provide dementia training at
networks, and services. Cities must ensure dementia the local level. City leaders should integrate them
efforts are tailored for the specific needs and into dementia responses, turning to their established
opportunities of local communities, moving from networks and expertise to elevate the success of
high-level plan to real-world impact. dementia strategies.

® The local level is essential to early detection, ® Cities can cultivate innovation and new advances
post-diagnostic support, and community-based against dementia. Cities are engines of innovation.
care. Dementia support services are most effective Leaders can feed this innovation and direct it
when designed with a hyperlocal approach. towards dementia with city-supported efforts like
Therefore, cities should organise, deploy, and ensure accelerators and incubators, mentorship programs,
access to population-specific messaging, screening and knowledge-sharing resources and networks.

tools, post-diagnostic support, community-based
care, and other resources that are most relevant and
useful for its citizens.

The full Index provides detailed findings across a
number of dementia innovation categories, in-depth
scores for each of the 30 cities, and promising practices
from across the globe.
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Chapter 2

Dementia
awareness and

100% of countries will have at least one functioning public

awareness campaign on dementia to foster a dementia-in-

friendliness

clusive society by 2025. 50% of countries will have at least

one dementia-friendly initiative to foster a dementia-inclu-
sive society by 2025.

Increased awareness of the impact, symptoms

and relevance of dementia is essential to provide

a foundation for other targets of the Global plan to
be met. Awareness is required at an individual and
family level to access diagnosis and support, and

is also important to promote inclusion, respect and
supportive attitudes in the community, including
workplaces, in services and in all healthcare settings.
All 194 Member States of the WHO are encouraged to
take action to improve awareness in their countries.

The World Alzheimer Report 2019* revealed a startling
lack of global knowledge around dementia. The report
analysed results of the largest attitudes to dementia
survey ever undertaken, with almost 70,000 people
from 155 countries and territories completing the
survey. The report revealed that two thirds of the
general public still believe the disease is a normal part
of ageing rather than a neurodegenerative disorder,
Worryingly, this misinformation is evidently reinforced
by the health system, with 62 per cent of healthcare
practitioners sharing this view. Also concerning was
the finding that 35 per cent of carers globally have
hidden the diagnosis of a person with dementia. As
illuminated in Chapter 5, carers must receive adequate
services and support to enable them to carry out their
caring responsibilities. Moreover, while 78 per cent

of people are concerned about developing dementia
at some point in their life, only 1in 4 believe there is
something you can do to prevent it. ADI will continue

to disseminate the growing body of research on

risk reduction (See chapter 3) to ensure it reaches

the public consciousness. The report establishes an
important baseline from which future measurements of
behavioural and attitudinal change can be drawn.

The survey findings are complemented by expert
essays and case studies which contextualise the stigma
and negative attitudes surrounding dementia. To quote
one of the respondents living with dementia: "Shunned
by hundreds in my home town. People would sooner have
stage 4 breast cancer than my diagnosis. [They] couldn't
look me in the eye.” Quotes such as this are testament to
the great amount of work which still needs to be done
in this area. The consequences of stigma on individuals
are complicated and can undermine participation in
meaningful life activities and generally lower well-being
and quality of life. At the societal level, structural stigma
and discrimination can influence levels of funding
allocated to care and support. One of the central
recommendations of the report was targeted public
health awareness campaigns, which is the subject of the
remainder of this chapter.

Currently, all countries with national dementia

plans run awareness campaigns. In addition, other
governments have expressed support for the activities
of the Alzheimer association in their country, World
Alzheimer's Month and for other events and campaigns
for dementia awareness.

2in3 people still think
that dementia is caused
by normal ageing

62% of healthcare practitioners
still believe that dementia is
part of normal ageing

&z

35("70 of carers globally have
hidden the diagnosis of a person
with dementia

Graphics from the World Alzheimer Report 2019



Reducing stigma is a fundamental objective of ADI.
Relevant activities of ADI include the global coordination
of World Alzheimer's Month, and holding the longest
running international conference on dementia. The
conference regularly attracts over 1,000 delegates and
is unique for the broad global audience it commands
among policy makers, leading academics and scientists,
carers and care organisations, healthcare professionals,
people living with dementia and their families.

Throughout the year, ADI publishes new information
on dementia, hosts regional campaigns and events,
and actively supports the events, advocacy and
activities of many associations, partners and other

World Alzheimer's Month

institutions that increase the understanding of
dementia around the world.

ADI's strategic plan includes strengthening support for
associations and communications, by creating more
resources, translating assets and working harder to
relate the impact of dementia to the media and public,
including on social media. ADI's Global Ambassador
programme consists of three High profile ambassadors,
Queen Silvia of Sweden, Queen Sofia of Spain and Luis
Guillermo Solis Rivera, former President of Costa Rica.
Such high-level support is crucial for ensuring the global
transformation of awareness, science and care for the
millions of people affected by dementia worldwide.

Launched in 2012, World Alzheimer's Month is the
international campaign led by ADI and Alzheimer

and dementia associations every September to raise
awareness and challenge the stigma that surrounds
dementia. World Alzheimer's Day is on 21 September
each year and acts as a focal point for global, regional
and national action on dementia, often marking

the launch of a new World Alzheimer Report. Other
examples of action from around the world include
memory walks, the illuminating of famous landmarks
and buildings, conferences and seminars, publications,
campaigns and fundraisers.

World Alzheimer's Month is marked by associations
and others in over 90 countries each year and provides
a unique opportunity for governments, in partnership
with these associations and people with dementia, to
garner attention around dementia, contributing directly
towards the targets for awareness outlined in the

Alzheimer’
m onth September 2019

Let’s talk about dementia

#LetsTalkAboutDementia
#WorldAlzMonth W@AIzDisInt
www.worldalzmonth.org

m

Alzheimer’s Disease
International

o bt veio ondementa

Alzheimer’
m onth septiembre 2019

Hablemos de demencia

#Hablemosdedemencia
#WorldAlzMonth W@AIzDisInt
www.worldalzmonth.org

Global plan. Support materials and key messages are
developed by ADI, which can be translated, adapted
and personalised for use globally.*

The 2020 campaign will focus on stigma, awareness
and attitudes to dementia under the theme of “Let's
Talk about Dementia” and will provide guidance on how
to adapt the campaign in line with social distancing
measures.

Training and information for professionals is an
important area in which awareness can play a role in
the response to dementia. WHO Mental Health Gap
Action Programme (mhGAP) focuses on low and middle
income countries and primary healthcare practitioners
who have contact with people with dementia.

In 2019, ADI worked with the Pan American Health
Organization (PAHO) to deliver a joint dementia

AI heimer”
AZ onth Septembre 2019

Parlons de la démence

#Parlonsdeladémence
#WorldAlzMonth W@AIzDisInt
www.worldalzmonth.org

Materials from World Alzheimer's Month 2019
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awareness campaign for the Region of the Americas
between September and November, coinciding with
ADI's annual World Alzheimer's Month campaign. ADI
and PAHO took this opportunity to work collaboratively
during the final year of the PAHO regional plan of action
on dementia (2015-2019). The campaign shared the
tagline of World Alzheimer's Month, ‘Let’s talk about
dementia’, emphasising that talking about dementia
helps tackle the stigma, normalises language and
encourages people to find out more information, advice
and seek help and support. A series of regionally-adapt-
ed graphics, interactives and other materials were
developed in order to emphasise the importance of
that often difficult ‘first conversation’ and the follow-on
conversations between an individual, family members,
friends and colleagues and extending to conversations

with health and care professionals. They were hosted on
a dedicated campaign website.”?

Different factors played a role in the success of this
campaign, and can be reflected in the number of visits
to the campaign site, as well as how often the materials
were downloaded, the feedback that was received

on the materials, the media attention and the social
media use. Moreover, and in line with the regional
collaboration between ADI and PAHO, the country level
relations between the PAHO Country Offices and the
Alzheimer’s association stood out. However, measuring
the impact of awareness campaigns is complex and
requires strong indicators of behaviour change which
can take time to diffuse.

CASE
STUDY

ADI's regional awareness raising campaign for

the Americas ‘Let’s talk about dementia’, enabled
Asociacion Dominicana de Alzheimer to foster closer
relations with the Pan American Health Organization
(PAHO) and the Ministry of Public Health. This has
contributed to establishing the ‘Plan de Respuesta

a las Demencias en la Republica Dominicana
2020-2025' The plan is still in development and was
socialised among stakeholders in February 2020 by
Asociacion Dominicana de Alzheimer, the Ministry of
Health and PAHO.

Materials from the joint ADI-PAHO awareness raising campaign

Dominican Republic STAGE 3B

A meeting between Asociacion Dominicana de
Alzheimer, the Pan American Health Organization
(PAHO) and the Ministry of Public Health



CASE
STUDY

Similarly to Asociacion Dominicana de Alzheimer,
excellent relations were established between
Asociacion de Alzheimer y Desordenes Relacionados
de Puerto Rico, the Ministry of Health, and PAHO

as a result of the ADI/PAHO campaign. Although a
national plan was established in 2015, this has never

Puerto Rico STAGE 4B

been properly implemented. An interdisciplinary
group, together with AARP (the American Association
of Retired Persons), continues to work on this, and
the association has been invited to participate.

Dementia Alliance International

Dementia Alliance International (DA is the global voice
of dementia, their membership comprising exclusively
of people with a medically confirmed diagnosis of
dementia.

Although ADI and DAI, and many others, continue to
work on claiming Human Rights for all people with
dementia, since the World Health Organization's Global
action plan on the public health response to dementia
2017-2025 was unanimously adopted, DAl members
continue to report that little has changed for people
facing a new diagnosis of dementia. Members are still
being told to "get their end of lives in order”, and are
not well supported to live positively, nor provided with
disability assessment or proactive post-diagnostic
services such as rehabilitation.

Furthermore, even since the WHO risk reduction
guidelines, which were launched last year, little
attention has been given so far by governments or
health care providers to promoting lifestyle factors
such as improving diet and exercise, to improve quality
of life, or even potentially reduce the speed of the
progression of dementia. The ADI and Pan American
Health Organization (PAHO) campaign in 2019 did
focus attention on risk reduction but there needs to

be equal emphasis on post-diagnostic risk reduction
too. DAl therefore continues to implore governments
and organisations to collaborate and co-operate with
each other more, towards ensuring the rights of people
with dementia are recognised. “We ask that we all work
towards these changes, to ensure they relate to real life
support and services.”

Dement|a
= e leading
*ause of

ablllt\,

Speakers at DAI's Side Event at the COSP on the CRPD in New York
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DAl strongly stresses that dementia must be managed
as a condition causing acquired disabilities, and not

to do so ensures what the World Health Organization
says, that dementia is the leading cause of disability
and dependence in older persons. It is imperative we

all work towards changing this and that people living
with dementia are not only provided with equal access
to universal health coverage, but equal access to
post-diagnostic support that improves quality of life
and wellbeing, and reduced dependence and disability,
rather than a pathway that ensures it.

To further the work on claiming the rights of people with
dementia, in June 2019, DAl hosted a Side Event at the
Conference of State Parties on the Convention (COSP) on
the Rights of Persons with Disabilities (CRPD) at the UN

in New York. They focused on dementia as a disability,
and it is the first time in the history of the COSP that
dementia has been represented in a Side Event. DAl were
delighted that Ms. Catalina Devandas Aguilar, UN Special
Rapporteur on the rights of persons with disabilities,
accepted their invitation to open the session. Read DAI's
statements, and watch their Side Event, Dementia: the
leading cause of disability, on their websites

During World Alzheimer’'s Month in 2019, DAl once
again highlighted a #HelloMyName* is blog series.
They continue to be informative and engaging, and
always lead to other action, including dementia

Dementia Friendliness

The concept of dementia friendliness has gained
global prominence among consumers, policy makers
and researchers over the past decade. These groups
have demonstrated innovation in the many iterations
of dementia friendly initiatives and communities across
the world, from dementia friendly cafés in Europe and
South America, to dementia friendly malls, businesses,
cinemas and banks all over Asia and Europe, and even
dementia friendly regions in Latin America. At its core,
it holds the power to change the way we all think
about living with dementia. It extends to areas such as
language, improvements in social support, health and
dementia services, and the physical environment.

The concept has two different, but complementary,
objectives: Firstly, to reduce stigma and promote
awareness (i.e. the lived experience); and secondly, to
empower people living with dementia to take decisions
about their own lives (i.e. the rights approach). ADI's
Board Chair, Glenn Rees, has written and spoken
extensively on the topic, including authoring ADI's ‘The
principles of dementia friendly communities’ report and
a piece with Dr Linda Barclay from Monash University
in the World Alzheimer Report 2019.%> This latter piece
provides a reconceptualization of dementia friendliness,

consultants and service providers using them in some
of their training. It often encourages them to invite
people with dementia to participate in education
sessions with staff as well, and by doing so, they
ensure care staff and other health care professionals
better understand the lived experiences of dementia.
These stories bring hope to others facing dementia,
they encourage others to live more positively, whilst
still sharing the difficulties of a diagnosis. In sharing
stories, DAI collectively provide each other with
strength to face the unknown together and educate
others about the realities of living with a diagnosis of
any type of dementia - both positive and negative.

Dementia does not discriminate what age a person can
be diagnosed, nor does it discriminate in terms of race,
culture, career or socio-economic status. However,
people with dementia are still being discriminated
against, and experiencing isolation and stigma. DAI's
members regularly report experiencing these and

work hard to advocate for the much-needed change.
Dementia changes lives, of that there is no doubt; people
living with dementia now need people without dementia
to ensure that at every single opportunity, there is nothing
about us without us, so that one day, there will be a
world full of compassion and a deeper understanding of
the vast differences in the lived experience of everyone
with dementia, and a world that is free from loneliness,
isolation, stigma and discrimination.

encouraging caution when
considering how much
awareness and dementia
friendliness on their own
can do to tackle stigma and
how dementia advocacy
can be part of the broader
disability rights movement.

ADI has published twin
reports on the key
principles and examples

of dementia friendly
initiatives around the world,
including campaigns and projects in over 40 countries.
A dementia friendly initiatives toolkit is also currently
being developed by WHO.

Dementia Friendly Communities
Key principles

COVID-19 has demonstrated again the importance of
community networks. The voluntary effort in providing
transport and food to older people stranded in their
homes has been critical and possibly the difference
between life and death. Continued advocacy for Action
area 2 within the Global plan is critical to fostering
inclusion of people with dementia.


https://www.dementiaallianceinternational.org/hello-my-name-is-cheryl-day/

Dementia Friends

Inspired by the models in Japan and the UK, there are
now 67 Dementia Friends programmes launched or

in development in 56 countries' and almost 19 million
Dementia Friends worldwide (11 million of those in
Japan). Dementia Friends aims to transform the way
people think, act and talk about the condition. It is about
learning more about dementia and the small ways
that everyone can help. Dementia Friends learn basic
information about dementia, common misconceptions
and are reminded that there is so much more to a
person than the dementia. To finish, everyone commits

Dementie Vriedelik,
Netherlands

In 2019 more than 140,000 persons registered

as a Dementia Friend of whom 56 per cent
followed an online training. The program reached
by the end of 2019 a total of 280,000 Dementia
Friends (equal to the number of people living
with dementia in the Netherlands) and therewith
achieved almost their program goal of 310,000
Dementia Friends by the end of 2020. One of

the highlights was a campaign with the Dutch
railway (NS) and a bus company (Connexxion)
that was launched by the Deputy Prime Minister
and the CEOs of the companies and kicked-off in
Utrecht's central station (200,000 daily-travellers).
The campaign includes a campaign movie and
stories from bus drivers and train conductors
demonstrating that being dementia friendly is
relevant for everyone.

to an action which can help make their community more
dementia-friendly. According to a survey by Alzheimer’s
Society, 83 per cent of countries reported feeling part
of a global dementia-friendly movement and that they
were benefitting from the experience of other countries.

Although we were informed that the Global Dementia
Friends Programme developed by the UK Alzheimer's
Society was no longer being supported, we are
confident national programmes will continue to develop
and strengthen.

Amigos na Demencia, Portugal

Are now working in partnership with shopping
centres in Portugal. Inspired by the “in sickness
and in health” vow, a campaign was launched with
celebrities under the banner “Friends in Health
and in Dementia” to support the Dementia Friends
programme.

In 2019 more than 140,000 persons
registered as a Dementia Friend of
whom 56% followed an online training.

i Note the difference in number of programmes vs countries is due to classifications of countries (UN Member State, yet a Member State

may comprise of more than one country or territory).
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Dementia Friends Mexico

The programme launched in 2019 exceeding
expectations. In less than a year, 3,500 Dementia
Friends were created. There has been a strong
interest in the program by the medical sector.
Rosa Farers president of FEDMA, said:

“The impact that the programme has had in
young doctors has been very positive. It has not
only allowed them to see the condition from a
different perspective but has given them the
tools to better engage with people with dementia
and their families.”

Eﬂﬁ!?ﬂi .::

Dementia Friends Hong Kong s

Public hospitals have been engaged in promoting
dementia friendly communities by organising
Dementia Friends Information Sessions for their staff
members and setting up an exhibition to raise public
awareness. The Hong Kong Alzheimer's Disease
Association has worked with one local public hospital
to deliver training for staff on the wards and modify
the environment and functional designs of the
geriatric ward as to cater the needs of patients living
with dementia.

Dementia Friends
Northern Ireland

Adults with learning disabilities across Belfast
were keen to access information about dementia.
Together with a Dementia Support Worker

they have worked hard to set up an innovative,
collaborative working partnership. Service users
from four Day Centres across the Belfast Health
& Social Care Trust have taken part in adapted
Dementia Friendly Communities workshops; 68
adults with learning disabilities have attended
Dementia Friends sessions for people with

Communities \X/OI’kShOpS,' 68 adults learning disabilities. They now have the skills
with learning disabilities have attended Zgﬁ?&deme to support those affected by
Dementia Friends sessions for people '

with [earning disabilities. Not only have they become Dementia Friends
but nine of them have also trained to become
Dementia Friendly Communities (DFC)
Champions and now deliver the sessions to their

peers with learning disabilities.




Dementia friends sessions for college students’

and community members' in the USA

Provided by Dr. Tricia Cowan, Bemidji State University

A study in the USA examined whether Dementia Friends
could affect attitudes toward people with dementia.*®
Negative attitudes toward dementia can delay care and
diagnosis and promote stigmatisation. This study used
the Dementia Attitudes Scale' to measure participants’
attitudes toward dementia before and after participating
in a one-hour Dementia Friends session. The scale
measured attitudes through two distinct factors:
dementia knowledge and social comfort. Participants
included members from the community and college
students. Of the 80 participants who completed a
pre-test and post-test, overall scores indicated a
statistically significant improvement in attitudes toward
dementia after participating in a Dementia Friends
session. Providing information about dementia, including
early signs and symptoms, can increase knowledge and
awareness. In this study, 79 per cent of the participants
reported having experience with persons living with
Alzheimer's disease or related dementias. Despite this
majority, participants reported a statistically significant

increase in dementia knowledge after participating in a
Dementia Friends session. Likewise, participants reported
a statistically significant increase in social comfort around
people living with dementia. Feeling more comfortable
around people living with dementia can reduce stigma
and foster friendly communities where positive attributes
of people living with dementia are celebrated.

These findings suggest that participation in a Dementia
Friends information session can positively affect
participants’ attitudes towards dementia. Dementia
Friends can be offered to persons of all ages and in most
settings and can be adapted to be culturally relevant
for many populations. Further research with larger and
more diverse samples using Dementia Friends as an
intervention to affect attitudes toward dementia should
be undertaken. As more communities across the globe
implement interventions to raise awareness and foster
dementia-friendly environments, government support
and community partnerships are paramount. Research
on the efficacy of interventions used is also vital.

Masahiko Yamamoto, Office Manager at Asahi Shimbun Social Welfare

Organization in Osaka shared his views on The First Stirrings of a Dementia

Friendly Community

The phrase "Building Dementia Friendly Communities”
has often been used among welfare providers in Japan
for at least the past 10 years. Indeed, this phrase has
been in use in Japan earlier than in the United Kingdom,
a nation that is known for its progress on Dementia
Friendly Communities (DFCs). However, while advanced
initiatives exist at the citizen and Non-profit Organisation
(NPO) levels, initiatives that comprehensively involve
the community have not made much progress in areas
such as local government agencies, public transit, and

commercial facilities. Various restrictions and “tate-wari,”

an old Japanese way of working that dictates how

work progresses through rigid, vertical structures, can
be said to be obstacles to the advancement of DFCs.
However, the City Office in Machida City, Tokyo is
showing leadership and advancing the development of
communities that place the authority to make decisions
on dementia-related measures into the hands of those
affected by dementia.

Machida City is located in the suburbs of Tokyo and has
a population of 430,000 people. 27 per cent of its citizens
are elderly persons aged 65 or older, which is an average
figure for Japan. The greatest feature of Machida City

] Dementia Friendly Community Vision and Public Services in Machida city (Tentative Version)
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is the fact that its community development is being led
by those living with dementia, and once a week, they
gather to hold “Living Together with Dementia Meeting”
meetings that are focused on decision-making (See
figure 1). The members of these meetings discuss many
things, including their personal experiences and feelings,
as well as troubles they've encountered, and they also
share knowledge and attitudes that help those with
dementia live better lives. These meetings act as a space
that allows people with dementia who have experienced
the same difficulties to gather together and speak openly
about what's on their minds.

A second great feature of Machida City is the fact

that it fosters connections between those living with
dementia and the local community. Beyond discussions
in meetings, information related to these discussions
are disseminated to the local community, and those
living with dementia are engaged in work to broaden
opportunities to contribute to the local community.
Furthermore, the members of the Living Together

with Dementia Persons meetings give lectures on
dementia and talk about their personal experiences in
after-school care programs as well as junior high and
high schools. | would like to call attention to the day
service managed by 44-year-old Takayuki Maeda. At his
day service, people with dementia are paid to wash cars
at car dealerships. They are paid several hundred yen
per vehicle, but for those living with dementia, this also
gives them an opportunity to work and is connected to
their own self-confidence. Showing people in a positive
form despite the fact that they are currently living with

Figure 2: A
“Living Together
with Dementia
Meeting” in
Machida City

dementia leads to the elimination of biases within the
local community.

A third great feature of Machida City’s future vision for
community-development is that it has been created by
people with dementia. They have created 16 statements
that use “I" as their subject, such as "l received an

early diagnosis and | have a reasonable degree of
control over the treatment | receive and my life.” These
statements express a vision for the type of community
that people living with dementia want to live in and

is the result of many conversations over a six-month
period that included the participation of people with
dementia together with the City Office, local NPOs, and
private companies (See figure 2).

Since 2004, once a year in Omuta City, Fukuoka
Prefecture, a large-scale training exercise is conducted,
and in this exercise, crowds of citizens participate in
finding a person with dementia who is wandering about.
A citizen plays the role of an elderly person who left
their house and has gone missing, and the citizens
participating in the exercise make efforts to disseminate
information through phone, fax, as well as email, and to
inform the elderly person's family of their whereabouts.

For the past few years, those living with dementia
have actively made themselves heard, and they have
been deeply involved in the development of dementia
friendly communities as well as in decision-making on
related measures. You might say that DFCs in Japan
have finally begun to gain real traction.



Chapter 3

Dementia risk
reduction

The relevant global targets defined in the Global action plan
for prevention and control of noncommunicable diseases

2013-2020 and any future revisions are achieved for risk
reduction and reported.

In the continued absence of a disease modifying
treatment for dementia, initiatives that address
lifestyle-related risk factors, including obesity and
smoking, have the potential to greatly reduce the
prevalence and incidence of the condition, and the
impact of this on individuals and society. They are
cost-saving in the long-run.

The evidence base for risk reduction continues to
expand. The WHO recently launched Guidelines on
risk reduction of cognitive decline and dementia,
which show that reducing modifiable risk factors could

reduce an individual's risk of developing dementia.*®
Simultaneously, political support for risk reduction is
slowly building, with the WHO expanding their framework
for non-communicable disease (NCD) prevention

and control to include dementia under mental and
neurological conditions. However, findings from the
World Alzheimer Report 2019 show that 75 per cent

of people are unaware that they can do something to
prevent dementia suggests that more needs to be done
to communicate risk reduction messages to the public if
national policies are to be effective.©

Professor Gill Livingston, Professor of Psychiatry of Older

People at University College London (UCL) shared her views

on the dementia prevention or risk reduction landscape

In many high income countries, like the US, UK and
France, despite the overall increase in numbers of people
with dementia, the age-specific incidence rates have
come down in recent years suggesting the possibility

of reducing the risk of dementia by targeting social,
educational, economic and medical factors.® In 2017

we launched The Lancet commission on dementia
prevention, intervention and care?° and reported that up
to a third of all dementias were potentially preventable if
nine risk factors were eliminated at specific points in the
lifecourse. These risks were less education, hypertension,
hearing impairment, smoking, obesity, depression, lack of
exercise, diabetes and lower social contact.

Although the report covered other areas, it was
prevention which attracted attention, so much so that
it was in the top 25 of the 2018 global Altmetric scores
which indicates how often articles and other outputs
are discussed around the world. This publicity, earlier
work and other initiatives, contributed to a greater
public and professional acceptance of the idea of
using changes in lifestyle risk to prevent dementia. This
is illustrated by findings that up to 2017, nearly half the

public thought dementia was inevitable and nothing
could be done to reduce the risk?! but in 2019 this had
reduced to around a quarter.*®

Importantly, the vast majority of dementia research has
taken place in high income countries (HICs), meaning
worldwide studies inevitably have little low and middle
income countries (LMIC) data, particularly from Africa
and Latin America.? The numbers of people with
dementia in LMICs are rising faster than in HICs because
of increases in life expectancy and greater risk factors.
We therefore used data from the 10/66 surveys® to
calculate the potentially modifiable risk of dementia
considering the same nine risk factors, finding it was

40 per cent in China, 41 per cent in India and 56 per

cent in Latin America. This suggests there is a greater
potential for reducing the rates of dementia risks are
even higher in LMICs than in HICs, so the need for action
is even greater.

There is little randomised controlled trial (RCT)

evidence for interventions to prevent dementia, partly
because some interventions are difficult to randomise



