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Preface
Without the support of Janssen-Cilag, Lundbeck and Pfizer, 

we would not have been able to carry out these ambitious tasks 
and I would like to thank them for their continued support and 
interest in our activities. Similarly, Fondation Médéric Alzheimer 
supported the literature search and legal update necessary for 
our work on advance directives for which I would also like to 
thank them.

Our growing recognition on a European level through our 
collaboration with a number of European networks constituted 
another important development for our organisation. Alzheimer 
Europe has become a respected member of the European Patients’ 
Forum and the European Federation of Neurological Associations 
and some of our activities and principles have become a reference 
for other patient organisations.

This annual report therefore provides not only a progress 
report on our business plan, but an overview of our networking 
activities and our various contributions to the European institu-
tions. This is an area where our organisation needs to grow further 
in the coming years and the Board of Alzheimer Europe has taken 
the first steps towards the establishment of a new public affairs 
strategy for the organisation.

With the adoption of a new communication strategy, Alzhei-
mer Europe also set itself the ambitious task of becoming one 
of the main providers of information on Alzheimer’s disease in 
Europe. Our quarterly newsletter and our web site provide a great 
wealth of up-to-date information on all our activities and those 
of our member organisations, on research findings and relevant 
European developments. 

A recent report by the European Commission on health infor-
mation on neuro-degenerative diseases complimented Alzheimer 
Europe on the quality of the information it provides and concluded 
that nothing similar existed for other neuro-degenerative diseases. 
This is high praise indeed and will encourage us to seek further 
ways of improving our information.

I am glad that in all of these tasks, we are supported by a 
small, but highly dedicated staff and I would like to express my 
heartfelt thanks to Jean Georges, Dianne Gove, Sandrine Lavallé 
and Claire Haigh for their contributions which ensured that 2004 
was another year of continued growth for the organisation.

 

 Maurice O’Connell 
Chairperson

Taking on the task of Chairperson of a pan-European vol-
untary organisation would seem a daunting task to many. Yet, 
when I was elected as Chairperson of Alzheimer Europe, I was 
able to rely on a sound basis established by my predecessors 

and the continued support of the dedicated Alzheimer 
Europe staff.

The Alzheimer Europe business plan gave 
clear directions for the various activities of the 
organisation. It provides the organisation with 
a core philosophy, the promotion of the dignity, 
respect and the self-determination of the per-

son with dementia and his/her carer throughout 
the course of the disease and a mission statement. 

Alzheimer Europe is an interface between national 
member organisations and European structures in 

order to represent the interests of people with dementia 
and their carers, to promote information exchange and to develop 
policy. Furthermore, it sets out four main objectives for the or-
ganisation:

 ◗ Ensuring people with dementia and their carers are referred to 
Alzheimer associations,

 ◗ Promoting the autonomy of people with dementia through 
the right to an early diagnosis and the recognition of advance 
directives,

 ◗ Improving the support and counselling of carers of people 
with dementia at the onset of the disease and

 ◗ Promoting quality of care at home.

In 2004, we were able to progress significantly in all four 
of these programmes. A survey of Alzheimer Europe’s member 
organisations was carried out, the regional organisations of our 
members are now available on our web site and a draft position 
of Alzheimer Europe on advance directives was produced, as well 
as the first version of our manual for people with dementia and 
their carers for the time after diagnosis. 

In this work, we were able to rely on the representatives of 
our members, as well as outside experts and I would like to take 
this opportunity to thank each one of them for their contributions. 
I am convinced that the results of all these programmes will prove 
useful for the work of our member organisations.
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In 2004, Alzheimer Europe:

◗     Improved its collaboration with International and European patient organisations  

and in particular Alzheimer’s Disease International, the European Patient’s Forum  

and the European Federation of Neurological Association,

◗     Strengthened its contacts with the scientific community through collaboration  

with the European Federation of Neurological Societies (EFNS), the European Alzheimer’s Disease  

Consortium and the “Early Detection and Timely Intervention in Dementia” network,

◗     Represented the views of people with dementia and their carers in the EFNS task force for the revision  

of its guidelines on the diagnosis and management of Alzheimer’s disease and other dementias,

◗     Adopted a new communication strategy to improve the information exchange  

between Alzheimer Europe, national associations and other organisations,

◗     Organised its 14th Annual Conference in Prague which brought  

together 300 participants from all over Europe,

◗     Received the support of 196 MEPs who signed a written  

declaration on the fight against Alzheimer’s disease,

◗     Contributed to the Commission reflection document  

on the future development of a European health policy,

◗     Participated actively in the working group with patient organisations  

set up by the European Medicines Evaluations Agency,

◗     Continued its collaboration with other NGOs which enjoy  

consultative status with the Council of Europe,

◗     Presented the findings of its members’ survey and included  

regional organisations of its members on its web site,

◗     Carried out an extensive literature search and a comparison of the legal status  

of advance directives and prepared a first draft position on the subject,

◗     Produced a first version of a manual for people with dementia  

and their carers for the time after diagnosis,

◗     Set up a working group on home care and surveyed  

member organisations on the provision of home 

care in their respective countries.

Executive Summary
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As set out in its business plan, Alzheimer Europe is an interface 
between national member organisations and European structures 
in order to represent the interests of people with dementia and 
their carers, to promote information exchange and to develop 
policy.

Representing views
In 2004, Alzheimer Europe continued its networking with a 

number of European institutions, agencies and organisations in 
order to ensure that the views of people with dementia and their 
carers were adequately represented.

Further steps were undertaken to develop the relationship 
between Alzheimer Europe and Alzheimer’s Disease International. 
The organisation also played an active role as a member of pan-
European patient organisations such as the European Patients’ 
Forum and the European Federation of Neurological Associations 
and it continued to improve its links to professional organisations 
and networks of researchers, such as the European Federation of 
Neurological Societies, the European Alzheimer’s Disease Consor-
tium or INTERDEM.

Alzheimer’s Disease International (ADI)

Alzheimer Europe and ADI continued their discussions to 
develop a closer relationship between the two organisations and 
a draft partnership agreement was prepared to highlight some 
areas to improve the exchange of information between the two 
organisations and coordinate possible joint actions.

Furthermore, representatives of Alzheimer Europe participated 
in the Annual Conference which ADI organised in Kyoto (Japan) 
from 14 to 16 October 2004, as well as the Facing Dementia Forum 
which Pfizer organised in collaboration with ADI in Rome on 19 
and 20 June 2004.

European Patients’ Forum (EPF)

Alzheimer Europe is a founding member of the EPF and has 
been represented by its Executive Director, Jean Georges on the 
EPF Board since its inaugural meeting. In 2004, the European 
Patients’ Forum was formally launched in the European Parlia-
ment on 22 March 2004, an event which was hosted by Uma 
Aaltonen, MEP.

Speaking at the event, Fernand Sauer (Director for Public 
Health at the Directorate General for Health and Consumer Affairs) 
welcomed the creation of the Forum a “platform that can speak 
on behalf of patients and facilitate dialogue with the European 
institutions”.

Alzheimer Europe actively contributed to the development of 
the Forum and represented the Forum at a number of meetings 
organised by the European Commission or other institutions. The 
European Patients’ Forum also organised two workshops for pa-
tient representatives from Central and Eastern Europe to provide 
them with an overview of the European institutions. Both events 
were attended by representatives of national Alzheimer associa-
tions from the new Member States of the European Union and 
the accession countries.

European Federation  
of Neurological Associations (EFNA)

Alzheimer Europe also collaborated with other organisations 
of people living with brain disorders in the framework of the EFNA. 
Through his collaboration on the EFNA Board and as the organisa-
tion’s Secretary General in 2004, Jean Georges was also appointed 
to the patient advisory group of the British Medical Journal and 
the working group with patient organisations of the European 
Medicines Evaluations Agency (EMEA).

European Federation  
of Neurological Societies (EFNS)

Conscious of the need to also develop closer ties with profes-
sional and scientific organisations, Alzheimer Europe took a more 
active role within the Paris conferences organised by the EFNS 
from 4 to 7 September 2004. Alzheimer Europe was represented 
at the meeting with a stand which attracted a lot of attention from 
the participating neurologists and participated in a symposium of 
the EFNS Neuroethics Panel on end-of-life decisions in dementia.

Furthermore, Alzheimer Europe was asked to nominate 
a representative to the EFNS task force for the revision of the 
organisation’s guidelines on the “Diagnosis and management 
of Alzheimer’s disease and other forms of dementia”. In line 
with the EFNS policy for the development of such guidelines, 
Alzheimer Europe was specifically asked to represent the views 

Our core objectives

Alzheimer Europ e •  Annual Rep or t 20 0 4 • O ur core obje c t ive s



7

of people with dementia and their carers on this panel which 
was chaired by Gunhild Waldemar (Denmark) with contributions 
from Bruno Dubois (France), Murat Emre (Turkey), Philip Schel-
tens (Netherlands), Peter Tariska (Hungary) and Martin Rossor 
(United Kingdom). 

European Alzheimer’s  
Disease Consortium (EADC)

As in previous years, Alzheimer Europe continued its involve-
ment with the EADC alongside a number of highly respected 
research centres active in the dementia field.

In particular, Alzheimer Europe hosted and updated the 
website of the network and was involved in two EADC projects to 
represent the views of people with dementia and their carers:

 ◗ ICTUS: The impact of treatment with anticholinesterase 
inhibitors on Europeans with Alzheimer’s disease, which is a 
prospective two year observational study which coordinates 
the centralisation of patient data available within the study’s 
individual centres. Its primary objective is to determine whether 
treatment changes the pattern of institutionalisation.

 ◗ DESCRIPA: Development of screening guidelines and diagnostic 
criteria for pre-dementia Alzheimer’s disease. The primary goal of 
the project is to reach an evidence-based European consensus on 
the identification of subjects with Alzheimer’s disease in the pre-
dementia stage.

Early detection & timely  
INTERvention in DEMentia (INTERDEM)

In 2003, Alzheimer Europe established initial contacts with 
the INTERDEM network, a group of researchers on the psycho-
social dimension of dementia and further developed this relation-
ship in 2004. Thus, Alzheimer Europe hosted and updated their 
website and provided a full opportunity to the network to present 
its various European projects to a wider audience during two spe-
cial symposia at the Alzheimer Europe conference in Prague.

Information exchange
In 2004, Alzheimer Europe adopted a new communication 

strategy in order to improve the information exchange between 

the organisation, its national member associations and its 
growing network of professionals and politicians with an inter-
est in dementia. A quarterly e-mail newsletter, the website and 
the annual conference are the key tools for the organisation in 
this field.

Alzheimer Europe Website

The Alzheimer Europe website plays an important role in the 
dissemination of the results of the various projects undertaken 
by Alzheimer Europe and in 2004, it had on average in excess of 
10,000 visitors a month.

The website is regularly updated and news covered in the 
e-mail newsletter is automatically included. Alzheimer Europe 
would like to encourage visitors to return to the website by pro-
viding a wealth of information on scientific developments in the 
field of Alzheimer’s disease and related disorders, but also on the 
activities of Alzheimer Europe, its national associations and other 
European organisations.

14th Annual  
Conference in Prague

From 21 to 23 May 2004, Alzheimer Europe organised its 
14th Annual Conference in Prague. The meeting was attended by 
over 300 participants from all over Europe and brought together 
people with dementia and their carers, volunteers and staff mem-
bers of Alzheimer associations, as well as professional carers and 
researchers in the field of dementia care.

The meeting served to give an update on Alzheimer Europe 
projects on advance directives and home care and allowed the 
invited experts to address such varied subjects as the treatment 
of dementia, rarer forms of dementia, the role of Alzheimer as-
sociations and palliative care, to name but a few of the issues that 
were covered.

At the same time, Alzheimer Europe continued its policy of 
actively involving people with dementia in the conference pro-
gramme as Peter Ashley from the United Kingdom shared his 
experience of obtaining a diagnosis of Lewy Body Dementia and 
the impact of this diagnosis on his life, while Lynn Jackson from 
Canada presented her views on how advance directives helped 
her take an active part in decisions affecting her life.

Alzheimer Europ e •  Annual Rep or t 20 0 4 • O ur core obje c t ive s
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In the framework of the conference, Alzheimer Europe also 
presented its second award for outstanding services for people 
with dementia. After H.M. Queen Silvia of Sweden in 2001, the 
award was presented to Harry Cayton, the former Chief Executive 
of the Alzheimer’s Society (UK) for his contributions to our under-
standing of dementia and the model work of his organisation in 
changing how people with dementia are viewed.

Finally, the Annual General Meeting was also organised in 
Prague and resulted in the election of a new Board to lead the 
organisation for the next two years.

Developing policy
As in previous years, Alzheimer Europe worked closely togeth-

er with other organisations in monitoring European developments 
of relevance to patients and carers. The association continued to 
develop its relationship with the European Parliament and the 
European Commission, as well as the European Medicines Evalu-
ations Agency. As an organisation with consultative status with 
the Council of Europe, Alzheimer Europe also used 2004 to further 
develop its collaboration with this European institution.

European Parliament

With regard to the European Parliament, the organisation was 
particularly pleased that 196 MEPs signed a written declaration 
on the fight against Alzheimer’s disease and brain diseases tabled 
by Jacqueline Rousseaux, John Bowis and Miguel Angel Martínez 
Martínez. In this written declaration, the MEPs called upon the 
Commission “to allocate a significant proportion of funding for 
research in life sciences to the brain and brain diseases and, in 
particular, neuro-degenerative disease and Alzheimer’s”. Fur-
thermore, they asked for a system of social protection providing 
practical and financial help to be put into place and suggested the 
setting up of a European monitoring centre for brain diseases.

European Commission

Commissioner Byrne’s reflections on the future development 
of a European health policy, as well as the discussions on patient 
mobility, animal research and equitable access to healthcare were 
of particular interest to Alzheimer Europe.

The organisation endorsed a position developed within the 
framework of the European Patients’ Forum (EPF) on the Commis-
sion’s reflection document. In its reply, EPF supported the Commis-
sioner’s views of a Europe where high-quality health care is equal, 
accessible and affordable and where there is reliable information 
on health, illness and treatment options. In addition, EPF reminded 
the Commission of the need to involve all health stakeholders and 
in particular patients in shaping the policies and initiatives that 
influence their health and treatment options and stressed the im-
portance of making accessible health education a priority.

European Medicines Evaluations Agency (EMEA)

Alzheimer Europe was actively involved in the working group 
with patient organisations set up by the EMEA and represented 
the European Federation of Neurological Associations at these 
meetings.

The EMEA group addressed patient-specific questions such as:

 ◗ Pharmacovigilance and reporting of adverse drug reactions,

 ◗ Accessibility and readability of patient information leaflets,

 ◗ Transparency and dissemination of information on prescription 
medicines to patients.

In all three areas, as well as on the question of criteria for pa-
tient organisations to become involved in the EMEA decision mak-
ing process, the group developed recommendations to improve 
the access of patients to relevant information on their treatments 
which were submitted to the EMEA management board for their 
adoption in 2005.

Council of Europe

As in previous years, Alzheimer Europe was represented at the 
quarterly meetings of organisations with consultative status at 
the Council of Europe. In particular, the organisation collaborated 
with other NGOs on health questions.

Furthermore, the organisation included Elaine Gadd as a 
representative of the Council of Europe in the working group of 
its business plan priority on advance directives and was able to 
involve some of the national legal experts in a survey on the legal 
situation of advance directives and their use in a number of Euro-
pean countries.

Alzheimer Europ e •  Annual Rep or t 20 0 4 • O ur core obje c t ive s
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Apart from clearly setting out the core objectives of Alzhei-
mer Europe, the business plan also provides a number of priority 
programmes which the association should collaborate on with its 
national member organisations, as well as with other interested 
third parties.

BP 1 – Alzheimer associations
The objective set by the first business plan priority is to ensure 

that people with dementia are referred to their Alzheimer associa-
tion at the time of diagnosis.

To show the extensive list of services and support provided by 
Alzheimer associations, Alzheimer Europe carried out a survey of 
its member organisations in 2003, as well as an inventory of the 
regional organisations its members.

In 2004, the findings of the survey were presented on a 
number of occasions and the regional organisations were included 
in a database on the Alzheimer Europe website.

Furthermore, through its collaboration with the European 
Federation of Neurological Societies, Alzheimer Europe worked 
towards including the role of Alzheimer associations into diag-
nostic guidelines and encouraging professionals to refer people 
diagnosed to the support available from these organisations.

BP 2 – Advance directives
The second business plan priority is dedicated to the promo-

tion of the autonomy of people with dementia through the right 
to an early diagnosis and the recognition of advance directives.

With the support of Fondation Médéric Alzheimer, Alzheimer 
Europe was able to carry out an extensive literature search on the 
subject, as well as a comparative overview of the legal status of 
advance directives in various European countries. On the basis 
of these findings, Dianne Gove, the project manager was able 
to draft a position of the organisation which will be presented 
for adoption at the Annual General Meeting in June 2005. In her 
work, she was supported by a working group chaired by Alan 
Jacques (United Kingdom) and consisting of Peter Ashley (United 
Kingdom), Holger Baumgartner (Austria), Dorthe Buss (Denmark), 
Elaine Gadd (United Kingdom), Nicole Kerschen (Luxembourg), 
Anna Mäki-Petäjä (Finland) and Anna Rovira (Spain).

A background document on the literature search and the legal 
update are available on the Alzheimer Europe website and the 
initial findings were presented at the Neuroethics meeting of the 
European Federation of Neurological Societies and a conference of 
Fondation Médéric Alzheimer. Also, articles on the findings were 
submitted to and accepted by a number of specialised journals.

BP 3 – Counselling  and support
The third business plan programme focuses on improving the 

support and counselling of carers of people with dementia at the 
onset of the disease and aims at developing a manual for informal 
carers of people with dementia which will respond to the specific 
needs in the period of time just after diagnosis.

With the support of the working group consisting of Patrice 
Allard (France), Antonia Croy (Austria) Pierluigi De Bastiani (Italy), 
Sabine Jansen (Germany), Mireille Elsen (Luxembourg), Alicja 
Sadowska (Poland) and Micheline Selmes (Spain), Dianne Gove 
produced a first draft of the manual which was sent out for con-
sultation to all member organisations, as well as to people with 
dementia to ensure that the language used is appropriate and 
meets their expectations.

As initially planned, the manual will be finalised in 2005 
and work will start on the development of a training manual for 
Alzheimer associations on counselling and support of carers fol-
lowing  diagnosis.

BP 4 – Care at home
With its fourth business plan programme, Alzheimer Europe 

aims at promoting quality of care at home. As with the other 
programmes, a working group with representatives of national 
organisations was set up to advise Alzheimer Europe on the work 
it carries out in this field. The group is comprised of Sirkkaliissa 
Heimonen (Finland), Sabine Henry (Belgium), Angela Keegan (Ire-
land), Mary Marshall (United Kingdom), Majken Ploby (Sweden) 
and Eugen Stefanut (Romania).

A first meeting of the group took place in 2004, but progress 
on this priority was less than for the other programmes due to 
limited staff resources. Nevertheless, an extensive literature 
search was carried out by Dianne Gove and member organisations 
were contacted for descriptions of the organisation of home care 
in their respective countries.

The business plan programmes
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Report of the independent auditor

Financial Report
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Balance sheet as of 31 December 2003
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Profit and loss account - Year ended December 31, 2004
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In the majority of European countries, civil society plays an 
important role and non-governmental organisations, charities or 
foundations have been created to represent the interests of peo-
ple in a great number of subject areas.

Undoubtedly, trade unions are amongst the oldest interest 
organisations, since they were formed in the 19th century to de-
fend the interests of workers. Some other issues, such as animal 
welfare, the protection of the environment or collaboration with 
developing countries have also given rise to well developed fourth 
sector organisations.

In the field of health, this development is more recent and a 
variety of organisations has been created, some defending more 
general public health issues such as health promotion, others 
dedicated to prevention or the fight against tobacco, alcohol or 
drug abuse. Finally, a great number of organisations have been 
founded to represent the interests of people living with chronic 
conditions, as well as the interests of their carers.

In order to give an overview of the current state of develop-
ment of Alzheimer associations throughout Europe, Alzheimer 
Europe carried out a survey of its member organisations in 2002 
and in 2004 with the hope of highlighting the important contri-
butions these associations make to society.

Through this survey, Alzheimer Europe was able to collect in-
formation on 28 of its 29 member organisations, as well as three 
further Alzheimer associations from Croatia, Malta and Slovenia 
which are not currently members of Alzheimer Europe.

Before presenting the findings, some words of caution 
are necessary:

 ◗ The findings present the answers provided by the 
associations which are members of Alzheimer Europe 
and do not reflect the services of the public sector or 
other not-for-profit organisations in the countries in 
question.

 ◗ For most countries, the services and contri-
butions of regional and local organisations 
may not be fairly represented in the findings, 
since some regional organisations act inde-
pendently of the national headquarters of 
their organisations or may not provide this 
data to the national organisation.

◗ For the above reasons, the findings only provide a limited 
overview of all the contributions provided by the Alzheimer 
movement in the various European countries and all quoted 
figures are therefore an understatement of the real contributions 
of national and regional organisations which in most cases will 
surpass those quoted in this report.

Nevertheless, this report provides for the first time 
an estimation of some of the services provided 
by the Alzheimer movement in Europe 
and its contributions in favour of 
people with dementia and 
their carers.

Introduction

Alzheimer Europ e •  T he Alzheimer Movement in Europ e •  Int ro duc t ion
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Alois Alzheimer, a German neuropathologist, was the first to 
describe in 1906 the symptoms and brain damage of what was to 
become known as Alzheimer’s disease. His patient Auguste D. had 
presented extreme fits of jealousy towards her husband which 
were shortly followed by memory loss, depression and hallucina-
tions. She died five years after her first visit to Dr. Alzheimer, aged 
51. The brain autopsy carried out by Alzheimer revealed signs of 

general atrophy but he detected no tumors or evidence of a 
stroke. Then, examining her cerebral cortex, Dr. Alzheimer 

found lesions, extensive tissue distortion and cell damage 
— the hallmarks of what we now know as Alzheimer’s 

disease.

While research continued into the causes of Alzhei-
mer’s disease, few services existed for people living with 

the disease or their carers and one had to wait until 1979, 
when the first European association was created in the United 
Kingdom to provide support and information to carers of people 
with Alzheimer’s disease. In the United States, a similar organisa-
tion was set up in 1980.

In the ensuing years, Alzheimer associations were set up in 
other Western European countries and after the fall of the Berlin 

Wall, this trend continued also in Central and Eastern Euro-
pean countries, with the creation of Alzheimer associations in 
1992 in both Poland and Romania.

Currently, Alzheimer associations are established in 
almost all the Member States of the European 

Union, as well as in the accession countries.

History  
of the Alzheimer movement

Date of creation Country

1979 United Kingdom

1982 Ireland

1984 Sweden

1985 France, Italy

1986 Belgium

1987 Luxembourg

1988 Finland, Portugal, Switzerland

1989 Germany

1990 Austria, Spain

1991 Denmark

1992 Poland, Romania

1994 Norway

1995 Greece

1997 Czech Republic, Turkey, Slovenia

1998 Slovak Republic

1999 Croatia

2004 Malta

Table 1   Date of creation of Alzheimer associations 
N.B.: for countries where there is more than one organisation,  

the date reflects the creation of the first Alzheimer  
association in this country.

Alzheimer Europ e •  T he Alzheimer Movement in Europ e •  H is tor y of  t he Alzheimer movement
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 The main driving reasons for setting up Alzheimer associa-
tions were threefold:

◗ Alzheimer associations were to provide much needed 
information on Alzheimer’s disease, a disease of which very little 
was known in the early days of the Alzheimer movement.

 ◗ In the absence of existing treatment and often even of services 
for people with Alzheimer’s disease, Alzheimer associations were 
set up to provide support for carers of people with Alzheimer’s 
disease and to provide them with the possibility to exchange 
information and experiences.

 ◗ Finally, one of the primary roles of Alzheimer associations was 
to raise the awareness of the general public about Alzheimer’s 
disease in order to ensure that people are diagnosed properly.

While it is true that Alzheimer associations still keep to these 
core objectives, a number of developments should be noted that 
have diversified the role of Alzheimer associations.

Regionalisation  
of Alzheimer  
associations 

Since their creation, Alzheimer associations have grown 
considerably. Most national associations have set up regional 
branches, which provide services and support on a local level 
which the national office would be unable to provide. In total, the 
31 national associations, which replied to the survey, represent 
1,141 regional organisations. 

This development is to a large extent linked to the age of or-
ganisations and more recent organisations have only started the 
process of developing regional branches. This is particularly true 
for Eastern European organisations in Croatia, the Czech and Slo-
vak Republics, Poland and Romania, but is also the case for Greece 
and Portugal.

On the other hand, this development has been particularly 
pronounced in the Nordic countries. Thus the Norwegian or-
ganisation has 125 regional associations, in Sweden there are 127 
regional organisations, whereas the Finnish organisation has 46 
regional branches. Although these countries have relatively small 

Country Branches

Austria 30

Belgium 44

Croatia 3

Cyprus 4

Czech Republic 29

Denmark 16 

Finland 46

France 98

Germany 88

Greece 1

Ireland 29

Italy 69

Luxembourg 1

Netherlands 42

Malta 1

Norway 125

Poland 1

Portugal 5

Romania 5

Slovak Republic 1

Slovenia 2

Spain 44

Sweden 120

Switzerland 18

Turkey 6

United Kingdom 310

TOTAL 1141

Table 2 Branches of national Alzheimer associations 

The changing face and role  
of Alzheimer associations

Alzheimer Europ e •  T he Alzheimer Movement in Europ e •  T he c hanging f ace and ro le of  Alzheimer ass o c iat ions
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populations, the populations are spread over large territories and 
the Nordic organisations were successful in developing their re-
gional associations in the rural areas.

Outreach  
of Alzheimer associations

Despite the survey carried out by Alzheimer Europe, it remains 
difficult to give an exact figure of the members of Alzheimer as-
sociations, since the definition of member may vary from one 
organisation to another:

◗ The vast majority of national Alzheimer associations have 
individual members which make up the organisation.

◗ A number of associations are federations of regional 
organisations and individuals become members of the regional 
organisations, rather than of the national organisation. While the 
French and Swiss organisations require their regional organisations 
to indicate the number of members they have and can therefore 
provide the numbers of members nationwide, this is not the case 
for the German, Italian and Spanish organisations.

 ◗ The organisations in Greece and Poland have formed loose 
networks and alliances with other Alzheimer associations in the 
country, yet the membership figures they provide are those of the 
local associations in Thessalonica or Warsaw and do not include 
the members of other associations on the network.

◗ Finally, the Dutch association has chosen the legal form of 
a foundation, which does not have members, and the numbers 
they have reported when answering the survey are those of its 
donators. Since they have a very successful fundraising campaign, 
the organisation can count on the support of over 200,000 
donors, but this figure was not included in the results reproduced 
hereafter.

Bearing in mind these reservations, one can nevertheless esti-
mate that the 31 associations that replied to the survey represent 
over 114,000 members throughout Europe.

This number remains relatively low when one compares it 
to the number of people with dementia in the countries (See 
table 3) and organisations rarely manage to represent as much 
as 5% of their target population, except for Cyprus (18.48%), Den-
mark (6.06%), Finland (15.65%), Ireland (7.89%), Luxembourg 

Country Members

People  
with 
dementia Percentage

Austria 2,000 97,137 2.05

Belgium 3,013 129,389 2.33

Cyprus 500 2,705 18.48

Denmark 4,000 65,959 6.06

Finland 9,200 58,797 15.65

France 13,553 758,229 1.78

Greece 1,297 131,283 0.99

Ireland 2,500 31,702 7.89

Italy 5,000 791,205 0.63

Luxembourg 634 4,665 13.59

Norway 3,600 57,758 6.23

Poland 400 311,879 0.13

Portugal 3,800 103,690 3.66

Romania 900 139,787 0.64

Slovak Rep. 60 42,197 0.14

Spain 15,130 488,956 3.09

Sweden 9,837 131,643 7.47

Switzerland 6,300 88,304 7.13

U. K. 28,745 741,042 3.88

Table 3  Membership of Alzheimer associations 
Thanks to the work of the European Community Concerted  
Action on the Epidemiology and Prevention of Dementia group  
(EURODEM for short), it is possible to estimate how many people  
in a given country are likely to have dementia provided that  
accurate population statistics are available. In the course  
of their work, members of the above-mentioned group pooled  
data on the prevalence of moderate to severe dementia in several  
European countries and came up with a set of prevalence rates  
for men and women in 9 different age groups (30-59, 60-64,  
65-69, 70-74, 75-79, 80-84, 85-89, 90-94 and 95-99).  
The study included people with dementia who were living  
at home as well as those in institutions, nursing ho mes  
and residential care. For more details about this study, please  
refer to the article: Hofman, A. et al. (1991), The prevalence  
of dementia in Europe: a collaborative study of 1980-1990  
findings, International Journal of Epidemiology,  
Volume 20, No.3, pages 736-748.
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(13.59%), Norway (6.23%), Sweden (7.47%) and Switzerland 
(7.13%).

While these figures may be disappointing, it is worthwhile 
remembering that:

 ◗ The prevalence figures quoted indicate the total number of 
people with dementia in a country, whereas a number of these 
remain undiagnosed or are diagnosed at a very late stage,

 ◗ The prevalence of Alzheimer’s disease and most other forms of 
dementia increases with age and therefore people with dementia 
and their carers are predominantly elderly people who may be 
more reluctant to join Alzheimer associations,

 ◗ The care of people with dementia is a highly time consuming 
occupation and carers may not necessarily have the time and/or 
energy to become active members of an Alzheimer’s association,

 ◗ Alzheimer associations provide information and support to a 
much wider audience than their immediate membership and no 
Alzheimer association has made membership a requirement for 
access to the services they provide.

It seems clear nevertheless that programmes to boost the 
membership of national Alzheimer associations could prove use-
ful in the vast majority of countries.

In its survey of Alzheimer associations, Alzheimer Europe 
therefore also wanted to see whether its member organisations 
had developed outreach programmes for certain minority groups, 
such as younger people with dementia, people with dementia 
from ethnic minorities or gay people with dementia.

Of the 31 associations that replied to the survey, 19 (61.29%) 
had specific programmes or services for younger people with de-
mentia, 8 (25.80%) provided information and support for people 
with dementia from ethnic minorities and 5 (16.13%) had devel-
oped specific services for gay people with dementia.

Younger people with dementia  
and their carers

Early onset dementia affects people under 65. Younger people 
with dementia are normally between 40 and 65 years old, with a 
majority of them in their 50s and early 60s. Due to their lower age, 
they have a number of different needs, since they may still be in paid 
employment at the time of diagnosis or have younger children.

Map 1  Countries providing specialised services  
for younger people with dementia and their carers:  
Austria, Belgium, Czech Republic, Denmark,  
Finland, France, Greece, Ireland, Italy,  
Netherlands, Norway, Romania, Spain, Sweden,  
Switzerland, United Kingdom and Croatia.

Map 2  Countries providing specialised services  
for people with dementia and their carers  
from ethnic and cultural minorities:  
Finland, Greece, Netherlands, Norway,  
United Kingdom and Slovenia.
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The situation of younger people with dementia is often char-
acterised by a lack of adequate services. Care needs to be planned 
in another way and services must take into account the fact that 
the younger person with dementia, as well as the carer, may still 
have family and professional responsibilities.

A growing number of organisations have recognised this and 
provide specific counselling and other services for younger people 
with dementia. 19 of the 31 national associations do so, yet access 
to these services unfortunately often remains highly dependent 
on the location of younger people with dementia, since these spe-
cialised services are not normally available in the whole country 
(Map 1).

People with dementia from ethnic  
minorities and their carers

Most European countries have societies with variably sized 
minorities of citizens from other countries and cultures. Members 
of these ethnic and cultural minorities grow older and some of 
them will develop dementia and require information on the dis-
ease and access to services. In such cases, information may not 
always be available in a language understandable to members of 
these ethnic minorities and services may not be adequate for their 
differing cultural needs. 

Only 8 national associations have recognised this cultural 
diversity and developed outreach programmes for ethnic and 
cultural minorities by providing information sheets in a number of 
different languages, as well as adapting services to these specific 
needs (Map 2). 

Gay people with dementia  
and their carers

Gay and lesbian people with dementia and their carers often 
face specific problems or discrimination due to their sexual orien-
tation. Care workers may not be prepared to discuss health and 
care questions with the partners of gay people with dementia and 
support groups may not welcome the participation of gay people 
with dementia and their partners.

The Alzheimer’s Society in the United Kingdom was the first 
national organisation to recognise the added discrimination faced 
by gay people with dementia and their carers and started a spe-
cific support network for this group. Other organisations, such as 

Map 3  Countries providing  
specialised services for gay  
people with dementia  
and their carers:  
Belgium, Ireland, Italy  
and United Kingdom.

Map 4  Countries providing information and services  
for people with other forms of dementia: Belgium,  
Czech Republic, Denmark, Finland, France, Germany,  
Greece, Ireland, Italy, Netherlands, Poland, Romania,  
Sweden, United Kingdom and Croatia.
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Alzheimer Scotland – Action on Dementia have followed suit and 
now provide specific support programmes for gay people with 
dementia. Nevertheless, only 5 national organisations of the 31 
organisations who replied to the survey provide such specialised 
support (Map 3).

Alzheimer’s disease  
and dementia

While Alzheimer’s disease is by far the most common form of 
dementia, there exist other forms of dementia, such as vascular 
dementia, fronto-temporal dementias and Lewy Body dementia, 
as well as a wide range of other rarer forms of dementia.

Initially, Alzheimer associations were created to provide infor-
mation and support for carers of people with Alzheimer’s disease, 
but over the course of the years, most organisations started to  
develop information on other forms of dementia. Thus, in the sur-
vey carried out by Alzheimer Europe, 20 of the 31 organisations 
replied that they also provided information, support and services 
for people suffering from other forms of dementia (Map 4).

The names of some of the member organisations (Demens-
förbundet in Sweden or Alzheimer Scotland-Action on Dementia 
in the United Kingdom) reflect this wider focus on dementia in 
general. The Alzheimer’s Society in the United Kingdom accom-
panies their logo with the mission statement “Dementia care and 
research” to show their commitment to people living with any 
kind of dementia.

Inclusion of people  
with dementia

Early diagnosis had led to people with dementia being diag-
nosed at a stage when they are able to understand the diagnosis 
and take an active role in decisions affecting their lives. For that 
reason, organisations can no longer merely focus on the needs of 
carers of people with dementia without also providing support 
and services directly to people with dementia.

As a result, 18 of the 31 associations now provide support 
groups for people with dementia, either as peer support groups 
or together with their partners/carers (Map 5).

Of the 31 associations, only Alzheimer Scotland – Action on 
Dementia had a person with dementia represented in their na-
tional Board of Directors.

Alzheimer associations  
as service organisations

With the expansion of their core objectives beyond aware-
ness raising and provision of information on Alzheimer’s disease, 
Alzheimer associations started to diversify the services that they 
provide for people with dementia and their carers. Also, in a 
number of countries, Alzheimer associations stepped in to provide 
those services not or no longer provided by the public sector. 

As a result, a number of associations are now successful 
service providers. Alongside the more traditional services, such as 
support groups (29 associations), training programmes for carers 
(25 associations) and helplines (26 organisations), associations 
run such essential services as day care centres (15 organisations) 
or home care services (13 organisations). 

In the Czech Republic, Finland and Turkey, the organisations 
even provide long-term care in an institution entirely run by the 
organisation with a number of further associations currently 
studying similar projects.

Map 5  Countries providing support groups  
for people with dementia: Austria,  
Belgium, Denmark, Finland, Germany,  
Greece, Ireland, Netherlands, Norway,  
Romania, Spain, Sweden, Switzerland,  
United Kingdom and Croatia.
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Country Support groups Training programmes Helplines Day care Home Care Long-term care

Austria X X

Belgium X X X

Croatia X X

Cyprus X X

Czech Republic X X X X X

Denmark X X X X

Finland X X X X X X

France X X X X X

Germany X X X X X

Greece X X X X

Ireland X X X X X

Italy X X X

Luxembourg X X X X

Netherlands X X X

Malta X

Norway X X X

Poland X X X X

Portugal X X X X X

Romania X X X X

Slovak Republic X X X X

Slovenia X X X

Spain X X X X X

Sweden X X X

Switzerland X X X X

Turkey X X X X

United Kingdom X X X X X

Table 4 Services provided by Alzheimer Associations
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As organisations started to provide more and more services, 
the number of people working for Alzheimer associations as paid 
members of staff or as volunteers has grown considerably. Similarly, 
from small organisations with limited budgets, some associations 
have developed into flourishing third sector service providers with 
substantial budgets.

Staff employed  
by Alzheimer associations

Almost all national associations, with the exception of Aus-
tria, Croatia, Malta, Slovenia and the Slovak Republic have paid 
members of staff to run the office of the organisation, to fund-
raise or to lobby national governments. Some organisations also 
employ paid members of staff for some of the services, such as 
helplines or support groups provided by the national office. Fi-
nally, some organisations with a well developed service structure 
throughout the country, such as the associations in Finland, Ire-
land, Luxembourg and the United Kingdom, employ considerable 
numbers of staff.

With a total of 3,453 people employed by the 31 national 
associations who took part in the Alzheimer Europe survey, it is 
clear that the contributions of the Alzheimer movement in sup-
porting people with dementia and their carers are considerable. 
As with the members of associations, it has proved difficult to 
obtain global figures for some countries (France, Germany, Italy),  
as regional branches which are independent of the national head-
quarters may also employ staff members which are not included 
for these countries. 

The budgets of Alzheimer  
associations

The growth of the budgets of Alzheimer associations went 
hand in hand with the development of services and the increase in 
staff. Nevertheless, this development is not uniform and a number 
of organisations continue to survive on an annual income below 
€100,000. This is mostly the case for organisations in Eastern 
Europe, such as Croatia, Poland, Romania and Slovenia, but even 
Austria finds itself in this category.

For a number of organisations, the figures provided by Alzhei-
mer Europe do not adequately reflect the contributions of these 
associations for the support of people with dementia and their 

carers, since the expenditure and income of these associations 
does not take into account the fundraising and services of the 
regional organisations in the country.

Despite this, the amount spent by Alzheimer associations for 
the support of people with dementia and their carers is consider-
able and totals almost €78 million in 2003. When calculating how 
much national organisations spend per person with dementia in 
each country, Luxembourg arrives first (€412.75), followed by 
Ireland (€205.03) and the United Kingdom (€69.52).

The economic contributions  
of Alzheimer associations

Country Central office Global
Austria 0 0
Belgium 5 5
Croatia 0 0
Cyprus 1 6
Czech Republic 15 23
Denmark 4 4
Finland 17 117
France 12 12
Germany 12 12
Greece 2 7
Ireland 17 437
Italy 8 8
Luxembourg 72 72
Malta 0 0
Netherlands 48 48
Norway 7 17
Poland 1 1
Portugal 5 26
Romania 1 15
Slovenia 0 0
Slovak Republic 0 0
Spain 8 82
Sweden 6 6
Switzerland 7 17
Turkey 2 3
United Kingdom 333 2,530
TOTAL 587 3,453

Table 5 Staff employed by national Alzheimer associations
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Country Income Expenditure

Expenditure  
per person  
with 
dementia

Austria 8,000 8,000 0.08

Belgium 353,000 273,000 2.11

Croatia 4,000 4,000

Czech Rep. 200,000 195,000 1.98

Denmark 529,000 507,500 7.69

Finland 2,142,000 2,140,000 36.40

France 4,100,000 3,500,000 4.62

Germany 830,000 820,000 0.79

Greece 196,000 159,500 0.79

Ireland 6,800,000 6,500,000 205.03

Italy 430,500 327,000 0.41

Luxembourg 1,932,000 1,925,,500 412.75

Netherlands 4,800,000 4,600,000 27.89

Norway 610,000 365,000 6.32

Poland 50,000 52,500 0.17

Portugal 387,500 400,000 3.86

Romania 30,000 28,500 0.20

Slovenia 8,000 8,000

Spain 1,989,500 1,828,000 3.74

Sweden 817,000 780,000 6.00

Switzerland 1,950,000 1,948,000 22.06

Turkey 133,000 51,000

U. K. 54,853,000 51,519,00 69.52

TOTAL 83,062,500 77,796,200

Table 6  Income and Expenditure of Alzheimer associations  
(In 2003 and in Euro)

Summary
While the Alzheimer Europe survey does not provide an ex-

haustive overview of the services provided by Alzheimer associa-
tions and the contributions that they give to the support and care 
of people with dementia and their carers, the survey has allowed 
the organisation to give an estimation of the significant and mani-
fold contributions of the European Alzheimer movement:

The 31 national associations, which replied to the survey:

◗     Regroup 1,141 regional branches

◗     Have 114,981 members

◗     Employ 3,452 staff members

◗     Run 753 support groups  

for carers of people with dementia,  

120 support groups for people with dementia  

and 614 training programmes

◗     Operate 186 day care centres,  

113 home care services  

and 25 long-term care services

◗     Contributed €77,936,500  

for the support  

of people with dementia  

and their carers  

in 2003.
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Austria

Alzheimer  
Angehörige Austria
Obere Augartenstraße 26-28 
1020 VIENNA
Tel.: +43-1-332 51 66
Fax: +43-1-334 21 41
alzheimeraustria@via.at
www.alzheimer-selbsthilfe.at

Belgium

for the Flemish-speaking part

Vlaamse Alzheimer Liga
Stationstraat 60-62 
2300 TURNHOUT
Tel.: +32-14-43 50 60
Fax: +32-14-43 76 54
vlaamsealzheimerliga@skynet.be
www.alzheimer.be

for the French  
and German-speaking parts

Ligue Alzheimer
Clinique le Perî 
4bis, Montagne Ste Walburge 
4000 LIEGE
Tel.: +32-4-229 58 10
Fax: +32-4-225 86 93
henry.sabine@skynet.be
www.alzheimer.be

Cyprus

Pancyprian Alzheimer  
Association
Stadiou Street 31A 
6020 LARNACA
Tel.: +357-4-62 71 04
Fax: +357-4-62 71 06
alzhcyprus@yahoo.com

Czech Republic

Česká alzheimerovská  
spolecnost
Centre of Gerontology 
Šimùnkova 1600 
182 00 PRAGUE 8
Tel.: +420-2-86 88 36 76
Fax: +420-2-86 88 27 88
Petr.Veleta@gerontocentrum.cz
www.gerontocentrum.cz

Denmark

Alzheimerforeningen
Sankt Lukas Vej 6,1 
2900 HELLERUP
Tel.: +45-39-40 04 88
Fax: +45-39-61 66 69
post@alzheimer.dk
www.alzheimer.dk

Finland

Alzheimer-keskusliitto
Luotsikatu 4 E 
00160 HELSINKI
Tel.: +358-9-622 62 00
Fax: +358-9-62 26 20 20
varpu.kettunen@alzheimer.fi
www.alzheimer.fi

The member organisations  
of Alzheimer Europe

France

Association  
France Alzheimer
21, Boulevard Montmartre 
75002 PARIS
Tel.: +33-1-42 97 52 41
Fax: +33-1-42 96 04 70
directeur@francealzheimer.org
www.francealzheimer.org

Germany

Deutsche Alzheimer  
Gesellschaft e.V.
Friedrichstr. 236 
10969 BERLIN
Tel.: +49-30-25 93 79 50
Fax: +49-30-31 50 57 35
info@deutsche-alzheimer.de
www.deutsche-alzheimer.de

Greece

Greek Association  
of Alzheimer’s Disease  
and Related Disorders (GAADRD)
Charisio Old People’s Home 
Terma Dimitriou Charisi - Ano Toumba 
543 52 THESSALONIKI
Tel.: +30-2310-925 802
Fax: +30-2310-925 802
alzheimer@hellasnet.gr
www.alzheimer-hellas.gr
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Iceland

F.A.A.S.
Austurbrún 31 
104 REYKJAVÍK
Tel.: +354-533-10 88
Fax: +354-533-10 86
faas@alzheimer.is
www.alzheimer.is

Ireland

The Alzheimer  
Society of Ireland
Alzheimer House 
43, Northumberland Avenue 
DÚN LAOGHAIRE, CO. DUBLIN
Tel.: +353-1-284 66 16
Fax: +353-1-284 60 30
info@alzheimer.ie
www.alzheimer.ie

Italy

Associazione Italiana  
Malattia di Alzheimer
Ripa di Porta Ticinese 21 
20143 MILANO
Tel.: +39-02-89 40 62 54
Fax: +39-02-89 40 41 92
aimanaz@tin.it
www.alzheimer-aima.it

Federazione Alzheimer Italia
Via Tommaso Marino, 7 
20121 MILANO
Tel.: +39-02-80 97 67
Fax: +39-02-87 57 81
info@alzheimer.it
www.alzheimer.it

Luxembourg

Association Luxembourg Alzheimer
B.P. 5021 
1050 Luxembourg
Tel.: +352-42 16 76-1
Fax: +352-42 16 76-30
info@alzheimer.lu
www.alzheimer.lu

Netherlands

Alzheimer Nederland
Kosterijland 3 
Postbus 183 
3980 CD BUNNIK
Tel.: +31-30-659 69 00
Fax: +31-30-659 69 01
info@alzheimer-nederland.nl
www.alzheimer-nederland.nl

Norway

Nasjonalforeningen  
Demensforbundet
Oscargt. 36 A 
Postboks 7139 Majorstua 
0307 OSLO
Tel.: +47-23-12 00 00
Fax: +47-23-12 00 01
post@nasjonalforeningen.no
www.nasjonalforeningen.no

Poland

Polskie Stowarzyszenie  
Pomocy Osobom  
z Chorobą Alzheimera
ul. Hoza 54/1 
00-682 WARSAW
Tel.: +48-22-622 11 22
Fax: +48-22-622 11 22
alzheimer_pl@hotmail.com
www.alzheimer.pl

Portugal

Associaçào Portuguesa  
de Familiares e Amigos  
dos Doentes de Alzheimer
Av. Ceuta Norte, Quinta do Loureiro, 
Lote 1, lojas 1 e 2 
1350-410 LISBOA
Tel.: +351-21-361 04 60
Fax: +351-21-361 04 69
alzheimer@netcabo.pt
www.alzheimerportugal.org

Romania

Societatea Alzheimer
Bd. Mihail Kogalniceanu 49 
Sc. A,  Et. 1, Apt. 8, Sector 5 
70603 BUCHAREST
Tel.: +40-21-334 89 40
Fax: +40-21-334 89 40
contact@alz.ro
www.alz.ro
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Slovak Republic

Slovenská  
Alzheimerova spoločnost
Dúbravská cesta 9 
842 45 BRATISLAVA
Tel.: +421-2- 62 41 41 43
Fax: +421-2- 62 41 41 43
alzheimer@alzheimer.sk
www.alzheimer.sk

Spain

Confederación Española  
de Familiares de Enfermos  
de Alzheimer y otras demencias
c/ Pedro Alcatarena n°3 
31014 PAMPLONA
Tel.: + 34-902-17 45 17
Fax: +34-948-26 57 39
alzheimer@cin.es
www.ceafa.org

Fundación Alzheimer  
España
C/Pedro Muguruza, 1, 6C 
28036 MADRID
Tel.: +34-913-431 165
Fax: +34-913-595 450
alzheuro@yahoo.es
www.alzheimer.rediris.es

Sweden

Alzheimerföreningen  
i Sverige
Sunnanväg 14 S 
Box 4109 
227 22 LUND
Tel.: +46-46-14 73 18
Fax: +46-46-18 89 76
info@alzheimerforeningen.se
www.alzheimerforeningen.se

Demensförbundet
Drakenbergsgatan 13 nb 
117 41 STOCKHOLM
Tel.: +46-8-658 52 22
Fax: +46-8-658 60 68
rdr@demensforbundet.se
www.demensforbundet.se

Switzerland

Association  
Alzheimer Suisse
8, rue des Pêcheurs 
1400 YVERDON-LES-BAINS
Tel.: +41-24-426 20 00
Fax: +41-24-426 21 67
alz@bluewin.ch
www.alz.ch

Turkey

Alzheimer Vakfı
Halaskargazi Caddesi No:115/4  
HARBIYE-İSTANBUL 
Tel.: +90-212-224 41 89
Fax: +90-212-296 05 79
alzheimervakfi@ttnet.net.tr
www.alz.org.tr

United Kingdom

for England,  
Northern Ireland and Wales

Alzheimer’s Society
Gordon House 
10 Greencoat Place 
LONDON SW1P 1PH
Tel.: +44-20-73 06 06 06
Fax: +44-20-73 06 08 08
enquiries@alzheimers.org.uk
www.alzheimers.org.uk

for Scotland

Alzheimer Scotland -  
Action on Dementia
22 Drumsheugh Gardens 
EDINBURGH EH3 7RN
Tel.: +44-131-243 14 53
Fax: +44-131-243 14 50
alzheimer@alzscot.org
www.alzscot.org
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The organisation is regularly asked for 
its views on a variety of important issues 
for people with dementia and their carers, 
including scientific and related issues. Re-
cent examples have included ethics of re-
search, genetic testing, stem cell research 
and legal provisions for people with de-
mentia who have reduced capacity. 

In responding to these requests, the 
organisation of course contacts it mem-
ber organisations for their advice and 
views. However, we have been conscious 
that, as an organisation, we lack in-house 
expertise to inform our consultations and 
responses. We therefore decided to set up 
a Scientific Advisory Panel, with experts 
in four main fields:

 ◗ Medical and Research Issues 

 ◗ Care and Social Issues 

 ◗ Ethical Issues 

 ◗ Legal Issues

Legal issues

Austria
JAQUEMAR Susanne

Denmark
BUSS Dorthe

Finland
MÄKI-PETÄJÄ Anna

Ireland
COSTELLO John

Greece
LECCA MARCATI Elenie 
LEKKAS Paul

Medical  
and research issues

Belgium
VAN BROECKHOVEN Christine

Denmark
WALDEMAR Gunhild

Finland
ERKINJUNTTI Timo

France
ALLAIN Hervé 
DEROUESNE Christian 
FORETTE Françoise 
MOULIAS Robert 
ROBERT Philippe 
VELLAS Bruno

Italy
BRUNI Amalia Cecilia 
LUCCA Ugo

Ireland
LAWLOR Brian

Germany
STOPPE Gabriela

Netherlands
HOFMAN Albert 
JOLLES Jelle 
SCHELTENS Philip

Romania
TARATU Nicoletta

Switzerland
SARTORIUS Norman

Sweden
WIMO Anders 
WINBALD Bengt 

Turkey
EMRE Murat

United Kingdom
BAYER Antony 
BURNS Alistair 
McKEITH Ian

The Expert Advisory  
Panel of Alzheimer Europe

Care  
and social issues

Belgium
WUNSCH Guillaume

France
BOURIN Michel

Italy
GUAITA Antonio 
NOBILI Alessandro

Germany
NEUMANN Eva Maria

Sweden
BECK-FRIIS Barbo

United Kingdom
BANERJEE Sube 
DOWNS Murna 
JACKSON Jim 
MELZER David 
NOLAN Mike
WOODS Bob

Ethical issues

France
RIGAUD Anne-Sophie

Italy
DEFANTI Carlo

Germany
MIETH Dietmar

Netherlands
BERGHMANS Ron 
OLDE RIKKERT Marcel

Norway
SPARR Sigurd

Sweden
NORBERG Astrid

Alzheimer Europ e •  Pr ac t ic a l  in f or mat ion •  T he E x p er t Adv is or y Panel of  A lzheimer Europ e



32

Board Members

Chairperson: 
Maurice O’Connell,  
Alzheimer’s Society of Ireland (Ireland)

Vice-Chairperson: 
Sabine Henry,  
Ligue Alzheimer (Belgium)

Honorary Secretary: 
Alan Jacques,  
Alzheimer Scotland – Action on Dementia 
(United Kingdom)

Honorary Treasurer: 
Pekka Laine,  
Alzheimer Keskusliitto (Finland)

Members:
Ad Adriaansen,  
Alzheimer Nederland (Netherlands)
Patrice Allard,  
France Alzheimer (France)
Liane Kadusch-Roth,  
Association Luxembourg Alzheimer 
(Luxembourg)
Heike von Lützau-Hohlbein,  
Deutsche Alzheimer Gesellschaft (Germany)
Alicja Sadowska,  
Polskie Stowarzyszenie Pomocy  
Osobom z Chorobą Alzheimera (Poland)
Gabriella Salvini,  
Federazione Alzheimer Italia (Italy)
Naja Skovgaard,  
Alzheimerforeningen (Denmark)
Sigurd Sparr,  
Nasjonalforeningen Demensförbundet 
(Norway)

Secretariat

Alzheimer Europe
145, route de Thionville 
L-2611 Luxembourg 
Tel.: +352-29 79 70 
Fax: +352-29 79 72
info@alzheimer-europe.org
www.alzheimer-europe.org

Executive Director
Jean Georges

Information Officer
Dianne Gove

Communication Officer
Sandrine Lavallé

Office Manager
Claire Haigh

Alzheimer Europe

Alzheimer Europ e •  Pr ac t ic a l  in f or mat ion •  Alzheimer Europ e



Alzheimer Europe  
gratefully acknowledges  

the financial support  
of Janssen-Cilag,  

Lundbeck and Pfizer  
which has made  
the publication  
of this Annual Report  
possible.

Also, Alzheimer Europe  
gratefully acknowledges a grant  

of the Pfizer Foundation which allowed  
the organisation to carry out a survey  

of the structure and services  
of its member organisations 

 and to publish the results  
in this Annual Report.

Photos prov ide d by C ze c h - In

Ar t wor k by f r anço is he l ly

Map ou t l ine by OMC- Mar t in Weinel t  



Alzheimer Europe
145, route de Thionville
L-2611 Luxembourg
Tel: +352-29 79 70
Fax: +352-29 79 72
info@alzheimer-europe.org
www.alzheimer-europe.org




