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Alzheimer Europe’s main aims are by co-operation 
to raise awareness of dementia and to support the 

sufferers and their carers. 
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EXECUTIVE SUMMARY 

 
o The strategy must guarantee quality and safe access to currently available 

treatments, efficient healthcare services, prevention and early diagnosis, 
awareness campaigns. 

o  Patients must have the ultimate choice 
o The strategy must address the health inequalities across Europe and bring the 

level of health upwards. 
o Alzheimer Europe welcomes the overarching strategy proposed by the 

Commission. 
o Dementia and Alzheimer’s disease are a European public health threat that 

deserves immediate attention and concrete plans for the future. 
o Dementia and Alzheimer’s disease must therefore be a priority of the health 

strategy : a Dementia Plan must be put in place. Guidelines must be devised 
and national dementia plans initiated. The European Health Policy Forum 
must integrate dementia in its work plan and a High Level Group on Dementia 
could be set up by the Commission 

o Alzheimer Europe offers to contribute to impact assessments and favours 
extending the Open Method of Coordination to healthcare. 

o Alzheimer Europe recommends all interested stakeholders work together in 
setting up and evaluating the Dementia Plan. 

o Adequate funding must be set aside for the Dementia Plan and the patient 
organisations who will contribute to the initiative. 

 
 
 
The present document constitutes the contribution of Alzheimer Europe to the 
European Commission’s consultation on a strategic approach for a health strategy in 
Europe. Alzheimer Europe’s contribution rests on the very specificities of Alzheimer’s 
disease as well as the priorities identified by Alzheimer Europe and its member 
organisations’ past and on-going work. 
 
The Commission’s new strategy seeks the contribution of interested stakeholders. In 
particular, the Commission would like to get ideas on practical issues about the 
definition of objectives, priorities and implementation mechanisms. 
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The background of the strategy is to improve the health and well-being of individuals 
while achieving the strategic goal of social and economic prosperity as reflected in 
the Lisbon agenda. 
 
Alzheimer Europe’s expectations from the strategy  
Alzheimer Europe will support a strategy that ensures the European citizens will 
enjoy quality and safe access to currently available treatments, efficient healthcare 
services, prevention and early diagnosis of diseases, awareness campaigns. 
 
While the strategy must take into consideration ethical issues, it must nevertheless 
ensure that all patients ultimately have the choice to benefit from a diagnostic 
technique or a treatment that will be put on the market. 
 
Alzheimer Europe’s most recent work has identified clear differences between the 27 
Member States as far as diagnosis, access to treatment and support are concerned. 
The strategy must definitely tackle these inequalities.  
 
Alzheimer Europe welcomes the idea of an overarching and strategic framework. The 
strategy must cover the very specific social impact of Alzheimer’s disease and work 
must be engaged with DG Social Affairs and Employment. 
 
Increased funding for research is a prerequisite to create a favourable environment 
for all stakeholders to engage in more research into the causes, prevention and 
treatment of dementia1.  Close cooperation with DG Research must be further 
nurtured. 
 
Alzheimer Europe’s answers to the Commission’s questions will give the Commission 
concrete examples of what the organisation will expect from the exercise. 
 
Alzheimer’s disease : setting the scene 
Alzheimer’s disease is the most common form of dementia. It is a neurodegenerative 
disease with a long lasting silent pre-clinical phase with no clinical signs. It develops 
over 10 to 20 years and is diagnosed late (2 to 3 years after onset of the clinical 
manifestations). The disease triggers a slow and gradual deterioration of a person’s 
ability to function autonomously. It also affects memory, attention, concentration, 
language and thinking.  
The other common form of dementia is vascular dementia (between 25% and 50% of 
all cases with dementia).  Other rarer forms of dementia have been identified and 
must certainly be considered too by the Commission. 
 
To date, it is estimated that around 6.1 million people are affected by dementia in the 
27 EU Member States, representing about 1.3% of the population2. 
 
The likelihood of developing dementia increases with age. With the ageing of the 
population, the percentage of people affected by Alzheimer’s disease is expected to 
increase dramatically, thus making this disease a major public health issue3. In 2050, 
Europe’s population will be slightly smaller and significantly older : the elderly 
population (aged 65+) will rise by 77%. In 2050, Europe will have two people of 

                                                 
1 Paris Declaration, 2006, Alzheimer Europe 
2 Dementia in Europe – Yearbook 2006, 2006, Alzheimer Europe 
3 Paris Declaration, op.  cit. 
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working age for every elderly citizen4. In Germany for instance, the number of people 
suffering from dementia should rise to 2 million by 20505. 
 
For people with Alzheimer’s disease, the European context is very mixed regarding 
access to diagnosis, treatment, care and support services.  
 
There is no cure for Alzheimer’s disease. Nevertheless, treatments are available that 
may temporarily slow down the progression of the symptoms. Alzheimer Europe’s 
work shows unequal access to treatment between the 27 Member States6 (with 
Latvia, Malta and Romania who do not reimburse any of the treatment available, and 
the UK NICE recommendations that restrict the reimbursement of anti-dementia 
medicines to people in the moderate stages of the disease and excludes those with 
mild Alzheimer’s disease7).  
 
The percentage of patients treated at the time of diagnosis varies from 3% in 
Hungary, to around 7% in Bulgaria, the Czech Republic and the Netherlands, to 50 % 
in France, and 97 % in Greece, although this last figure does not reflect the reality on 
the ground and may in fact result from parallel trade exports8-9. 
 
Access to services is also most unequal across Europe : around 86 % of the 
people with Alzheimer’s disease are looked after at home by a close relative10. 
 
People with Alzheimer’s disease face significant market access delays for the 
few medicines that exist : while differences in market authorisations point out 
significant delays in some countries for the approval of new medicines, these delays 
are further exacerbated by the time it takes for pricing decisions to be made and for 
products to be launched, as well as for new treatments to be included in the 
reimbursement systems11. Delays from 6 months up to over 4 years have been 
identified. Cyprus, Austria, Belgium and Hungary falling in this category. 
 
Home care : people with Alzheimer’s disease are cared for at home by a close 
relative (spouse, brother or sister, son or daughter). The level of commitment from 
the carers is high : very often the carer has to give up a paid job to look after a loved 
one, thus jeopardising his/her pension rights12, social life and being possibly faced 
with mental health problems. 
 
Many carers also revealed they lack basic support services to help them cope 
with their caring role. 
  
Tremendous differences exist between the European countries, particularly in 
terms of state responsibility, funding, role of families and the actual availability 
of home care services. Differences were also detected within the countries13. 

                                                 
4 Rapport de la Commission Européenne, Affaires Economiques et Monétaires sur l’impact du vieillissement sur 
les dépenses publiques, Rapport spécial n° 1/2006 
5 Bickel, H. – Demenzen im höheren Lebensalter : Schätzungen des Vorkommens und der Versorgungskosten,  
Zeitschrift für Gerontologie und Geriatrie, 2001, 23, 108-115 
6 Dementia in Europe – Yearbook 2006, op. cit. 
7 www.alzheimer-europe.org 
8 Access to diagnostic evaluation and treatment for people with dementia in Europe, D. Wilkinson, K.T.T. Phung, 
A. Burns, J. Georges, F. Ronholt  Hansen, S. Iliffe, C. Marking, M. Olde Rikkert, J. Selmes, G. Stoppe, N. 
Sartorius,  in press Int. J. Geriatric Psychiatry 
9 Who cares ? The state of dementia care in Europe, 2006, Alzheimer Europe 
10 Who cares ? The state of home care in Europe, Alzheimer Europe, 2006 
11 Dementia in Europe – Yearbook 2006, op. cit. 
12 EPOCH Project (Equality in the Provision Of Care at Home). Alzheimer Europe, 2001 
13 Dementia in Europe – 2006 Yearbook, op. Cit. 
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The common issues emerging are the lack of specific reference to people with 
dementia in laws and documents addressing the provision of home care services, 
limited reference to any actual obligation on the part of the State to provide home 
care services and the involvement of families, lack of emphasis on home care 
services for the elderly and/or disabled and the role of voluntary organisations and 
NGOs. 
 
Answer to the Consultation questions  
 
Question 1 : how should we prioritise between and within all these areas to 
focus on those which add real value at the EU level ? In which areas is action 
at the EU level indispensable, and in which is it desirable ? For example, is 
there a means to use the Healthy Life Years indicator or other outcome 
measurements to give weight to areas on which the EU should concentrate ? 
 
Alzheimer Europe does not wish to play any disease against each other.  
 
While agreement is made that dementia and Alzheimer’s disease are a European 
public health threat, Alzheimer Europe insists that specific attention must be paid to 
dementia now.  
 
This request is motivated by many organisations’ work, including Alzheimer Europe, 
as well as the work of the European Commission and other bodies like the WHO on 
the ageing of the population and its collateral issues. The Treaty goals that guarantee 
a high level of health to citizens and the Lisbon agenda also support Alzheimer 
Europe’s call for immediate consideration of dementia as a public health issue. 
 
Alzheimer’s disease mainly affects the population over 65 years of age. This 
population is predicted to increase over the next half century. Immediate action and 
planning are needed to avoid a crisis in the future. 
 
Question 2 : what should we realistically aim to achieve in practice in these 
areas of work ? What broad objectives should we set for the short term and 
long term – 5 years and 10 years ? 
 
Alzheimer Europe encourages the Commission to set up a Dementia Plan. This plan 
would need to have a section specifically dedicated to Alzheimer’ disease, as the 
most common form of dementia.  
 
The Dementia Plan’s objectives must be to : 

o Increase awareness about dementia and Alzheimer’s disease (awareness 
campaigns in which patient organisations would have a clear role to play) 

o Redress the inequalities in diagnosis, treatment and support across the 27 
Member States 

o Reduce dramatically the market access delays 
o Improve support for patients and carers 
o Pay a specific attention to the carers and the social impact of the disease 
o Increase funding into research to better understand the development of the 

disease, refine the diagnosis methods and find treatments that significantly 
halts the progress or cure the disease 

o Address legal issues such as advance directives and guardianship. 
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The Dementia Plan must span over 10 years, with a review at 5 years to identify any 
pitfalls in the strategy and correct them adequately to reach concrete and relevant 
deliverables. 
 
The Dementia Plan must include specific guidelines. Alzheimer Europe is 
specifically working on guidelines within the framework of its on-going European-
funded project EuroCoDe and will be happy to include them in the Dementia Plan. 
 
The Dementia Plan must complement or inspire national policies on dementia and 
Alzheimer’s disease. Specific actions coordinated by Alzheimer Europe, its member 
organisations, national governments, European officials, health professionals, 
industry must be identified and widely disseminated. 
 
Question 3 : are there issues where legislation would be appropriate? What 
other non-legislative instruments should be used – for example, a process 
similar to the Open Method of Coordination ? How can we make better use of 
Impact Assessment ? 
 
An impact assessment of the Dementia Plan must be made. Alzheimer Europe and 
its member organisations past and on-going work can provide valuable information 
and identify specific areas that would need specific attention.  
 
The Open Method of Coordination must be extended to Dementia care and 
Alzheimer’s disease14. Some countries pay specific attention to dementia and 
Alzheimer’s disease. Their experience must be shared and best practice must be 
identified.  
 
Other Commission’s working groups like the European Health Policy Forum must 
integrate dementia in their work plan and contribute to the Dementia Plan. A High 
Level Group on Dementia could be set up to optimize the collaboration between 
different stakeholders. 
  
Question 5 : how can we ensure that progress is made and that objectives are 
met ? For example, should indicators or milestones be used ? What measures 
or indicators could show real short term change, within the early years of the 
Strategy ? 
 
The Dementia Plan must set up some clear goals to achieve both at European and 
national levels. An evaluation must be made against these goals at 5 years to identify 
the areas for improvement and at 10 years to ensure the benefit of the Dementia 
Plan perdure and yield further improvements in the future.  
 
The evaluation must be done by a pool of experts from the Commisison, national 
governments, patient representatives and other interested parties. The Commission 
must facilitate the work of this group (provide meeting rooms, funding for meetings) 
 
The patient organisations have a role to stimulate the national governments 
alongside the European institutions. They also have a role to provide information on 
what is needed at grass root level, work with interested parties such as researchers, 
doctors, to identigy ways to move efficiently forward. 
 

                                                 
14 Paris Declaration, op. cit. 
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Question 6 : how do we ensure that the Strategy adds value to actions at 
Member State level ? How can the responsibility for implementation be shared 
between the EU and Member States ? 
 
The setting up of a solid Dementia Plan involving all interested stakeholders will 
ensure that the strategy brings value to the Member States.  
 
By working together and committing to bring the Dementia Plan to the forefront, the 
stakeholders will have the responsibility to reach concrete deliverables that will be 
evaluated as time elapses. 
 
Question 7 : how could methods for involving stakeholders be improved ? How 
can we create innovative partnerships with stakeholders? 
 
Ideally, the health strategy proposed by the Commission should ensure that 
appropriate funding is dedicated to the Dementia Plan. In particular, funding for 
patient groups involved in setting up, disseminating and evaluating the Dementia 
Plan should get financial support. They are most eager to participate and bring their 
expertise. However, financial support is necessary. 
. 
 
In conclusion 
 
Alzheimer Europe hopes that the Commission’s health strategy will be an 
opportunity to address the deficiencies of some Members States in tackling 
Alzheimer’s disease and other neurodegenerative diseases. This initiative must 
carefully take into the account the specificities of dementia. It must be an opportunity 
for all European people with Alzheimer’s disease and other forms of dementia to be 
equally diagnosed, treated and cared for across the 27 EU Member States. 
 
The stratety must be an opportunity to bring the level of healthcare upwards. 
 
A sound Dementia Plan, with a robust impact assessement, must be set up in 
Europe. Collaborative work through the Open Method of Coordination, the European 
Health Policy Forum and a High Level Group on dementia will stimulate the Member 
States to engage and reach concrete results. The patient  organisations have a clear 
and important role to play. Alzheimer Europe and its members are most willing to 
bring their expertise and be a major actor. 
 
Finally, Alzheimer Europe is adamant that the health strategy positively 
complements the healthcare services initiative15. Commissioner Byrne’s mantra  
Health is wealth must prevail and the goals of the Lisbon agenda must become 
reality. 
 
 

                                                 
15 Alzheimer Europe’s contribution to the European Commission’s consultation on health services, 
2007. 
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