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Foreword

In the World Alzheimer Report 2010, we build upon the findings detailed in the World Alzheimer Report 2009, to explore the cost of dementia to our societies. The report contains an explanation of the methods used, detailed results for different economic and geographic regions, and we offer conclusions and recommendations in the final section.

As you will see, the figures are cause for great concern and we hope that this report will act as a call to action for governments and policy makers across the world. It is vital that they recognize that the cost of dementia will continue to increase at an alarming rate and we must work to improve care and support services, treatment and research into dementia in all regions of the world. Lower income countries face a severe lack of recognition of dementia, placing a heavy burden on families and carers who often have no understanding of what is happening to their loved one. High income countries are struggling to cope with the demand for services, leaving many people with dementia and caregivers with little or no support. Consequently, we urge key decision makers to take notice of this very important document and to work with Alzheimer associations and with ADI to make dementia a national and global health priority.

We would like to thank a number of people for their hard work on the development of this report. We are grateful to the report’s authors, Prof Anders Wimo and Prof Martin Prince, for their tireless efforts and dedication, and Niles Frantz and MaryKate Wilson from the Alzheimer’s Association in the USA for their valuable input. Thank you also to the sponsors who made the report possible and to those who took the time to review the contents: the Organisation for Economic Co-operation and Development (OECD) in Paris, the Alzheimer’s Association in the USA and Glenn Rees at Alzheimer’s Australia. Finally, we would like to thank Cathy Greenblat for her photographs.
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Executive Summary

The total estimated worldwide costs of dementia are US$604 billion in 2010.

About 70% of the costs occur in Western Europe and North America.

Costs were attributed to informal care (unpaid care provided by family and others), direct costs of social care (provided by community care professionals, and in residential home settings) and the direct costs of medical care (the costs of treating dementia and other conditions in primary and secondary care).

Costs of informal care and the direct costs of social care generally contribute similar proportions of total costs, while the direct medical costs are much lower. However, in low and middle income countries informal care accounts for the majority of total costs and direct social care costs are negligible.
Background

· Dementia is a syndrome that can be caused by a number of progressive disorders that affect memory, thinking, behaviour and the ability to perform everyday activities. Alzheimer’s disease is the most common type of dementia. Other types include vascular dementia, dementia with Lewy bodies and frontotemporal dementia.

· Dementia mainly affects older people, although there is a growing awareness of cases that start before the age of 65. After age 65, the likelihood of developing dementia roughly doubles every five years.

· In last year’s World Alzheimer Report, Alzheimer’s Disease International estimated that there are 35.6 million people living with dementia worldwide in 2010, increasing to 65.7 million by 2030 and 115.4 million by 2050. Nearly two-thirds live in low and middle income countries, where the sharpest increases in numbers are set to occur.

· People with dementia, their families and friends are affected on personal, emotional, financial and social levels. Lack of awareness is a global problem. A proper understanding of the societal costs of dementia, and how these impact upon families, health and social care services and governments may help to address this problem.

· The societal cost of dementia is already enormous. Dementia is already significantly affecting every health and social care system in the world. The economic impact on families is insufficiently appreciated.

· In this World Alzheimer Report 2010, we merge the best available data and the most recent insights regarding the worldwide economic cost of dementia. We highlight these economic impacts by providing more detailed estimates than before, making use of recently available data that considerably strengthens the evidence base.

· The World Alzheimer Report 2009 provides the most comprehensive, detailed and up-to-date data on the prevalence of dementia and the numbers of people affected in different world regions.

· The 10/66 Dementia Research Group’s studies in Latin America, India and China have provided detailed information on informal care arrangements for people with dementia in those regions.

· For this Report, Alzheimer’s Disease International has conducted a global survey of key informants regarding the extent of use of care homes in different world regions.
Methods

· Different methods can be used to estimate the cost of an illness. The base approach in this Report is a societal, prevalence-based gross cost of illness study. Annual costs per person with dementia for each country have been applied to the estimated number affected in that country, and then aggregated up to the level of World Health Organization regions, and World Bank income groupings.

· The costs considered include informal (family) care as well as direct medical and social care costs. Direct medical costs refer to the medical care system, such as costs of hospital care, medication and visits to clinics. Direct social care costs are for formal services provided outside of the medical care system, including community services such as home care, food supply and transport, and residential or nursing home care.

· For informal care, we estimated how much time family caregivers spend caring, including time spent with basic activities of daily living (such as eating, dressing, bathing, toileting and grooming) and with instrumental activities of daily living (such as shopping, preparing food, using transport and managing personal finances).

· The costs in this Report, as well as the prevalence of dementia, reflect estimates for 2010 and are expressed as US dollars. To permit aggregation across countries, and comparisons between countries and regions, costs were converted to US dollars from local currencies based on current exchange rates.

· Cost of illness studies depend on a set of sources and assumptions. We have conducted comprehensive sensitivity analyses in which we use different source data or vary assumptions to see how this would affect the results (page 28).
Results

· The total estimated worldwide costs of dementia are US$604 billion in 2010.

· These costs account for around 1% of the world’s gross domestic product, varying from 0.24% in low income countries, to 0.35% in low middle income countries, 0.50% in high middle income countries, and 1.24% in high income countries.

· If dementia care were a country, it would be the world’s 18th largest economy, ranking between Turkey and Indonesia. If it were a company, it would be the world’s largest by annual revenue exceeding Wal-Mart (US$414 billion) and Exxon Mobil (US$311 billion) (figure 1).

· Costs of informal care (unpaid care provided by families and others) and the direct costs of social care (provided by community care professionals and in residential home settings) contribute similar proportions (42%) of total costs worldwide, while direct medical care costs are much lower (16%).

· Low income countries accounted for just under 1% of total worldwide costs (but 14% of the prevalence), middle income countries for 10% of the costs (but 40% of the prevalence) and high income countries for 89% of the costs (but 46% of the prevalence). About 70% of the global costs occurred in just two regions: Western Europe and North America.

· These discrepancies are accounted for by the much lower costs per person in lower income countries – US$868 in low income countries, US$3,109 in lower middle income, US$6,827 in upper middle income and US$32,865 in high income countries.

· In lower income countries, informal care costs predominate, accounting for 58% of all costs in low income and 65% of all costs in lower middle income countries, compared with 40% in high income countries. Conversely, in high income countries, the direct costs of social care (professional care in the community, and the costs of residential and nursing home care) account for the largest element of costs – nearly one half, compared with only one tenth in lower income countries.

Conclusions

· The scale of the global cost of dementia is explainable, when one considers that around 0.5% of the world’s total population live with dementia.

· A high proportion of people with dementia need some care, ranging from support with instrumental activities of daily living (such as cooking or shopping), to full personal care and round the clock supervision.

· In some high income countries, between one third and one half of all people with dementia live in resource- and cost-intensive residential or nursing home care facilities.

· Medical care costs also tend to be relatively high for people with dementia, particularly in high income countries with reasonable provision of specialist care services.

· Costs are lower in developing countries, both per person and societally (as a proportion of GDP). In these regions, there is a much greater reliance on the unpaid informal care provided by family and others.

· While wage levels are low, these are increasing rapidly, and hence the opportunity cost or replacement cost of these informal inputs is set to rise.

· In our key informant survey, we estimated that in low and middle income countries only 6% of people with dementia live in care homes. However, this sector is expanding rapidly, particularly in urban settings in middle income countries, boosted by demographic and social changes that reduce the availability of family members to provide care.

· Medical help-seeking is relatively unusual in low and middle income countries, where dementia is often viewed as a normal part of ageing. Demand for medical care is likely to increase in the future, with improved awareness, better coverage of evidence-based interventions, and, possibly, more effective treatments.

· Worldwide, the costs of dementia are set to soar. We have tentatively estimated an 85% increase in costs to 2030, based only on predicted increases in the numbers of people with dementia. Costs in low and middle income countries are likely to rise faster than in high income countries, because, with economic development, per person costs will tend to increase towards levels seen in high income countries, and because increases in numbers of people with dementia will be much sharper in those regions.

· There is an urgent need to develop cost-effective packages of medical and social care that meet the needs of people with dementia and their caregivers across the course of the illness, and evidence-based prevention strategies. Only by investing now in research and cost-effective approaches to care can future societal costs be anticipated and managed. Governments and health and social care systems need to be adequately prepared for the future, and must seek ways now to improve the lives of people with dementia and their caregivers.
Recommendations

1. Alzheimer’s Disease International calls on governments to make dementia a health priority and develop national plans to deal with the disease.

2. Alzheimer’s Disease International reminds governments of their obligations under the UN Convention on the Rights of People with Disabilities, and the Madrid International Plan for Action on Ageing to ensure access to healthcare. It calls on governments to fund and expand the implementation of the World Health Organization (WHO) Mental Health Gap Action Plan, including the packages of care for dementia, as one of the seven core disorders identified in the plan.

3. Alzheimer’s Disease International requests that new investment in chronic disease care should always include attention to dementia. For example, the WHO Global Report on ‘Innovative Care for Chronic Conditions’ alerts policymakers, particularly those in low and middle income countries, to the implications of the decreases in communicable diseases and the rapid ageing of populations. Healthcare is currently organized around an acute, episodic model of care that no longer meets the needs of patients with chronic conditions. The WHO Innovative Care for Chronic Conditions framework provides a basis on which to redesign health systems that are fit for their purpose.

4. Alzheimer’s Disease International calls on governments and other major research funders to act now to increase dementia research funding, including research into prevention, to a level more proportionate to the economic burden of the condition. Recently published data from the UK suggests that a 15-fold increase is required to reach parity with research into heart disease, and a 30-fold increase to achieve parity with cancer research. International coordination of research is needed to make the best use of resources.

5. Alzheimer’s Disease International calls on governments worldwide to develop policies and plans for long-term care that anticipate and address social and demographic trends and have an explicit focus on supporting family caregivers and ensuring social protection of vulnerable people with dementia.

6. Alzheimer’s Disease International supports HelpAge International’s call for governments to introduce universal non-contributory social pension schemes i.

7. Alzheimer’s Disease International calls on governments to ensure that people with dementia are eligible to receive and do receive disability benefits, where such schemes are in operation.

i http://www.helpage.org/Researchandpolicy/Socialprotection
What is dementia?

Dementia is a syndrome that can be caused by a number of progressive illnesses that affect memory, thinking, behaviour and the ability to perform everyday activities. Alzheimer’s disease is the most common type of dementia. Other types include vascular dementia, dementia with Lewy bodies and frontotemporal dementia. The boundaries between the types are not clear, and a mixture of more than one type is common. Dementia mainly affects older people, although there is a growing awareness of cases that start before the age of 65. After age 65, the likelihood of developing dementia roughly doubles every five years. A detailed overview of dementia can be found in the World Alzheimer Report 2009, available from www.alz.co.uk/worldreport.

#

This document is the Executive Summary of the World Alzheimer Report 2010. The full report, including detailed explanations of the methodology, results and conclusions, and references to sources is available free from www.alz.co.uk/worldreport.
[Translators may wish to adapt this note – the full document will only be available in English, unless you are also translating it]

Alzheimer’s Disease International

Alzheimer’s Disease International (ADI) is the international federation of Alzheimer associations throughout the world. Each of our 73 members is a non-profit Alzheimer association supporting people with dementia and their families.

ADI’s vision is an improved quality of life for people with dementia and their families throughout the world. ADI aims to build and strengthen Alzheimer associations and raise awareness about dementia worldwide. Stronger Alzheimer associations are better able to meet the needs of people with dementia and their carers.

What we do

· Support the development and activities of our member associations around the world.

· Encourage the creation of new Alzheimer associations in countries where there is no organization.

· Bring Alzheimer organizations together to share and learn from each other.

· Raise public and political awareness of dementia.

· Stimulate research into the prevalence and impact of Alzheimer’s disease and dementia around the world.

Key activities

· Raising global awareness through World Alzheimer’s Day™ (21 September every year).

· Providing Alzheimer associations with training in running a non-profit organization through our Alzheimer University programme.

· Hosting an international conference where staff and volunteers from Alzheimer associations meet each other as well as medical and care professionals, researchers, people with dementia and their carers.

· Disseminating reliable and accurate information through our website and publications.

· Supporting the 10/66 Dementia Research Group’s work on the prevalence and impact of dementia in developing countries.

ADI is based in London and is registered as a non-profit organization in the USA. ADI was founded in 1984 and has been in official relations with the World Health Organization since 1996. You can find out more about ADI at www.alz.co.uk.

