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Is an Alzheimer Plan an
Appropriate Response?

s the world’s population ages, society is being confronted with a global epidemic
of dementia. Earlier, Brookmeyer and colleagues (Brookmeyer, Johnson, Ziegler-Graham
& Arrighi, 2007) used modelling to predict the worldwide prevalence of Alzheimer’s
Disease (AD) based on an estimated prevalence of 26.6 million in 2006. Without treat-
ment intervention that could delay the progression of the disease, the authors projected
that the global burden will quadruple, to reach 106.2 million cases by 2050, with one
in 85 people aged 65 years and over having the disease.

As the prevalence of Alzheimer’s disease rises, so will the cost of caring for the
afflicted population. This challenge will be further complicated by a shortage of avail-
able caregivers. Wimo and colleagues (Wimo, Winblad & Jonnson, 2010) developed a
cost model that estimated a 34 per cent increase in worldwide societal costs of dementia
over four years, with the economic burden increasing from $3 15 billion to $422 billion
over that period.

A recent report of the Alzheimer’s Association (2010) estimates that the toral cost of
care for Americans aged 65 years and older with Alzheimer’s disease will increase five-
fold between 2010 and 2050: from $172 billion to $1.08 trillion per year. These dollar
amounts represent the direct costs of care to all payers, including Medicare, Medicaid,
out-of-pocket costs to people with the condition and their families, and costs to other
payers such as private insurance, health management organisations (HMOs) and other
managed care organisations, as well as uncompensated care. These figures do not take
into account the value of unpaid care provided by families and others, estimated to be
$144 billion in 2009.

Care giving resources are also stretched, with a shortage in the supply of key services
to carers to dementia patients already evident in the United States. Home support
in that country is available to only 44 per cent of patients, day care to 42 per cent
and residential/nursing home care to 34 per cent of persons with dementia (Groth,
2009). However, a scarcity of care giving resources is not limited to the US alone. In
Switzerland, it is estimated that an increase in nursing costs for dementia will jump

from CHF 1.6 to 7 billion between 2008 and 2050, depending on the severity of the
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disease. home care patients are estimated to cost CHF
16,000 a case and nursing home patients CHF 73,000
a case. A recent study estimarted that between 120,000
and 190,000 new persons will need to be recruited in
Switzerland by 2030 to replace retired caregivers (two-
thirds), or to compensate for the increased demand due
to population ageing (Groth, 2009).

An analysis of the National Health Insurance Research
Database of Taiwan’s National Health Insurance (NHI)
programme showed that total costs associated with
dementia in patients aged 6o years and over increased
annually over the period 2000-2002, for both inpatient
and outpatient care (Agnes, Chan & Lin, 2009). Overall,
it is clear that the AD epidemic will place an enormous
financial strain on societies and will drain resources.

Current national and semi-international efforts to
avoid or to meet the looming healthcare crisis include
the following: The European Commission has launched
a joint programme in which European medical research-
ers will work together and pool resources to help the
millions of people with Alzheimer’s and other neuro-
degenerative diseases. By making research more efficient
and avoiding duplication of work, the Joint Programme
will increase the prospects of real progress in preventing
and treating these diseases. The lessons learned will
then be used to inform research efforts in other areas
(First Pan-European “Joint Programming Research
Initiative”, 2010).

France has one of the most integrated government
programmes to address Alzheimer’s disease. The coun-
try has in fact had multiple AD plans dating back to
2001. Money and support for older persons with the
disease have been allocated through these plans and
multiple initiatives have been put in place. The plans
have enabled an allocation of about 4 billion Euros
collectively. AD has been fully integrated, moreover,
in France’s care system, with plans in place for reim-
bursement and the establishment of separate units of
healthcare for these persons (Alzheimer Europe, 2009).

The United Kingdom has recently implemented a
national dementia strategy which began in 2009 and is
set to end in 2014. The plan is in the process of collect-
ing and analysing data. Although intent on implement-
ing change, the UK is still unsure on how to achieve its
goal. The data collection phase was set to end in March
2010 with analysis and recommendations to follow
(Alzheimer Europe, 2010).
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Canada has a commendable history of support for
and research on AD. Although it has no national plan or
government support for Alzheimer’s as such, it has made
substantial progress with the help of privately funded
organisations, most notably the Alzheimer’s Society of
Ontario. Achievements in this regard include: First Link,
an organisation that links newly diagnosed patients
and Safely Home, a system for identifying Alzheimer’s
patients when they become lost. The programme consti-
tutes a great public effort for increased awareness and
support (Alzheimer Society of Ontario, 20T10).

The United States has had no central action plan
for AD, but 25 states are developing plans. Several
national organisations that focus on AD in that country
(Alzheimer’s Association, 2010) had been looking to
President Obama and the Congress to support dementia
by establishing a National Alzheimer’s Strategic Plan, as
proposed by the Alzheimer’s Study Group (Alzheimer’s
Study Group, 2009). The US President, indeed, laid
the foundation for a plan by signing the National
Alzheimer’s Project Act (NAPA) into law in April 2011
(Alzheimer’s Association, 2011).

Australia has no AD plan, but has some government
involvement and strong advocacy by the national
organisation “Alzheimer’s Australia®. The organisa-
tion has increased awareness about the disease, and
has set up resources, support groups and a hotline to
support patients and their carers. The one government
funded programme, the National Dementia Support
Programme, aims to improve the quality of life of
persons with dementia (Alzheimer’s Australia, 2008).
Although Korea is still struggling to provide services
to its ageing population, the ministry of Health and
Welfare has declared a “War on Dementia,” which
incorporates the Alzheimer’s Plan for all Asian countries
set out in the Kyoto Declaration (2006).

What Have the National Plans
Accomplished Thus Far?

An overall increase in the level of awareness of AD
across nations since implementation of the plans has
indeed been noted. Canada’s efforts have resulted in
improved support services, earlier diagnoses, advances
in research, and improved quality of care in residential
care facilities. However, the majority of countries with
a dementia plan have yet to show a significant improve-
ment in these areas.



The

National Plan for Alzheimer and Related Diseases,

National Plan initdated in France (France’s
2008) has made notable strides in increasing awareness
of the disease, diagnosing it earlier, providing easier
access to care and improving support services, which
has helped to improve the quality of care in residential
facilities and to advance research. The plan, launched
and developed by President Sarkozy, is structured and

well defined. (See Table 1)

TABLE I. France’s National Plan for Alzheimer
and Related Diseases 2008-2012.

- A government official is in charge of the plan

» Predefined process and outcome indicators

+ 11 0bjectives

« 44 measures

+ An identified “pilot” for each measure

» An unprecedented budget of 1.6 billion € over 4 years

« Tracking progress
- Pilots meet monthly
- A follow-up committee meets quarterly
- President Sarkozy and the Ministers in charge (Health,
Social Affairs, Research), and the
Prime Minister meet twice a year

The goals of France’s plan are grouped in three
sections: 1) Improve quality of life for patients and
caregivers; 2) Advance research and improve knowl-
edge for action; and 3) Increase social awareness of
AD and mobilisation of resources. Each goal is clearly
defined by objective, context, measurements, actors,
schedule, funding and evaluation (process and outcome
indicators are pre-established). Funding is divided and
pre-allocated, section by section (medico-social aspects,
health and research), measure by measure, and year by

year, up to a total spending of 1.6 billion Euros for the
years 2008 to 2012 (see Table 2). The 44 measures are
listed in Table 3.

Among goals aimed at enhancement of the quality of
life of persons with dementia, eagerly awaited by the
families of such persons was an increase in support
for caregivers and stronger co-ordination between all
actors. Measures aimed at an improvement in access
to a diagnosis and care were particularly welcome in
a country where one in two patients has not had an
adequate and delivered diagnosis. The establishment of
memory clinics, resource centres and research centres
in areas not previously covered was also viewed as
indispensable. Improved standards of residential care to
enhance the quality of life of residents with dementia, as
well as recognition of skills, and the development and
implementation of training for health professionals are
certainly essential in all countries. An innovative mea-
sure in France’s plan was to establish dedicated units
within nursing homes for patients manifesting behav-
ioural problems. The provision of accommodation for
younger patients was viewed as particularly urgent.

The expansion and advancement of research on AD
was viewed as crucial, given the previously inadequate
levels of funding on dementia in France. The establish-
ment of the “Foundation for Scientific Cooperation”
would be an excellent lever to stimulate and coordinate
research. The organisation of epidemiological surveil-
lance and follow-up was required for research and
public health purposes.

Mobilisation around social aspects of the disease
includes three objectives: 1) to provide information
to raise public awareness; 2) to promote ethical con-
siderations; and 3) to approach and make Alzheimer’s
disease a priority in Europe.

TABLE 2. Budget for France’s National Plan for Alzheimer and Related Diseases 2008-2012 (Euros)

2009 2010 2011 2012 Total spending

associated with the
44 measures (M€)

Medico-social aspects 254 134 202 274 379 1242

Operating costs 74 134 202 274 379 1062

Investment 180 180

Health aspects (excluding clinical research) 23 44 48 53 59 226

Research aspects 29 42 38 46 45 201

Total 306 220 288 373 482 1669
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TABLE 3. Forty four measures in France’s National Plan for Alzheimer and Related Diseases 2008-2012

A. Improve quality of life patients and caregivers

Objective Measures Budget (M€)
Increase support for 1. Develop and diversify respite structures 206
caregivers 2. Consolidate rights and training for caregivers

3. Improve health monitoring for family caregivers
Strengthen coordination 4. Develop quality labelling throughout the country for information, 141.4
among all actors called Maisons pour ’Autonomie et I'Intégration des Malades

Alzheimer (MAIA)
Establish “coordinators” countrywide

v

Enable patients and 6. Reinforce support at home; advocate for services by trained staff 173
their families to choose 7. Improve support at home using new technology
support at home

Improve access to 8. Prepare and implement a system for delivering a diagnosis and 105.86
diagnosis and care providing counselling

9. Experiment with new payment terms for health professionals

10. Create a personalised AD information card for patients

11. Establish memory clinics in areas that are not served

12. Establish memory resource and research centres (CMMRs) in areas

that are not served

13. Strengthen active memory clinics

14. Monitor drug-related iatrogenic accidents

15. Improve use of proper drugs

Improve residential care  16. Establish or identify specific units in nursing homes for patients 831.2
to provide better quality with behavioural problems
of life for AD patients 17. Establish specialised units within health care rehabilitation and

follow-up (SSR) departments for AD patients
18. Provide accommodation for young patients
19. Identify a national reference centre for young AD patients

Recognise skills and 20. Develop a specific career and skills development plan for AD
develop training for
health professionals

B. Knowledge for action: Research

Objective Measures Budget (M€)
Make unprecedented 21. Establish a foundation to stimulate and coordinate scientific research  190.86
efforts in research 22. Conduct clinical research on AD and improve evaluation of

non-drug therapies

23. Allocate doctoral and post-doctoral grants

24. Develop new Assistant Surgeon and Teaching Hospital Assistant
positions

25. Support research in human and social sciences

26. support research groups working on innovative approaches

27. Support methodology research groups in human and social sciences

28. Build a body of research in automatic image processing

29. Study large patient cohorts with long term monitoring

30. Conduct high-speed genotyping

31. Exploit the genome sequencing of the microcebe

32. Expand training in clinical epidemiology

33. Develop links between public research and industry

Organise epidemiologic 34. Set up epidemiologic surveillance and follow-up 23
surveillance and
follow-up
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TABLE 3. Forty four measures in France’s National Plan for Alzheimer and Related Diseases 2008-2012 (continued)

C. Mobilise around a social issue

Objective Measures Budget (M€)
Provide information for 35. Setup a telephone helpline and a website for information and 6
general public awareness local advice
36. Convene regional conferences to support the implementation
of the plan
37. Study disease knowledge and attitudes
Promote ethical 38. Create a space for ethical reflection on AD 2.5
considerations and 39. Start a dialogue on the legal status of AD patients in institutions
approach 40. Organise regular meetings focused on the autonomy of people
suffering from AD
41. Inform patients and their families about trials implemented in France
Make AD a European 42. Make the fight against AD a priority for the European Union 03

priority 43. Publicise and promote dementia research across Europe
44. Hold a European conference in autumn 2008

What are the Strengths and Weaknesses
in the Implementation of the Plan?

Strengths

The strength of the design, adoption and implementa-
tion of the plan has been an unprecedented research
endeavour - at least in France. The Foundation for
Scientific Co-operation sets up and coordinates research
on AD effectively. Sixty one research projects have
been funded (at a cost of 30 million Euros) and the
projects are ongoing. Fifty four new researchers have
been recruited to work on the disease. Two hundred and
thirty four clinicians have been trained in the epidemiol-
ogy of dementia. A data base of 55,000 patients at 165
memory clinics or research centres has been established.
Methodology groups have been established to devise
optimal methods for investigation of the disease.

Accessibility of diagnosis has been improved: 255
memory clinics are now operational (21/38 were
established in 2008) as well as 26 resource and research
memory centres (RRMCs) (only two existed in 2008).
Waiting time for an appointment has been reduced
to 51 days. Recommendations for communicating a
diagnosis to a patient and providing counselling have
been published. A referral centre for younger patients
has been set up.

Improvement of the quality of life of AD patients
and their caregivers is underway. Seventeen experi-
mental “Maisons pour L’Autonomie et IIntegration
des Malades Alzheimer (MAIA)”, information and

counselling centres, were established in 2009. Fifty
one coordinators (case managers in the MAIA) have
been appointed. Caregiver training is ongoing, funded
through the plan, mainly under the auspices of the
France Alzheimer Association. Forty multi-disciplinary
home care teams have been established. Twenty three
dedicated units in rehabilitation centres have been set
up. Twenty six regional conferences have been held
to disseminate information about the plan to patients,
families and health professionals. An “Ethical Reflection
Centre” has been established.

Weaknesses

Weaknesses of the plan have been identified, along
with strengths. Particular weaknesses are delays in
the implementation of certain measures such as:
No dedicated units for patients who display severe
behavioural symptoms were established in nursing
homes in 2008/2009 (although 93 projects are under-
way). A notable delay has been the establishment of
respite care units: Only 2125 places were made avail-
able for day care, instead of 11,000, and only 1125
places for respite accommodation, instead of 5600, in
2008. There have also been delays in dedicated training
in AD for professionals.

The weaknesses explain the status of funding of the
plan in 2009. Available funding totalled 420 million
Euros, with 227 M€ allocated for 2009. A sum of 193
M€ was not spent in 2008, and 83 M€ were spent
in 2009 and 164 M€ engaged in 2009. An explana-
tion given for the non-spending of 337 M€ has been
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