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Abstract 

This report summarises the presentations and discussions at a Workshop on 
"Alzheimer’s Disease and Other Dementias" held at the European Parliament in 
Brussels on Thursday 28 October 2010. The aim of the workshop was to discuss this 
issue with representatives of EU institutions, patient associations and scientific 
experts, in the context of the preparation of an own initiative report drafted by Ms 
Marisa MATIAS, MEP, in response to the European Commission’s Communication on a 
European initiative on Alzheimer's disease and other dementias.  
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Executive summary 
 
This report summarises the presentations and discussions at a workshop on Alzheimer’s  
disease and other dementias held at the European Parliament in Brussels on Thursday, 28 
October 2010. The aim of the workshop was to exchange views with representatives and 
experts from EU institutions and bodies, health care workers and patients’ organisations. 
 
‘Alzheimer’s disease is one of Europe’s most pressing public health challenges and strong 
co-operation is needed to address the needs of patients and their families and caregivers, 
said Marisa MATIAS, who is also the rapporteur for the draft initiative report in response to 
the European Commission’s Communication on a European initiative on Alzheimer's disease 
and other dementias. 
 
One of the highlights of the workshop was a video link featuring Jose MOURINHO of Real 
Madrid, who sent a personal message extending his support to Alzheimer’s sufferers and 
their families, and underlining the need to work as a team on this issue. Another key 
moment was the viewing of clips from the film, Pandora’s Box, featuring award-winning 
actress Tsilla CHELTON’s moving portrayal of an Alzheimer’s patient and the disease’s 
impact on the extended family. 
 
Nick FAHY, Head of the Health Information Unit of the European Commission DG SANCO, 
presented the Communication on Alzheimer’s disease and other dementias and the type of 
support that the European Commission can provide, including financing of specific joint 
action to support actions under the health programme, as well as opportunities for funding 
under the ‘Innovation Union.’1 
 
Jean GEORGES, Executive Director of Alzheimer Europe, highlighted the high financial costs 
related to Alzheimer’s disease, as well as the impact on carers and the need to improve and 
raise awareness on the availability of respite care. He also evoked the important ethical 
questions relating to patient rights and emphasised that dementia was an EU public health 
priority with the need for national action plans and a coordinated European programme.  
 
Dr Giovanni FRISONI, Deputy Scientific Director of Italy’s National Centre for Research and 
Care of Alzheimer's Disease, spoke of the recent advances on the pathophysiology of 
Alzheimer’s disease, how the disease develops and the different markers available to 
diagnose it. He also spoke of different studies funded all over the world, and the need for 
an ambitious programme to allow EU research to compete at global level.  
 
Dr Anna CAPUTO from the International Psychoanalytical Association addressed the 
emotional impacts of memory loss for both patients and families and highlighted the 
importance of the ‘mourning process’ for the persons surrounding the patient affected by 
Alzheimer’s disease.  
 

 
 
1 http://ec.europa.eu/research/innovation-union/index_en.cfm 
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Dr Lars-Olof WAHLUND, Professor in Geriatric Medicine at Karolinska Institute, addressed 
the question of the treatment of Alzheimer’s patients, which includes non-pharmacological 
treatment such as cognitive training, reminiscence and multi-sensory stimulation. He also 
spoke of the detrimental impact on health for care-givers. He drew attention to the 
potential of non-pharmacological treatments such as high fish consumption as a 
preventative measure against Alzheimer’s. 
 
The presentation from the panel of experts was followed by a rich discussion. Questions 
focused on the coordination and funding of research, issues of prevention through dietary 
habits and the link between smoking and the development of Alzheimer’s disease.   
 
The workshop was concluded by Dagmar ROTH-BEHRENDT, Vice-President of the European 
Parliament and chair of the workshop, presenting her own personal experience of coping 
with a close family member affected by Alzheimer’s.  She emphasised the need to make 
people aware of what type of care is available.  
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1.  Introduction 

In response to a Communication from the Commission to the European Parliament and the 
Council of 22 July 2009 on a European initiative on Alzheimer’s disease and other 
dementias (COM(2009) 380) laying down objectives in this important area of public health, 
a draft initiative report on this initiative was prepared by Marisa MATIAS, MEP.2 
 
In light of this, a workshop on the issue of Alzheimer’s and other diseases took place at the 
European Parliament on 28 October 2010, hosted by Marisa MATIAS. 
 
Speakers at the workshop included Nick FAHY, Head of the Health Information Unit at the 
European Commission, DG-SANCO, Mr Jean GEORGES, Executive Director of Alzheimer 
Europe, Dr Giovanni FRISONI, Deputy Scientific Director of Italy’s National Centre for 
Research and Care of Alzheimer's Disease, Dr Anna CAPUTO from the International 
Psychoanalytical Association and Dr Lars-Olof WAHLUND, Professor in Geriatric Medicine at 
Karolinska Institute.  
 
The aim of the workshop-hearing was to exchange views on the main issues relating to 
Alzheimer’s disease and other dementias. The hearing also shed light on the priorities for 
action at EU level in this area.  
 
Section 2 of this report includes a brief review of the policy background to the workshop, 
namely the initiative report on Alzheimer’s disease and other dementias, and goes on to 
document the workshop proceedings in section 3. Summaries of all the presentations are 
included, as well as reports of subsequent question and answer sessions. Short biographies 
of the experts are provided in section 4. The workshop programme is included in Annex I 
and the power point presentations provided by the expert panel are included in Annex II. 

 

 
 
2 2010/2084(INI) 
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2. POLICY BACKGROUND 
 
 
A consequence of the ageing European population is the increase of Alzheimer’s or other 
forms of dementia, which leads to very high costs for society. The number of people 
suffering from neurodegenerative diseases in Europe is estimated to be 8.6 million, with 
Alzheimer’s accounting for the vast majority of those cases.3 Dementia is therefore 
expected to be one of the main challenges for healthcare systems in the coming decades. 
 
A 2008 report from Alzheimer’s Europe entitled ‘Dementia in Europe Yearbook’4 estimated 
the costs of the disease as amounting to EUR 130 billion in the European Union in 2005. 
Prevalent concerns concerning Alzheimer’s and other dementias include early diagnosis and 
priority to prevention, patient dignity, support for families of dementia patients and care-
givers, and the need for coordinated research. 
 
In 2007, the European Commission developed a White Paper entitled “Together for Health: 
A Strategic Approach for the EU 2008-2013” of 23 October 2007,  which identified the 
importance of an increased understanding of Alzheimer’s disease and other dementias.5  
 
More recently, the European Council launched a first pilot initiative on joint programming 
for combating neurodegenerative diseases, in particular Alzheimer's, in December 2009.   
 
Moreover, on 22 July 2009, the European Commission issued a Communication to the 
European Parliament and the Council of 22 July 2009 on a European initiative on 
Alzheimer’s disease and other dementias (COM(2009) 380). This Communication sets out 
four priority objectives in the area of Alzheimer’s disease and other dementias. These 
include the following: 
 

1. Prevention and early diagnosis. In particular, measures suggested to Member States 
include promoting cardiovascular health and physical activity; producing 
recommendations to inform the public as well as including older people in a flexible 
retirement regime to allow them to remain active. 

2. Improving epidemiological knowledge. Action suggested in this area includes using 
the European Health Examination Survey to provide new data on a European level 
relating to person with early cognitive deficiencies, as well as the launching of a pilot 
Joint Programming approach to combat neurodegenerative diseases.  

3. Exchange of good practices: this could for example be done through the Open 
Method of Coordination (OMC) for social protection, social inclusion and long-term 
care. 

4. Respect of patients’ rights: the Commission suggests establishing a European 
Network for the protection of the rights and dignity of persons with dementia. 

 

 
 
3  2010/2084(INI) 
4 http://ec.europa.eu/health/ph_information/reporting/docs/2008_dementiayearbook_en.pdf  
5 COM(2007) 630  
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In response to this Communication, Marisa MATIAS, MEP, drafted an initiative report on 
Alzheimer’s disease and other dementias. The report focuses in particular on improved 
coordination between the Member States and a more effective and solidarity-based 
response geared to prevention and the treatment of people living with dementias as well as 
the persons surrounding them. Early diagnosis and prevention as well as the collection and 
processing of epidemiological data on the disease are seen as priority objectives.  
 
The report also addresses the question of the dignity of patients throughout the process of 
their disease and reducing existing inequalities. 
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3. PROCEEDINGS OF THE WORKSHOP 

3.1. Part 1: Policy and Institutional Representatives 
 
3.1.1.  Welcome and opening - Marisa Matias: Rapporteur for the Initiative report on the 
Communication on Alzheimer's disease and other dementias 
 
Marisa Matias emphasised that questions on Alzheimer’s disease and other dementias and 
other public health issues should bring people together, and that cooperation should be 
promoted at EU level on these issues to find answers to common problems.  
 
Ms. Matias thanked the guests, colleagues, and the ENVI Committee staff whose support 
was essential for the workshop to be held. She pointed out that a debate of the report will 
take place after the workshop and that the aim of the workshop was to hear from 
specialists from members of the patient’s associations and patient families, in order to get 
the most complete picture of the field and to give the best response of what citizens living 
with this problem really need.  
 
 
3.1.2. Presentation of the Communication on Alzheimer's disease and other dementias, 
Nick Fahy, Head of the Health information Unit, European Commission, DG-SANCO 
 
Nick Fahy referred to the health strategy of the European Commission which sets out the 
overall approach for action in the field of public health, and states that the primary 
responsibility for matters on health is granted by the Treaties to Member States. Whilst Mr. 
Fahy pointed out that Member States have the main responsibility for ensuring and 
improving the health of citizens of the EU, at EU level there is also a mandate to support 
Member States and use economies of scale for improving the health of citizens throughout 
Europe.  
 
According to Mr. Fahy, in the context of the financial crisis, this is both a short and long 
term challenge, as it is not just a question of how Member States are to fund and maintain 
health services, but also how this can continue to be done in the coming years with the 
demographic ageing of the EU population. The balance between people of working age and 
retirement is changing, and therefore the challenges in the health system are also 
changing. There is an enormous need to support Member States in confronting these 
challenges. 
 
Mr. Fahy underlined that on a human level, Alzheimer’s disease and other dementias is a 
challenge that many families will face, both for persons affected by the disease and the 
people around them, including families and care-givers. Knowing this is a central challenge 
for health systems, the commission has set out in the Commission Communication 2009 
380/2009 an overall strategy to support Member States on Alzheimer’s and other 
dementias. This strategy is built around four key elements which Mr. Fahy briefly outlined:  
 
1. The health pillar, involving prevention and early detection. For many forms of 
dementia especially those linked to cardiovascular health, not enough is known about how 
to address this challenge. Although Alzheimer’s cannot be treated at this point, there are 
interventions that can delay and mitigate the effect of Alzheimer’s disease, but these are 
most effective in the early stages. The Commission therefore wants to work with Member 
States to implement mechanisms for early diagnosis.  
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2. Research. Mr. Fahy stressed the need for better understanding of Alzheimer’s and other 
forms of dementia. He explained how Alzheimer’s disease was taken as a pilot initiative for 
joint programming, trying to work with Member States to bring resources into a 
coordinated effort, involving EU and Member State’s money into a coordinated approach. 
This was very successful and brought in substantial commitment from Member States, 
marking a new type of co-operation in the research area.  
 
3. Health system organisation and financing. Mr. Fahy stated that although this is an 
area where Member States have core competence, these are areas where there are good 
practices throughout the EU which are not being shared. The idea is to use open method of 
coordination and peer review built into that to share good practices. For example, with the 
issue of financing for care which is very expensive, there are models in Europe (for 
example in Germany which provides for insurance for long term care) and these good 
practices can be shared among EU Member States.  
 
4. Rights of people with Alzheimer’s and other dementias. Mr. Fahy also emphasised 
that people with dementia are still people with rights and this needs to be balanced with 
issues of care and protection. There are genuine and difficult issues for persons responsible 
for care on daily basis, and  the Commission therefore wanted to support dialogue on how 
to balance ethical problems and provide a platform for discussion. 
 
Mr. Fahy explained that in terms of providing concrete support, the Commission has 
financed a specific joint action to support actions under the health programme. He also 
acknowledged the huge contribution of Alzheimer’s Europe to the EU institutions in this 
area of work. The Commission recently announced the ‘innovation union’, involving a focus 
on innovation, taking as a pilot one of key areas of healthy ageing. (Flagship initiatives of 
Europe 2020) and Alzheimer’s and dementia is a key part of these activities. Mr. Fahy 
hopes that for the implementation of the pilot initiative there will be an opportunity for 
funding from that mechanism to support ideas that come out from discussions on 
Alzheimer’s and Dementia.  
 
Mr Fahy concluded that this workshop came at a timely moment for setting the agenda of 
Europe 2020, and that the Commission looks forward to working with the European 
Parliament and other stakeholders represented at the workshop in this area. 
 
 
3.1.3.  Introduction to the debate, Sabine Henry, Director of the Alzheimer’s league, 
Brussels 
 
Extracts from the film Pandora’s box, a film directed by Turkish director Yesim Ustaoglu, 
were shown. The film depicts a family coping with their grandmother’s Alzheimer’s 
condition.  
 
On behalf of Mrs Chelton, Mrs. Sabine Henry thanked the Committee for the invitation 
extended to Ms. Chelton, who was very disappointed to have been prevented from 
participation due to health reasons. 
 
Mrs. Henry spoke about how the film Pandora’s Box describes the effect of Alzheimer’s on 
an individual and on a family, and how the family seeks solutions for themselves and for 
the patient. It also shows the extent to which patients of Alzheimer’s sufferers can be 
helped to a better quality of life because they should not be punished. 
 
She mentioned that Alzheimer’s has an insidious effect which requires everyone to adjust 
to an unknown situation – it is not just the patient that the disease affects but everyone 
around them as well.  
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Mrs. Henry paid tribute to the genuine way Mrs. Chelton performed in the film at the age of 
91. Chelton, she said, gives a great example how old age can be enjoyed and lived to the 
fullest.   
 
 
3.2. Part 2: Distinguished Experts and patient representatives 
 
3.2.1.  Jean Georges, Executive Director of Alzheimer Europe 
 
Mr. Georges highlighted that this meeting is in some way the end of Alzheimer Europe’s 
campaign to make dementia a European priority, and will also bring new and concrete 
results for patients and families. He thanked the European institutions for the work that 
they have done and will do in the future.  
 
Mr. Georges briefly presented Alzheimer Europe, which currently has 31 associations in 28 
European countries. He pointed out that 7.3 million Europeans currently live with a form of 
dementia in the EU, and these figures are expected to double by 2050. By 21 September 
2009, the European health commissioner talked of 19 million persons affected by the 
disease (taking into account patients as well as families).  
 
He explained how Alzheimer Europe had carried out a three year European project on 
matter analysis of prevalent studies already carried out. When Alzheimer Europe tried to 
compare the difference between their work and the work of the European Community 
Concerted Action Epidemiology of Dementia (EURODEM) in the 1990s, there was no 
significant difference between both studies, but there was a difference in the prevalence of 
dementia among women. In the 1990s, there was a plateauing of dementia at a certain 
age, but the Alzheimer Europe study found that women over the age of 95 have a 1 in 2 
chance of significant cognitive problem that can be classified as dementia.  
 
The same studies also looked at the socio-economic impact of Alzheimer’s and other 
dementias. The cost of dementia in 2008 represented 160 billion Euros spent on dementia 
care, of which 56% represented costs for informal care (22,000 Euro per patient per year). 
 
Mr Georges stated that Alzheimer Europe share the EU institutions view of Alzheimer’s as a 
priority, and agreed more specifically with the focus on early diagnosis, research and 
patient’s rights.  In 2004, researchers asked carers how long it took to recognise that 
something was wrong and ask for diagnosis: in Germany this took less time (10 months 
from recognition of symptoms to diagnosis), but the time was significantly longer in other 
countries (France: 2 years; UK: 32 months).  
 
Mr. Georges also highlighted the significant impact on carers of caring for patients with 
Alzheimer’s disease. He referred to research carried out by Alzheimer Europe which asked 
carers how much time was spent caring for a patient. This showed that as the severity of 
the disease progresses, caring time increases. Even in the early stage of the disease 1 in 5 
carers had to spend at least 5 hours a day to care for patients. This proportion increased to 
39% in moderate stages (10 hours), and at later stages 50% stating that they spend over 
ten hours a day caring for patients. 
 
In the same survey, Mr. Georges explained, carers were asked about services which would 
help in supporting them: respite care was noted as one of the services that would need to 
be more available to patients and carers. As a European average, only 1 in 3 knew that 
respite care was available in their country, but there were large variations between EU 
countries. The best country for respite care and awareness that it existed was Scotland. 
However, in Spain only 3% of carers reported that they were aware of respite care. 
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With regard to patient rights and ethics, the survey asked whether the patient knew that 
they had Alzheimer’s or dementia: the European average on this question was 64% of 
patients being aware of their condition; however there are huge variations among Member 
States. In Scotland, 80% of carers said that patients knew about their condition, but this 
figure decreased to 23% in Spain. Mr. Georges pointed out that information on diagnosis is 
a fundamental right for the self-determination of patients and they need to be involved in 
decisions that may affect their life, including with regard to diagnosis and end of life. 
 
Mr Georges evoked the Paris Declaration adopted by Alzheimer Europe Annual General 
Meeting in Paris (May 2006) setting priorities in the field of public health, medical scientific 
priorities, care and social issues, ethical and legal questions and Alzheimer associations, 
and in which Alzheimer Europe called for the recognition of dementia as an EU public health 
priority by EU institutions, more research/better coordination of research and increased 
funding for dementia research. Mr. Georges stated that Alzheimer Europe was fully 
supportive of the EU Alzheimer’s initiative and will be very happy to collaborate in the 
future. He also pointed out that coordination between Alzheimer associations with civil 
society comes with a cost, and Alzheimer Europe is looking to the EU institutions for the 
recognition and hopefully finance for their work in the future. 
 
Finally, Mr. Georges pointed out that the 7th Framework programme for research and 
development will need to be reassessed, and the public health programme will be re-
examined shortly. In these 2 big European programmes, there should be a greater focus on 
Alzheimer’s disease than in the past.  
 
 
3.2.2.  Dr Giovanni B Frisoni, Deputy Scientific Director, IRCCS Fatebenefratelli, National 
Centre for Research and Care of Alzheimer's Disease, Brescia, Italy 
 
Dr Frisoni began by discussing the most recent advances on the pathophysiology of 
Alzheimer’s disease. He pointed out that Alzheimer’s is the most frequent form of 
dementia, and there are good clues as to why Alzheimer’s disease develops. This increased 
insight into the disease is leading to greater benefits for patients. Frisoni explained that 
Alzheimer’s disease develops because of toxic proteins called beta-amyloid and tau protein 
that accumulate in the brain over long periods of time. For many years, this intoxication of 
the brain does not show and there are no symptoms. At a given age, the first memory 
systems arise in the form of forgetfulness, but without creating a disability. After a few 
years, a second threshold is overcome in the toxic protein deposition, and the patient 
develops dementia. 
 
Dr. Frisoni explained that at the dementia stage, the brain is heavily loaded with toxins. 
The diagnosis of the disease with imaging and biological markers is so far only made at this 
stage. In the earlier stages, the brain is less heavily loaded with toxic proteins, and this is 
the stage where scientists believe they can make early diagnoses with imaging and 
biological markers. These methods are being fine-tuned. 
 
Dr Frisoni discussed the following diagnosis markers:  
 

1. Atrophy of the hippocampus (small structure located deeply in the brain where the 
memory forms). The atrophy can be appreciated with high resolution structural 
magnetic imaging.  
2. The second marker is based on the metabolism, as some areas in the brain are 
unable to use glucose.   
3. The third marker is a biochemical marker from a small sample of spinal fluid where 
the brain is immersed to measure beta amyloid and tau protein. Patients with 
Alzheimer’s disease have a certain ratio of these two proteins.  
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4. The fourth marker involves amyloid imaging with Positron Emission Tomography 
(PET) through the direct visualisation of amyloid proteins. PET is a newer technique 
which will be a clinical reality in 18 to 24 months from now and change radically how 
the disease is diagnosed. 

 
Dr. Frisoni emphasised that early diagnosis is important to intercept the disease at soon as 
possible, administer drugs to interrupt or at least delay the deposition of protein and deflect 
the curb of neuro-degeneration to keep the patient in the stage of mild memory 
disturbances with no disability. Dr. Frisoni referred to a study which showed that it was 
possible to remove beta amyloid proteins using an antibody. However, despite removing 
the amyloid, the clinical progression continues so it does not stop neuro-degeneration.  
 
Dr. Frisoni referred to drugs that aim to modify the course of the disease which, if effective, 
will come on the market. Researchers have been able to collect this information mainly 
through large serial multimodal longitudinal studies, taking patients with no/mild 
symptoms, scanning them with different markers and following them over time for 2, 3, 4 
years. These studies are quite expensive however. 
 
Dr. Frisoni spoke of a number of longitudinal studies funded all over the world, including 
the Alzheimer's Disease Neuro-imaging Initiative (ADNI) in the US, and the Innovative 
Medical Initiative study (IMI) in Europe. He pointed out that data collection is possible 
through these studies, but extracting knowledge to develop diagnostic markers and disease 
progression is also key. To extract knowledge from the data, scientific infrastructures are 
needed as well as repositories to store data and, tools to extract information from images. 
This knowledge must also be translated into clinical practice: for this, the standardisation of 
operational procedures to measure the diagnosis markers is critical.  
 
Frisoni highlighted that Europe is leading in the process of providing data infrastructures for 
scientists, including efforts to develop a global imaging laboratory which is essential for 
scientists to extract knowledge from the many images of the longitudinal studies. The EU 
Commission is helping to develop global imaging laboratories for the computation of neuro-
science that will harmonise some infrastructures that are active in Europe and North 
America. 
 
Dr. Frisoni concluded that over the last two decades, research on Alzheimer’s disease has 
made giant steps which is leading into benefits to patients in terms of early diagnosis and 
hopefully in the future in terms of disease modifying drugs. EU scientists and EU funding 
agencies may need realignment to allow European scientists to be funded by European 
Agencies, and EU clinical discovery research may need more stimulus.  
 
 
3.2.3.  Dr. Anna Caputo, IPA International Psychoanalytical Association 
 
Dr. Caputo gave a presentation on Alzheimer’s disease from a psychoanalytical perspective. 
She mentioned that psychoanalysts play an important role in group work and with family 
members. 
 
Dr Caputo referred to the place of oblivion between memory and disease and the 
relationship between mind and body. She pointed out that memories substantiate the 
individual. Memories work in a strange way; they disappear and are hidden in oblivion. She 
quoted Plato who once said that ‘ideas that are forgotten are buried but not forgotten’, as 
well as Freud who talks of a ‘mechanism of forgetfulness’ and asks why memories 
disappear. The response, she said, is that all the things forgotten were traumatic for 
patients, and are in past but with effects in the present time. 
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Dr. Caputo also compared the disease as ‘the present time being frozen and destroying the 
past and future’. In this case, time becomes unsubstantial and minutes pass without a 
memory being attached to them. Psychological assistance fixes the boundaries of the 
patient being. Dr Caputo referred to dementia disease as ‘the point when the patient loses 
individuality’. She used the analogy of a container being flattened, where things cease to be 
expressed. Patients forget who they are, the original picture of the mind turns into a jigsaw 
puzzle consisting of cardboard pieces of small dimensions, which fit together and are 
contained by a frame. Once the frame vanishes, the jigsaw puzzle is again a heap of loose 
cardboard pieces. 
 
Dr. Caputo also discussed the notion of where thoughts and dreams finish up when 
Alzheimer’s is diagnosed. Patients live in uncertainty and confusion; memories have 
relocated somewhere else and the recollection of family members disappear. She referred 
to the people surrounding the patient such as the physio-therapist, nurse, family etc. as 
‘the housemates’. These people witness the patient getting worse and see emotional 
foreignness. Caputo spoke of ‘emotional ambivalence’, where the ‘housemate’ starts to 
despise the sufferer because of the life flowing away. There is a real difficulty for ‘the 
housemates’ in dealing with the pain, as they have to mourn the loss of people who have 
turned into fragments of memory. 
 
Dr Caputo highlighted the everyday difficulties with the care-giving relationship, and 
explained that the mourning process plays a crucial role. Mourning is something that has to 
be carried by all ‘the housemates’, as it releases feelings of love.  
 
Caputo made the following suggestions: 
 

• Support groups for health care professionals working at institutions 
• Support groups for relatives of hospitalised patients 
• Support groups for relatives assisting the patient at home and health care 

professionals working in the home health care service 
 
 
3.2.4. Prof. Lars-Olof Wahlund, Professor in Geriatric Medicine at Karolinska Institute 
 
Prof. Wahlund began by describing behavioural and psychiatric symptoms of dementia. 
There are different symptoms at different points throughout the disease process. These 
include depression and anxiety at the early stage, delusions and hallucinations at a 
moderate stage, and aggressive behaviour, wandering, sleep impairment and finally apathy 
at a more severe stage.  
 
Prof. Wahlund also addressed the issue of treating these systems. Initially, it is preferable 
to use non-pharmacological treatment, trying to find what triggered the patient’s behaviour 
(for example, assessing the physical environment), and using treatments such as 
validation, reminiscence, aroma therapy, music therapy. If these are unsuccessful, 
pharmacological treatment is resorted to. The new ‘Swedish Guidelines for treatment and 
care of persons with dementia disorder emphasise that non-pharmacological treatment is 
the treatment of choice. There is little evidence however on the effectiveness of such 
treatment. The traditional psycho-pharmacological drugs include Respiridon and Haloperidl. 
More studies are being carried out on acetylcholinesterase inhibitors to investigate its role 
in treating behavioural and psychiatric symptoms in dementia. 
 
Prof. Wahlund referred to a systematic review of non pharmacological therapies in 
Alzheimer’s disease published recently (Olazaran J et al in Dementia and Geriatric Cognitive 
Disorders,  May 2010) which sought to  evaluate the best evidence on the effect of non 
pharmacological therapies in Alzheimer disease and related disorders. Some of the results 
in the meta-review showed that care-giver intervention delayed the time before a patient 
needs to move to a care home.  
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For dementia subjects, cognitive training, ADL training and multi-component intervention 
was seen as having a positive effect. However, Wahlund mentioned that the effects of 
reminiscence and recreation therapy were seen as doubtful. As for trans-cutaneous 
electrical stimulation, physical exercise, use of music/light, massage and touch, 
reminiscence, multi-sensory stimulation, support and psychotherapy, validation, case 
management and respite care, these were assessed as having no effects. The reason for 
this could be a lack of studies, a lack of adequate measures, poor design and insufficient 
duration of intervention.  
 
Prof. Wahlund also evoked the impact of Alzheimer’s and other diseases on care-givers. 
People who care for Alzheimer’s patients have a 63% higher mortality rate than average, 
and can suffer from depression (studies show that 30% to 40% of dementia caregivers 
suffer from depression and emotional stress), anxiety, insomnia and stress related somatic 
diseases, as well as increased blood pressure and insulin levels. He highlighted that peer 
support groups, psycho-education, psychological respite, and individually tailored 
respite/short breaks can reduce stress on caregivers.  
 
As for time spent caring, Prof. Wahlund pointed out that this increases substantially as 
cognitive impairment worsens:  
 

 Among people 70+ years old, those with no dementia receive an average of 4.6 
hours per week of care, while those with mild dementia receive 13.1 hours of care 
weekly.  

 For persons with severe dementia, hours of informal care received rises to 46.1 
hours per week  

 Nearly one-quarter (23%) of caregivers of someone 50+ with some type of 
dementia provide 40+ hours of care per week  

 
Prof. Wahlund cited an intervention study involving enhanced counselling support and 
sessions given to care-givers for Alzheimer’s patients. This resulted in a reduction of 
depression.  
 
Prof. Wahlund also stated that a lot of effort is going into prevention. For example 
epidemiological studies show that subjects with a high intake of fish have a reduced risk of 
developing Alzheimer’s disease. He referred to a study where 200 patients with Alzheimer’s 
disease were treated with Omega 3 fatty acids for 6-12 months. The results showed 
improved memory function in those with the least cognitive impairment. A new two year 
study has been launched (LipDiDiet) funded by the EU FP7, involving a randomised placebo 
controlled double blind study on 300 subjects with mild cognitive impairment.  
 
Prof. Wahlund concluded that more research is needed to find the most effective non-
pharmacological treatment, as well as resources for treatment and preventative measures 
for care givers against depression and increased mortality. He stated that research on the 
impact of food and drugs as prevention for Alzheimer’s disease is also important.  
 
3.2.5. Discussion  
 
Question 1: : Mr. Philippe Juvin, MEP (EPP) 
 
Although he understood the need to fund research activities, Mr. Juvin believed that 
European research needs to be less fragmented and specialists interested in Alzheimer’s 
need to be able to work better (e.g. biochemists, imagery specialists, clinicians, 
psychologists..). His impression was that the resources are there but are fragmented 
geographically in the EU and between the different specialisations. 
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Response: Dr. Frisoni 
 
Dr. Frisoni agreed that EU research was fragmented, which is why the European 
Commission started a joint programming initiative. In order to harmonise research in 
Europe, an ambitious programme must be devised. Scientists must have a clear common 
name. In the United States, they have developed a huge ambitious project, starting on 
mind memory impairment as well as a project on the pre symptomatic phase. The EU is 
lagging behind and Europe must find its own area of research- the building of 
infrastructures for research is an area in the global setting where other nations are not 
giving sufficient funds, and an area where Europe could develop efforts. 
 
Comment: Jean Georges 
 
Alzheimer Europe has always campaigned for more funding for dementia research but also 
for coordination of such research. One of the first exercises of the joint programming 
initiative is a mapping of the research funded at national level. This has been going on for 6 
months, and the answer has still not been found. This shows the need for better 
coordination of research activities. The focus should not just be medical research, but also 
on prevention and also caring for people, exchange on best practices and how to finance 
care for people. 
 
 
Question 2: Mr. Philippe Juvin, MEP (EPP) 
 
Although the concept of amyloid protein has been discussed, Mr. Juvin wanted to know, 
given the current state of knowledge; whether Dr. Frisoni thought that this protein is a 
symptom of the disease rather than a cause. He was surprised that you can reduce protein 
in brain but that it does not have any clinical effect. Can you make the analogy of cancer, 
where you can cure vomiting, but not cancer? 
 
Response: Dr. Frisoni. 
 
There is a consensus among researchers that amyloid deposition comes first and neuro-
degeneration comes later. What scientists do not know is what is between amyloid 
deposition and neuro-degeneration. Amyloid deposition happens in some areas of the brain 
and neuro-degeneration in others. Not knowing why does not mean that amyloid is just a 
symptom of the disease.  
 
Question 3 Linda McAvan, MEP (PS) 
 
Mrs McAvan highlighted the issue of prevention with Omega 3 and different foods. How real 
and researched is this? If this has been substantiated, is this widely practiced or still very 
new? It is something very simple to change in people’s diet habits. 
 
Response: Prof. Wahlund 
 
Data in this area is quite new on the impact of Omega 3 on prevention of Alzheimer’s 
disease, and it takes a long time to obtain the knowledge. The first clinical trials have just 
started because these are very expensive and few companies will support it. This 
prevention process must be started very early on before the appearance of serious 
symptoms of Alzheimer’s disease.  
 
Question 4 : Frédérique Ries, MEP (ALDE) 
Mrs. Reis evoked a Finnish study recently published indicating a link between heavy 
smoking and the likelihood of developing Alzheimer’s. What does Prof. Wahlund think of 
this? 
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Response: Prof. Wahlund 
Yes smoking is harmful; more and more studies show that smoking increases the risk of 
developing Alzheimer’s disease. It is very important to identify risk groups, such as genetic 
traits which make it more likely to develop the disease in combination with smoking and 
other factors.  
 
Question 5: Frédérique Ries, MEP (ALDE) 
Picking up on what Mr. Juvin said on the added value of EU research, Ms. Ries asked 
whether the way research had been conducted up till now was satisfactory overall, or that 
we need, if we want to find solutions, greater diversification of the scope of research. From 
the literature, it seems we are focusing exclusively on amyloid plaque issue:- would it not 
be better to broaden the scope of the research? 
 
Response:  Nick Fahy: 
Mr. Fahy pointed out there was a natural tendency in the Commission to focus on 
fundamental research that will be most useful. But we should be looking at a holistic 
approach, and translate individual findings into real practice.  
 
Question 6: Mrs. Elena Oana Antonescu (shadow rapporteur for the EPP)  
Ms. Antonescu evoked the question of joint programming of research activities, which she 
sees as the most important thing that can be done to fight the disease. What is the 
Commission’s contribution to joint programming of research, what funding is provided? 
 
Response: Nick Fahy 
Mr. Fahy referred to the innovation union initiative on healthy ageing, which is still being 
developed. It would be in the interest to follow the initiative closely as it is possible that 
there will be funding behind it to possibly address issues raised in this workshop. 
 
Other comments 
 
Sabine Henry, Director of the Alzheimer’s League, Belgium 
Mrs. Henry mentioned that she represents the families and people concerned by 
Alzheimer’s disease, and they have found networks to be extremely useful. Psycho-social 
research is useful, and there should be a sharing of the fruits of this research. A person 
with Alzheimer’s remains a person until the end of their life. People don’t change in their 
nature. She therefore urges people to see a patient in this form and not as an object. 
 
 
3.3. Part 3: MEP remarks. 
 
3.3.1. Dagmar Roth Behrendt, Vice-President European Parliament  
 
Mrs. Roth Behrendt spoke of her close connection with health and consumer protection. 
She cares for those issues, and she also lost her mother to Alzheimer’s. She referred to it 
as losing track of the common life you have with your relative, and a very painful 
procedure, compounded by the fact that she did not know how to cope with it or who to 
address.  
 
Mrs. Behrendt emphasised the need to ensure that there is a diagnosis after the very first 
symptoms. People do not know what can be very early symptoms for dementia. Making 
people aware of care available and centres of excellence is also very important, to make 
symptoms known and give examples of what people do. It is also important to help people 
to recognise that something is wrong with them.  
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3.3.2. Jose Mourinho, Real Madrid coach, Testimonial 
 
José Mourinho, Testimonial Video  
 
‘’Good afternoon everyone, 

 
A European initiative on Alzheimer’s disease and other dementias lies beyond the realm of 
political groups, beyond the realm of ideological differences and beyond the realm of 
religious beliefs. It is an initiative that deserves only praise. 

 
I send my greetings to all those present: deputies, representatives of the European 
Commission, representatives of the Council, but most of all, to all those who agreed to 
participate in this workshop to discuss the best strategies and the best paths to take in 
order for us to respond better to a challenge of this dimension. I’m referring to the 
representatives of the associations of patients, to the family members of the patients and 
to all the specialists who agreed to come and give their testimony and make their 
contribution. 

 
I accepted this invitation the European Parliament extended to me through Deputy Marisa 
Matias to lend my voice to this cause, which is a great honour for me. But I do it 
fundamentally out of solidarity with all those who suffer from this illness or because of it. 

 
To be able to improve the conditions of those who live with the disease and of those who 
are closest to them is a challenge that must be common to all. That is why my words will 
be addressed mainly to those who have to deal most closely with the disease. A European 
initiative in this field is the way towards everyone having the same conditions for access to 
the treatment of their disease and everyone being treated equally, regardless of what they 
earn or where they live. 

 
So I begin by leaving a word of appreciation, hope and courage, most of all, courage, for all 
those who suffer from and deal with Alzheimer’s disease and other dementias. 

 
These illnesses affect more than 8 million European citizens. Every year, there are 1.4 
million new cases and it is estimated that with these numbers, things may become even 
more complicated and that they will double every twenty years. Every 24 seconds, a new 
case is diagnosed. This is tragic. 

 
But in speaking of these numbers, we must also remember that it’s not just numbers we’re 
talking about. These are real persons, concrete situations. The life of the patients and their 
families is severely affected, and that is why fighting the disease and improving the life of 
the patients is a challenge that must be faced by all. I lend my voice to this cause for this 
very reason; and I know by personal experience that when we work as a team, we always 
have better results. 

 
I believe that early diagnosis and prevention are essential. And after the disease has been 
diagnosed, the dignity of the patients and non-discrimination must be at the top of our 
priorities, as well. 

 
We know it is possible to slow down the effects of the disease, but we are still not able to 
stop it. That’s why it is so important to help patients to live with the disease, preserving 
their autonomy for as long as possible and improving their well-being and quality of life. 

 
We know that, in these cases, dependence on others becomes inevitable. That is why we 
have to ensure that care is available and that caregivers have the support and training they 
need. 
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All of us together are few and that’s why it is so important for European institutions to 
move forward with actions in this field, as well as the Member-States, and that actors be 
involved who have important contributions to make so that these joint actions are a 
winning wager. 

 
Speaking as a sportsman, as a professional in a sport, I just want to say that doing physical 
exercise is a prevention factor to be kept in mind. 
 
I regret that I cannot be present, but I had a game yesterday and there will be another 
game two days from now, so it was utterly impossible for me to attend. But I feel that I am 
there and I feel that I am part of your project. 

 
I will end as I began, by expressing my solidarity and my support for all those who suffer 
and are affected by these diseases: the patients, their families and all those who are dear 
to them.’’ 
 
3.3.3. Conclusions: Marisa Matias   
 
Ms. Matias thanked all the speakers and made the following key points: 
 

- We have a common strategy, and it is a matter of tabling amendments and working 
together on them. 

- She supports the Commission’s four objectives, particularly diagnosis and 
prevention, but  there needs to be a major effort to achieve national action plans 
from Member States. 

- Issues such as healthcare, training, support for families, equal services for sufferers 
need to be pushed to protect patient dignity.  

- The report can be improved and there will be more meetings on this until the final 
vote.  
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4. DISCUSSION CONCERNING THE INI REPORT 

 
Mrs. Elena Oana Antonescu, shadow rapporteur for EPP 
Mrs. Antonescu congratulated the rapporteur for her work and made a few brief comments 
on the report: she pointed out that there is a need to raise awareness in the general public 
in terms of the latest developments in research. There needs to be a link between research 
and the level of information given to the public. 
 
Ms. Antonescu also cited the importance of a multidisciplinary approach, between public 
health and social research. The research needs to be translated into better quality patient 
care.  
 
Linda McAvan, MEP (PS) 
Mrs. McAvan stated that the issues of elderly care and Alzheimer’s are crucial and touch 
everyone at some points in live. She stated that there are things we can ask Member 
States to do, but we should also focus on what can be done at an EU level, with a plan of 
what we want to see delivered in our lifetime. She would like to make an amendment 
relating to support for more research on dietary issues. These do not involve expensive 
drugs, and we need to put public support for this. 
 
Mrs. McAvan also evoked the issue of living wills: work should be done to allow for their 
recognition across borders.  
 
Frédérique Ries, MEP (ALDE) 
Mrs. Ries stated that the workshop had been extremely useful and emotional and thanked 
the panelists. She listed the points that the liberal group would like to focus on:  
 

- The emphasis should be placed on research of Alzheimer’s and neuro-degenerative 
disorders.  

- With regard to the reference to amyloids being the sole cause of the disease- 
together with experts, she would like to improve those words. 

- With regard to patient care, European centres of excellence should also be focused 
on. 

 
Mr. Philippe Juvin, MEP (EPP) 
Mr Juvin mentioned that the report could be expanded upon on several points: 
 

- Young Alzheimer patients must not be forgotten- not everyone with Alzheimer’s 
disease are old.  

- There should be a focus on medical social measures, respite, care in the home,  
- Research and innovative aspects of research also needs to be a focus. Innovation 

has to be stressed. 
- Ethical aspects should also be included as there are huge debates leading to this 

issue. 
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5. SHORT BIOGRAPHIES OF EXPERTS 

 
Nick Fahy   
Head of Unit  Health information. European Commission DG-SANCO 
 
Nick Fahy is head of unit for health information within the Health and Consumers 
Directorate-General of the European Commission.  The health information unit deals with 
overall information and analysis on health, in cooperation with other Commission 
departments such as Eurostat, as well as policy on major and chronic diseases such as 
cancer, Alzheimer's disease and rare diseases. Nick Fahy's university studies were in social, 
ethical and political philosophy at the University of Kent at Canterbury.  Agreeing with Marx 
that whilst philosophers have interpreted the world, the point is to change it, he then joined 
the British civil service in the Department of Health.  After working on issues such as 
European affairs and pharmaceutical policy he was private secretary to John Horam MP, 
junior minister for the National Health Service, and then to Tessa Jowell MP, the first 
Minister of State for Public Health. He moved to the European Commission in 1998, working 
on issues including consumer protection, social protection and social exclusion, and his 
previous job until November 2007 was as deputy head of the health strategy unit, with 
particular responsibility for health systems and cross-border healthcare. 
 
 
Jean Georges 
Executive Director Alzheimer Europe 
 
Before joining Alzheimer Europe as its first Executive Director in 1996, Jean Georges 
worked for the European and International department of the Luxembourg newspaper 
“Tageblatt” and as a parliamentary researcher for Members of the Luxembourg and 
European Parliament. 
 
As Executive Director of Alzheimer Europe, Jean has been in charge of the various projects 
of the organisation including the three-year European Commission financed “European 
Collaboration on Dementia – EuroCoDe” (2006—2008) project which brought together over 
30 dementia experts from 20 European countries. 
 
He has been liaising with various other European organisations and held a number of 
elected positions including as Secretary General of European Federation of Neurological 
Associations (2002-2004) or Vice-Chairperson of the European Patients’ Forum (2007-
2008). In 2005, he was appointed by the Council of Ministers and the European Parliament 
as one of two patient representatives to the Management Board of the European Medicines 
Agency (2005-2008). 
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Dr Giovanni B Frisoni 
Deputy Scientific Director, IRCCS Fatebenefratelli, The National Centre for 
Research and Care of Alzheimer's Disease, Brescia, Italy 
 
Dr. Frisoni graduated in 1986 in  Medicine  at  the  University  of  Brescia  with  110/110  
cum  laude, and in 1990 specialized in Neurology at the University of Parma. The thesis 
was published in Stroke. 
 
Since 2007, Dr. Frisoni has been the Vice Scientific Director of the Istituto di Ricovero e 
Cura a Carattere Scientifico (Scientific Institute for Research and Care, IRCCS-FBF). The 
staff of IRCCS-FBF consists of 7 senior researchers, 12 post-docs, and about 60 fellows 
and 20-30 students. Since 1999 Dr. Frisoni has also been the head of the LENITEM – 
Laboratory of Epidemiology Neuroimaging & Telemedicine at the IRCCS-FBF, a research 
facility with a staff of 20 to 25. The research at the LENITEM focuses on imaging of 
cognitive disturbances with the tools of clinical epidemiology and aims to develop protocols 
for more accurate and earlier diagnosis, improve the understanding of disease 
pathophysiology, and translate scientific acquisitions into clinical practice.  
 
Prior to this, Dr Frisoni was the head of the Day Hospital at IRCCS-FBF, a diagnostic and 
rehabilitation service with 15 patients with cognitive impairment daily (1991-1999) and in 
1991 he was the founding staff neurologist at the Alzheimer's Unit, IRCCS-FBF. The 
IRCCS-FBF was the first Italian Alzheimer’s Clinic and is funded by the National Health 
System to carry out research and provide advanced care to patients with Alzheimer’s and 
psychiatric diseases. 
 
 
Dr Anna Caputo 
IPA International Psychoanalytical Association 
 
Dr. Anna Caputo earned a Bachelor’s degree in Social studies and a Postgraduate 
Specialisation Degree in Psychology from the University of Naples ‘Federico II’.  Since 2006, 
Dr. Caputo has been teaching on “Theories and techniques of group psychotherapy with 
disabled patients” at the University of Naples “Federico II”, Faculty of Medicine. Among her 
many lecturing posts, Dr. Caputo also taught social Psychology at the School of Professional 
Nursing – “I Policlinico” (University Hospital) (1983-85) as well as medical psychology and 
Early Childhood Psychology at the University of Naples (1987-89).  
Dr Caputo has been a member of the International Psychoanalytical Association and a 
member of the Italian Society of Psychoanalysis since 1997. 
 
Dr. Caputo has taken on many roles as a group conductor for Professional Training Courses, 
first at the Postgraduate Specialisation School in Lifespan Psychology (1997-2002) and 
then, since 2002, at the Postgraduate Specialisation School in Clinical Psychology. From 
1997 to 2002 Dr. Caputo led an action-research group in cooperation with the Department 
of Clinical Psychology. Since 2003 Anna Caputo has been managing a supervision and 
action-research group of psychotherapists involved in research on death anguish and 
mourning in patients with organic illnesses. She is currently the conductor of two non-
academic groups: monthly supervision group for professionals involved in the activities of 
the Family Support Centre in San Giovanni a Teduccio (Naples) and a supervision group 
dealing with disability, in cooperation with the Centro per l'Autonomia Ausilioteca Campana 
presso Città della Scienza.  

 
Dr. Caputo is also the author of many publications, including A.P. Caputo : “Catastrophic 
Change and the Work of Mourning”, in via di pubblicazione presentato al Convegno Bion 
2008, Roma 2008, and  M. Bornstein, M.V. Turra, G. Alinovi, A.P. Caputo, G. D'Alesio, F. 
Esposito, C. Imbimbo, R. Russo, G. Sanna, S. Thanopulos, A. D'Errico: "The Hand and the 
Mind", in Riv. NBU ed in Riv. USA di Chiropratica 1984. 
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Jose Mourinho  
Real Madrid coach 
 
José Mário dos Santos Félix Mourinho is a Portuguese football manager and the current 
manager of the Spanish football club Real Madrid. 
 
Jose Mourinho has managed many football teams, including Benfica (2000 ), União de 
Leiria (2001–2002), FC Porto (2002–2004), Chelsea (2004–2007), Inter-Milan (2008–
2010) and Real Madrid (2010–). 
 
Mourinho has won two consecutive Premier League titles in 2005 and 2006 with Chelsea. 
As coach of Inter-Milan, Mourinho won the Supercoppa Italiana in 2008 as well as the Serie 
A league title. Mourinhon has also won two Champion’s League titles with Benfica in 2004 
and Inter-Milan in 2009. 
 
Among other titles, Jose Mourinho was named the world's best football manager by the 
International Federation of Football History and Statistics (IFFHS) for both the 2004–05 and 
2005–06 seasons. 

 
Tsilla Chelton 
Actress 
 
Tsilla Chelton is a renown French actress who won the best actress award (San Sebastian 
International Film Festival), for her role as Nusret, a grandmother afflicted with Alzheimer's 
disease in the 2008 film ‘Pandora’s box’ which shows the impact that Alzheimer’s can have 
on an entire family. 
 
Tsilla Chelton is also known for her role in ‘Tatie Danielle’, a 1990 French black humor film 
directed by Étienne Chatiliez, for which she was nominated in 1991 for the French Cesar 
best actress award.  
 
Tsilla Chelton grew up in Belgium and started her career in mime and theatre. Tsilla 
Chelton has also directed plays and played in television series as well as many films.  
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ANNEX I: PROGRAMME 
Committee on the Environment, Public Health and Food Safety (ENVI)  

Policy Department AEconomy & Science 
 

Workshop on Alzheimer in Europe 
 

Thursday 28 October 2010 from 10.00 to 12.00 hrs 
European Parliament, Room JAN4Q2, Brussels 

 

AGENDA 
 

Part  Policy and Insti
0.00  

1:  tutional Representatives 
1 Welcome and opening  
  Marisa Matias: Rapporteur for the Initiative report on the Communication on Alzheimer's disease 

and other dementias 

0.05  s   1

 

Presentation of the Communication on Alzheimer's disease and other dementia
Nick Fahy  Head of Unit  Health information. European Commission DG‐SANCO 

Introduction to the debate 
 
10.15      Tsilla Chelton, best actress award for the role as Nurset, in the film on Alzheimer disease "Pandora's 

Box". 

Part 
10.30      

2: Distinguished Experts and patient representatives 

 Jean Georges, Executive Director Alzheimer Europe; 

 Dr Giovanni B Frisoni, Deputy Scientific Director ‐ IRCCS Fatebenefratelli ‐ The National 
Centre for Resear ; ch and Care of Alzheimer's Disease, Brescia, Italy

 Dr Anna Caputo, IPA International Psychoanalytical Association; 

 Dr LarsOlof Wahlund, 

1.15  Questions by MEPs to panellists  1
 

Professor in Geriatric Medicine at Karolinska Institute.  

Part 3: MEPs speak about dementia 
Dagmar Roth Behrendt, ViceChair of the European Alzheimer's Alliance 
ViceP

o Real Madri  coach, Testimonial 

resident of the European Parliament  

11.50  Jose Mourinh d

2.00  Conclusions: Marisa Matias 1
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Dementia, a European priority

Brussels – 28 October 2010

Jean Georges, Executive Director

2

Alzheimer Europe

31 associations in 
28 countries
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3

EuroCoDe - Prevalence
• Inventory of prevalence studies published since 

EuroDem (194 articles)

• Quality criteria for studies to be included in meta-
analysis (17 studies)

– Community based

– Minimum sample size of 300

– Standardised diagnostic criteria

– Study date after 1990

4
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Public health impact
• 7.4 million people with

dementia in European
Union*

• Numbers expected to 
double or treble by 2050**

* Alzheimer Europe (2009): EuroCoDe results

** Ferri et. al. (2005) Global prevalence of dementia: a Delphi consensus study, The Lancet, Vol. 366, 
December 17/24/31, 2005
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Socio-economic impact
• The total cost of illness of dementia disorders in EU27 in 2008 

was estimated to 160 billion € of which 56% were costs of 
informal care. The corresponding costs for a wider EU sphere 
was 167 billion € and 177 billion € for the whole Europe

• The cost per person with dementia was about 22,000 € per year, 
while it was somewhat lower for the wider EU sphere and for the 
whole of Europe. The total societal costs per case are estimated
to be 8 times more in Northern Europe than in Eastern Europe. 

*  Alzheimer Europe (2008): Dementia in Europe Yearbook 2008
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From symptoms to diagnosis
Months between first symptoms and diagnosis
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« Inequalities in dementia care across Europe: An Agenda for change » in International Journal of Clinical 
Practice, March 2005, Volume 59, Supplement 146
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The impact on carers: Hours per day caring for 
person with dementia

41%

32%

20%

39%

50%

25%

32%

23%
20%

<4 hours/day 4-<10 hours/day >10 hours/day

Percentage of early stage patients

Percentage of middle stage patients
Percentage of late stage patients

Alzheimer Europe (2006): Who cares? The state of dementia care in Europe
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Availability and use of services
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Alzheimer Europe (2006): Who cares? The state of dementia care in Europe
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Patients informed about disease
Percentage of carers reporting that patients were informed 

about disease

64%

23%

65%

69%

70%

80%
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Germany
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Alzheimer Europe (2006): Who cares? The state of dementia care in Europe
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Paris Declaration
• Adopted by Annual General 

Meeting in Paris (May 2006)

• Political priorities in the field 
of:

– Public health

– Medical and scientific priorities

– Care and social issues

– Ethical and legal questions

– Alzheimer associations
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AE Priorities – Public Health

• Dementia is a major public health challenge

• Need for national action plans and European
programme

• Pan-European research into causes, prevention and 
treatment of AD

• Increased funding for AD research

14

For more information
www.alzheimer-europe.org
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Giovanni B Frisoni
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ALZHEIMER’S DISEASE
Recent Theoretical and Practical Advances: 

A European(’s) Clinical Research Perspective

1
2

Summary

• Recent aquisitions: the role of toxic proteins 
deposition, the time course of 
neurodegeneration

• Benefits to patients: early diagnosis with 
markers, development of causative drugs

• The European state of clinical research in the 
global scenario: + translation, + services/ 
infrastructures, - discovery



Alzheimer’s dementia
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Neuro-
pathology Diagnosis

Clinical
NINCDS-
ADRDA
(1984)

With imaging 
and biological 

markers

Impossible
(so far)

The diagnosis of AD at the MCI stage 
with disease markers
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Functional:
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18F glucoseMolecular:
amyloid deposition with PET

Biochemical:
tau/amyloid
in the 
cerebrospinal fluid

4
Dubois, Feldman, Frisoni, et al. 

Lancet Neurol 2010



Alzheimer’s dementia

Memory impairment – no disability

The future of care: 
early diagnosis + anti-amyloid 

and/or anti-tau drugs

No cognitive 
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Removing amyloid from the brain is feasible

Rinne et al., Lancet Neurol 2010

Bapineuzumab treated patient

Placebo treated patient
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Phase II

ACImmune [ACI-24] anti-Aβ

J&J / Pfizer [AAC-001] act. vacc.

Phase I
Merck/Acumen [V-950, ADDL] act. vacc.

Phase II
Pfizer [PF-04360365 / RN-1219]

Phase II
Pfizer [PF-04494700/TTP-488 RAGE]

BMS [BMS-708163]

Phase I

Phase I

Phase III
J&J/ Pfizer [bapineuzumap] anti-Aβ

Phase III
Eli Lilly [solanezumap]  anti-Aβ

Phase I/IIa potential launch

Company  [Compound]

Phase I/IIa
Genentech [RG7412] anti-Aβ

Phase I/IIa
GSK (Biopharm) [GSK-933776] anti-Aβ

Roche [gantenerumab/R1450]

Phase I
GSK / Affiris [AD-01, AD-02]  act. vacc.

Phase III
Eli Lilly [semagacestat]  γ-secretase inh.

Phase III
Baxter [gammagard] iv IgG

Phase III
Pfizer/Medivation [latrepirdine] mixed mitoch.func.

Phase II
Novartis (CytosBiotech.) [CAD-106] act. vacc.





Major AD drugs under development Tools to discovery: 
large longitudinal multimodal studies

…

…

Genetics – Structural MR – Amyloid PET – CSF & peripheral biomarkers

T0 T12T6 T18
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Summary

• Recent aquisitions: the role of toxic proteins 
deposition, the time course of 
neurodegeneration

• Benefits to patients: early diagnosis with 
markers, development of causative drugs

• The European state of clinical research in the 
global scenario: + translation, + services/ 
infrastructures, - discovery
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US: ADNI ($115 M) since 2005
Australia: AIBL ($10M) since 2007

EU: AddNeuroMed, IMI Pharmacog (€22M) since (2007) 2010
JAPAN: J-ADNI ($17.5M) since 2009

Large longitudinal studies in the pre-dementia phase
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The European satus of clinical research in the global 
scenario: + translation, + services, - discovery

DATA COLLECTION
ADNI, AIBL, ANM, Pharmacog, J-ADNI

DISCOVERY
Diagnostic and progression markers, pathophysiology

DEVELOP INFRASTRUCTURES 
for analysis and exploitation of large image datasets (ESFRI)

FINALIZE MARKERS FOR CLINICAL USE
(operational procedures) 

European efforts:

Standardization of marker measurement for use in 
Memory Clinics worldwide

Principal 
Investigator

Funding agency

CSF Sweden US Alzheimer’s Association

Magnetic resonance Italy US Alzheimer’s Association

FDG PET None None

Amyloid PET None None
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Conclusions

• In the past 20 years, research on Alzheimer’s has 
done giant steps forward and this is turning into 
benefits to patients now (early diagnosis) and –
hopefully – in the near future (causative drugs)

• European scientists are focusing on translation 
(“adaptation”) and services (scientific infrastructures)

• EU scientists and EU funding agencies may need re-
alignment

• EU clinical discovery research (large, ambitious, 
technologically sophisticated pathophysiological 
studies) needs more “stimulus”

16

Thank you for your attention
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The dynamic markers hypothesis
L’hypothèse des marqueurs dynamiques



 



The Place of Oblivion 
between memory and 

disease

Anna Patrizia Caputo

The Place

• the mind 

• the memory 

• the oblivion in the individual’s time



Memories substantiate the individual

• An interaction between memory and oblivion is 
established in the individual’s mind 

• The oblivion is the disappearance of memories

Freud and Plato

• Plato: Forgetting ideas buried in the unconscoius.

• Freud: I know that in writing I have to blind myself artificially in 
order to focus all the light on one dark spot. (Letter to Lou Andreas-
Salomé, 25th May, 1916)



Present Time: conscious-unconscious

W.Bion, “The Dawn of Oblivion”: Attaining mental time has to do 
with receiving echoes of messages sent by our gills to our 
consciousness.

Without memory and without desire:

with no past and no future the unknown becomes crucial. 
Nothing must distract intuitions.

Time and Disease

What happens, instead, when the present time gets frozen and 
destroys the past and the future?

The individual is no longer a story; he/she is a general principle.



The Disease

• A new individuality is born, generated by the disease.

• Everything becomes inepressed, as if the person had never been 
born.

• The container of our contents gets dissolved and flattens on the
organic part of a brain that does not manage to be a mind.  

Oblivion and psychic death

• The original picture of the mind turns 
into a jigsaw puzzle consisting of 
cardboard pieces of small 
dimensions, which fit together and 
are contained by a frame. 

• Once the frame vanishes, the jigsaw 
puzzle is again a heap of loose 
cardboard pieces.



Alzheimer’s disease

Where do people’s thoughts, their hopes and dreams, 
their expectations, projects and choices end up when 
they are affected by Alzheimer’s disease? 

“The Housemates”: Relatives, Friends, Health 
Care Professionals

Housemates are those who live in the same 
“House of Disease”. 



Housemate-Organic Ambiguity 

• Ambivalance denotes an emotional situation in 
which the individual feels love and hatred at the 
same time, attraction and rejection for the same 
object. Everything has got two sides: the 
individual loves it despite its defects.

• Ambiguity denotes spinning around something, 
coiling, and at the emotional level it generates 
restlessness.

• In the everyday experience of the disease, the 
affected person can hardly perceive contrasting 
feelings such as love and hate. He/she only 
feels rage and rejects pains.

Condominium  Rules

• Difficulties for Housemates

• Holding of thorny feelings and emotions



Loss of Direction and Mourning

The child must mourn the loss of its father or mother 
who were with them once but are not with them 
anymore, who are still alive but are fragments of 
memories of the past (that is not coming back) rather 
than individuals. 

Iris. (A true love)

• Iris turns into ambiguity.

• John will transform the ambivalence love-hate –
related to the disappearance of the past – into 
unconditioned devotion.



Conclusions

• In dealing with everyday difficulties in the “caregiving
relationship” – which requires cure, attention and 
responsible choices – the mourning process plays a 
crucial role. In fact, an occurred loss, which has not 
turned into death yet, can be made meaningful through 
the mourning process.

• Accessing painful feelings is the only chance to hold 
rage and aggressiveness that may increase 
exponentially. 

The proposal

In order to enhance the quality of the housemates’
emotional lives – so that they do not act out feelings of 
rage and aggressiveness – it is essential to set a space for 
group thinking within institutions, thus supporting and 
sharing their “conscious responsibility”, necessary to face 
the integral handover by the affected person/disease: a 
person that does not exist anymore. 



The proposal

• Support groups for health care professionals working 
at institutions

• Support groups for relatives of hospitalised patients
• Support groups for relatives assisting the patient at 

home and health care professionals working in the 
home health care service



 



Psychiatric co-morbidity in 
Dementia. Caregivers stress.
Prevention of AD.

Lars-Olof Wahlund
Professor
NVS-Department
Division of Clinical Geriatrics
Karolinska institutet and Karolinska University Hospital 
Stockholm

Behavioral and psychiatric symptoms in 
dementia (BPSD) 

 A concept for describing the non-cognitive symptoms that 
occurs during the whole disease process

 Usually short periods of time but (extremely) stressful for 
caregivers and patients

 Related to the brain damage and transmitter dysfunction

 Can be explained in the interaction between caregiver-
patient-physical environment

 Different symptoms at different time points during the disease 
process



Examples of BPSD

 Depression

 Hallucinations

 Delusions

 Aggressive behavior

 ”Wandering”

 Sleeping impairment

 Anxiety

 Apathy

The progression of dementia and BPSD
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Treatment of BPSD

 Initially always non-pharmacological treatment (NPT)
 Try to find what triggered the behavior

 Caregiver-patient interaction or  

 Physical environment or 

 Treatments such as:

 Validation, reminiscence, aroma therapy, music therapy a.o.

 If these activities are unsuccessful 
 then pharmacological treatment

 In the new “Swedish Guidelines for treatment and care of 
persons with dementia disorder” and “NICE-SCI” it is stressed 
that non-pharmacological treatment is the treatment of 
choice

Alternative therapies

Pharmacological treatment

 Traditional psycho-pharmacological drugs
 Risperidon, haloperidol

 More studies on Acetyl-choline-esterase-inhibitors to investigate 
its role in BPSD treatment

 Low evidence for treatment effect (few or bad quality studies)
 Validation, reminiscence, aroma therapy, music therapy etc.

 Must be further investigated



Systematic review of non pharmacological 
therapies (NPT) in Alzheimer’s disease

Olazaran J et al in Dementia and Geriatric Cognitive Disorders
May 2010

 The objective  was to evaluate the best evidence on the effect of 
NPT in AD and related disorders

 From 1313 studies 179 were included

Intervention categories

 Persons with dementia
 Cognitive training

 Cognitive stimulation

 Reminiscence

 Use of light

 Validation 

 Etc., etc.

 Care givers
 CG education

 CG support

 Respite care

 Multi-component intervention



Results

Care givers (from 4 studies)
 33% less institutionalization (of patients) after 6-12 months of 

multi-component intervention

Dementia subjects
 Positive effect

 Cognitive training, ADL training, multi-component intervention

 Doubtful effect
 Reminiscence, recreation therapy a.o.

 No effect
 Trans-cutaneous electrical stimulation, physical exercise, use of 

music, reminiscence, massage and touch, recreation therapy, use 
of light, multi-sensory stimulation, support and psychotherapy, 
validation, case management and respite care.

 Reasons for lack effect included 
 lack of studies, lack of adequate measures, poor design and 

insufficient duration of intervention



Dementia patients

 were related to specific benefits in the targeted domains 

 may have more diffuse effects. 

 NPTs lacking any recommendation were: 

Caregiver’s stress

 People who take care of their demented relatives have higher 
morbidity than others
 Depression 

 Anxiety

 Insomnia

 Stress related somatic diseases

 We know that 
 Psycho-education, peer-support groups, psychological therapy 

when needed and individually tailored respite/short brake services 
reduces stress in caregivers



Time spent for caring 

 The amount of time spent caring increases substantially as 
cognitive impairment worsens. 

 Among people 70+ years old, those with no dementia receive 
an average of 4.6 hours per week of care, while those with 
mild dementia receive 13.1 hours of care weekly. 

 For persons with severe dementia, hours of informal care 
received rises to 46.1 hours per week

 Nearly one-quarter (23%) of caregivers of someone 50+ with 
some type of dementia provide 40+ hours of care per week

Family caregiving alliance
www.caregiver.org

Health effect on care giving

 Caregivers may have increased blood pressure and insulin 
levels, may have impaired immune systems and may be at 
increased risk for cardiovascular disease among other 
adverse health outcomes 

 A study of elderly spousal caregivers (aged 66-96) found that 
caregivers who experience care giving-related stress have a 
63% higher mortality rate than non-caregivers of the same 
age.

 Depression appears to be the most common psychological 
disorder. The higher levels of depression are mostly attributed to 
people caring for individuals with dementia. Studies show that 
30% to 40% of dementia caregivers suffer from depression 
and emotional stress.  

Family caregiving alliance
www.caregiver.org



Intervention study, example

 An intervention given to (229) caregivers of people with 
Alzheimer’s disease

 Enhanced counseling and support given to spouse caregivers 
for six sessions

Results

 A reduced burden and depressive symptoms was found as 
compared to a control group

Gaugler et al 2008

Prevention of Alzheimer’s disease

 Preventive steps is becoming more important because of 
difficulties in development of effective pharmacological 
treatment

Example:

 Epidemiological studies show that subjects with high intake of 
fish have reduced risk for AD



Prevention of Alzheimer’s disease
Omega-3-FA

 Thesis: Omega 3 fatty acid treatment in mild to moderate 
Alzheimer’s disease: Results from the OmegAD study, 
Yvonne Freund-Levi 2008

 200 patients with AD were treated with omega-3-FA for 6-12 
months

 Improved memory function in those with least cognitive 
impairment

 A new study has started; LipDiDiet (funded by the EC; FP7)
 A randomized placebo controlled double blind study on 300 

subjects with MCI 

 2 years treatment with a ”coctail” including omega-3-FA

MMSE Delayed Recall
MMSE

Attention
MMSE

Months

Results from the OmegAD study



Conclusions

 BPSD is a common and stressful  for patients and care givers

 The treatment of choice is non-pharmacological but more 
research is needed to find the most effective ones

 Care givers to persons with dementia are at risk for increased 
psychiatric and somatic morbidity
 More research is needed as well as resources for treatment and 

preventive measures

 Research on “food as drugs” as prevention for AD is important
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