¢t
|

'DEM

A PUBLIC |

PRIORTEXN

,. World Health
& # Organization

~——







DEMENTIA

A PUBLIC HEALTH
PRIORITY

22N
" ¢ 2%\ World Health
a A -
Alzheimer’s I:isease .') Organlzatlon

D=2 4



WHO Library Cataloguing-in-Publication Data:
Dementia: a public health priority.

1.Aging — psychology. 2. Dementia — epidemiology. 3. Dementia —
prevention and control. 4. Caregivers — psychology. 5. Health
services for the aged — economics. 6.Long-term care. 7. Health
priorities. |. World Health Organization.

ISBN 978 92 4 156445 8
(NLM classification: WM 200)

© World Health Organization 2012

All rights reserved. Publications of the World Health Organization
are available on the WHO web site (www.who.int) or can be
purchased from WHO Press, World Health Organization, 20 Avenue
Appia, 1211 Geneva 27, Switzerland (tel.: +41 22 791 3264;

fax: +41 22 791 4857; e-mail: bookorders@who.int).

Requests for permission to reproduce or translate WHO
publications — whether for sale or for noncommercial distribution —
should be addressed to WHO Press through the WHO web site

(http: //www.who.int/about/licensing/copyright_form/en/index.html).

The designations employed and the presentation of the material in this
publication do not imply the expression of any opinion whatsoever on
the part of the World Health Organization concerning the legal status
of any country, territory, city or area or of its authorities, or concerning
the delimitation of its frontiers or boundaries. Dotted lines on maps
represent approximate border lines for which there may not yet be full
agreement.

The mention of specific companies or of certain manufacturers’
products does not imply that they are endorsed or recommended
by the World Health Organization in preference to others of a similar
nature that are not mentioned. Errors and omissions excepted, the
names of proprietary products are distinguished by initial capital
letters.

All reasonable precautions have been taken by the World Health
Organization to verify the information contained in this publication.
However, the published material is being distributed without
warranty of any kind, either expressed or implied. The responsibility
for the interpretation and use of the material lies with the reader. In
no event shall the World Health Organization be liable for damages
arising from its use.

Printed in United Kingdom



CONTENTS

vi
vii
viii

© o

"
12
19
22
24
25
29
30
32
32

33
34
41
48

49
50
57
59
66

67
69
71
71
72
75
79
80

81
82
83
84
85
87
87
88

89
90
91
92
94

95

FOREWORD

PREFACE
ABBREVIATIONS
ACKNOWLEDGEMENTS

CUTIVE SUMMARY

| INTRODUCTION
Dementia: a public health issue
Obijectives of the report

CHAPTER 2 | EPIDEMIOLOGY OF DEMENTIA
Global prevalence of dementia
Dementia subtypes
Global incidence of dementia
Mortality associated with dementia
Economic impact: the global societal cost of dementia
Etiology and potential for prevention
Limitations
Future trends
Summary points

CHAPTER 3 | DEMENTIA POLICY AND PLANS, LEGISLATION AND ETHICAL ISSUES
Dementia policies, plans and strategies
Social and legal protection, human rights and ethics
Summary points

CHAPTER 4 | DEMENTIA HEALTH AND SOCIAL CARE SYSTEMS AND WORKFORCE
Health and social care systems
Care pathways for populations with specific needs
Workforce capacity-building
Summary points

CHAPTER 5 | DEMENTIA CAREGIVING AND CAREGIVERS
Who cares?
What do family caregivers do?
What are the motivations to care?
What are the consequences of caregiving?
Interventions for caregivers
Strengthening caregiving
Summary points

CHAPTER 6 | PUBLIC UNDERSTANDING OF DEMENTIA: FROM AWARENESS TO ACCEPTANCE
Awareness and understanding of dementia
The impact of stigma
Awareness-raising campaigns
Developing a campaign
Raising awareness in the political sphere: the role of advocacy
Six stages of acceptance of dementia — a civil society perspective
Summary points

CHAPTER 7 | THE WAY FORWARD
The need for action
The value of action
The framework for action
Key messages

REFERENCES



FOREWORD

The world’s population is ageing. Improvements in health care in the
past century have contributed to people living longer and healthier
lives. However, this has also resulted in an increase in the number of
people with non-communicable diseases, including dementia. Current
estimates indicate 35.6 million people worldwide are living with
dementia. This number will double by 2030 and more than triple by
2050. Dementia doesn't just affect individuals. It also affects and
changes the lives of family members. Dementia is a costly condition
in its social, economic, and health dimensions. Nearly 60 percent of
the burden of dementia is concentrated in low- and middle-income
countries and this is likely to increase in coming years.

The need for long-term care for people with dementia strains health
and social systems, and budgets. The catastrophic cost of care
drives millions of households below the poverty line. The overwhelm-
ing number of people whose lives are altered by dementia, combined
with the staggering economic burden on families and nations, makes
dementia a public health priority. The cost of caring for people with

dementia is likely to rise even faster than its prevalence, and thus it
is important that societies are prepared to address the social and
economic burden caused by dementia.

In 2008, WHO launched the Mental Health Gap Action Programme
(mhGAP), which included dementia as a priority condition. In 2011,
the High-level Meeting of the United Nations General Assembly on
prevention and control of non-communicable diseases adopted a
Political Declaration that acknowledged that “the global burden and
threat of non-communicable diseases constitutes one of the major
challenges for development in the twenty-first century” and recog-
nized that “mental and neurological disorders, including Alzheimer’s
disease, are an important cause of morbidity and contribute to the
global non-communicable disease burden.”

It is against this background that | am pleased to present the report,
“Dementia: a public health priority.” This report makes a major
contribution to our understanding of dementia and its impact on
individuals, families, and society. | would like to thank the representa-
tive organizations of people with dementia and their caregivers, who
have greatly enriched both the scope of the report and its value as a
practical tool.

The report provides the knowledge base for a global and national
response to facilitate governments, policy-makers, and other stake-
holders to address the impact of dementia as an increasing threat to
global health. | call upon all stakeholders to make health and social
care systems informed and responsive to this impending threat.

Dr Margaret Chan

Director-General
World Health Organization
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Dementia is seriously disabling for those who have it and is often
devastating for their caregivers and families. With an increasing
number of people being affected by dementia, almost everyone
knows someone who has dementia or whose life has been touched
by it. The number of people living with dementia worldwide is
currently estimated at 35.6 million. This number will double by 2030
and more than triple by 2050.

The high global prevalence, economic impact of dementia on
families, caregivers and communities, and the associated stigma
and social exclusion present a significant public health challenge.
The global health community has recognized the need for action
and to place dementia on the public health agenda.

The World Health Organization and Alzheimer’s Disease Interna-
tional, an international NGO in official relations with WHO, jointly
developed the report, Dementia: a public health priority. The
purpose of this report is to raise awareness of dementia as a public
health priority, to articulate a public health approach and to advo-
cate for action at international and national levels based on the
principles of evidence, equity, inclusion and integration.

The report aims to encourage country preparedness by strengthen-
ing or developing policy and implementing it through plans and
programmes which enhance dementia care in order to improve the
social well-being and quality of life of those living with dementia and

their caregivers. The reports includes an overview of global epide-
miology and the impact of dementia, national-level approaches to
dementia including the role of health and social care systems and
workforce, issues around caregiving and caregivers, and aware-
ness raising and advocacy for dementia.

As this would not have been possible without the significant contri-
bution of representative organizations of people with dementia and
their caregivers, we would like to thank them for their invaluable
work and support.

The report is expected to be a resource that will facilitate govern-
ments, policy-makers, and other stakeholders to address the
impact of dementia as an increasing threat to global health. It is
hoped that the key messages in the report will promote dementia
as a public health and social care priority worldwide.

Dr Shekhar Saxena
Director, Department of Mental Health and Substance Abuse
World Health Organization

Mr Marc Wortmann

Executive Director
Alzheimer’s Disease International
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