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Intfroduction

Dementia poses a burden to individuals, communities, and societies. It is one of the major causes of disability and
dependency among older people worldwide. It is overwhelming not only for the people who have it, but also for
their carers and families. There is often a lack of awareness and understanding of dementia, resulting in
stigmatization and barriers to diagnosis and care.

Dementia currently affects more than 47 million people worldwide, and this figure is expected fo rise to 75 million
by 2030. Dementia costs billions —in 2015 the global cost of caring for people with dementia was estimated to be
US$818 billion — 1.1% of global gross domestic product (GDP). By 2030, this cost could be a staggering US$2 trillion
or more, which would undermine social and economic development globally.! Sixty percent of people with
dementia live in low- and middle- income countries, and this proportion is projected to only increase over the
next decade, which will widen inequalities between countries and populoﬁions.2

To address the global challenges posed by dementia, a number of national and international efforts have been
undertaken in recent years. Although such efforts have generated momentum, there is a need o have a more
concerted and unified response in order to maximise the impact and reach of efforts. To this end, WHO hosted
the First Ministerial Conference on the Global Action against Dementia in Geneva in March 20153, with active
participation of Member States, academia and civil sociefies. The conference was supported by the UK
Department of Health and Organization for Economic Cooperation and Development (OECD). It aimed to raise
awareness that the global burden due to dementia can be reduced, if there is a shared commitment among
WHO Member States and stakeholders of all resource levels, to put in place the necessary policies and resources
for dementia care, finding disease-modifying freatments or cure, and to place action against dementia higher
on national and global political agendas.

In the conference's 'Call for Action’ the importance of promoting and monitoring global and national efforts on
dementia was highlighted, including the need to develop a WHO Global Dementia Observatory (GDO).

Background and Rationale for Meeting

In order for service planning to be based on accurate scientific evidence and public health needs, a mechanism
for continuous monitoring of the dementia landscape is necessary. To date, however, there has been no
systematic aftempt at collecting global data on dementia as part of the efforts to reduce the burden due to
dementia.

A coordinated, systematic and continual surveillance is needed for the following reasons:

= fo assess the disease burden

= o make the case and to assist in planning to allocate resources for prevention, treatment and care of
dementia

= to create policies to address the impact of dementia

= fo conduct research towards dementia cure and care (e.g. finding cure or targeting existing therapies,
or other innovations in health and social care delivery).

The GDO is being developed with the primary function of an international knowledge and data exchange
platform to support evidence-based service planning and strengthening of policies as well as health and social
care systems on four major strategic domains: policy, resource, research and epidemiology.

The GDO will offer easy access to comparable data at a country-level with the ability to infegrate with stafistics
from other available resources such as the Global Health Observatory (GHO). It will also have a knowledge
franslation and exchange function including the creation of country profiles on dementia readiness and progress.

1 WHO. The epidemiology and impact of dementia: Current state and future frends. Geneva: World Health Organization;
2015, Document WHO/MSD/MER/15.3, available aft:
http://www.who.int/mental_health/neurology/dementia/dementia_thematicbrief_epidemiology.pdf (accessed 22
November 2016)

2 Prince M, Wimo A, Guerchet M, Ali GC, Wu Yutzu, Prina M. World Alzheimer Report 2015. The global impact of dementia: an
analysis of prevalence, incidence, cost and trends. London: Alzheimer's Disease International, October 2015.

3Who First Ministerial Conference on the Global Action Against Dementia
http://www.who.int/mental_health/neurology/dementia/conference_2015/en/

6


http://www.who.int/mental_health/neurology/dementia/conference_2015/en/

An active surveillance system will ensure this database is kept up to date and regular reports will disseminate
information summaries in a user-friendly formaft to stakeholders and ministries.

Objectives and Expected Outcomes

A two-day meeting on the GDO was organized by the Department of Mental Health and Substance Abuse fo
bring key stakeholders together (see Appendix 1 for Agenda). The objectives of the consultation were as
follows:

= To present the landscaping for the development of the Global Dementia Observatory

= To discuss the conceptual framework underpinning the Global Dementia Observatory

= To present information and feedback from pilot testing a draft of the Observatory instrument

= To discuss the next phase for further development of the Observatory

The expected oufcome was a common vision of the conceptual framework, the interactive knowledge
exchange platform of the GDO and a way forward for the further development of the GDO.

The meeting had a range of stakeholders attend including Member States, representatives from

nongovernmental organizations (NGOs) and civil society, foundations, academia, insfitutions and WHO
Collaborating centres and people with dementia and their carers (see Appendix 2 for list of delegates).
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