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Agenda
• Alzheimer Europe 

• Carers’ Survey Findings
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• Carers’ Survey Findings

– Behavioural problems experienced by carers

– Availability and use of services

– Disclosure of diagnosis and information needs

• European Collaboration on Dementia



Alzheimer Europe
• Members

– 31 national Alzheimer associations in 27 European countries
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• Mission statement

– Changing perceptions, policy and practice in order to improve the 
access by people with dementia and their carers to treatment 
options and care services



Key challenges
• 6.1 million people with dementia in European Union

• Socio-economic impact of the disease
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• Late diagnosis

• Impact on carers 

• Lack of services

• Differences across Europe with regard to access to 
treatment and services



From problems to solutions
• Dementia as a public health priority and developmen t 

of national and European action plans or strategies

• Increased research funding
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• Increased research funding

• Dementia in medical training

• Exchange of best practices (care models, 
guardianship systems) through open method of 
coordination

• Support to Alzheimer associations



Carers’ Survey
Country Completed surveys

Germany 242
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Poland 201

France 204

Scotland 334

Spain 200

TOTAL 1,181

Georges, Poster at EFNS 2006



Difficulties prompting the seeking 
of help: overview

64%

79%
87%

92%
Spain = 71% Germany = 86% Germany = 76%

France = 72%

Spain = 47%

7Difficulties listed in order of decreasing importan ce

Area of 
difficulty:

Cognition Activities of daily 
living

Behaviour Communication

Memory/confusion
Concentration/attention
Orientation/getting lost

Recognising people

Finding belongings
Financial activities

Shopping
Using telephone

Cooking

Personality changes
Depression
Irritability

Social withdrawal
Wandering

Following conversation
Writing/reading

Speaking
Comprehension of language

Alzheimer Europe, Data on file



Current symptoms: 
overview

96% 93%
89% 88%No notable 

country 
differences
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CognitionActivities of 
daily living

Behaviour Communication
Area of 
difficulty:

Memory/confusion
Concentration/attention
Orientation/getting lost

Recognising people

Finding belongings
Financial activities

Shopping
Showering/bath 

Cooking
Using telephone

Social withdrawal
Personality changes

Wandering
Lack of energy

Irritability

Following conversation
Writing/reading

Comprehension of language
Speaking

Areas of difficulty listed 
in order of decreasing importance Georges et al. (2008), 

Int J Geriatr Psychiatry



Most problematic symptoms: 
overview

36%

45%
50%

68%

Poland = 48%

France= 33%

Poland = 85%

Germany = 52%
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Area of 
difficulty:

Behaviour

Agitation/aggression
Personality changes

Irritability
Wandering/restlessness

Depression

Activities of 
daily living

Showering/bath
Being left alone

Incontinence
Finding belongings
Moving in general

Sleeping

Cognition

Memory/confusion
Concentration/attention

Orientation
Recognising people

Communication

Following conversation
Comprehension of language

Speaking
Writing/reading

Areas of difficulty listed 
in order of decreasing importance

Georges et al. (2008), 
Int J Geriatr Psychiatry



Most problematic symptoms: 
overview

Activities of daily living (68%)

• Showering/bath 25% 

• Being left alone 20%

• Incontinence 19%

• Finding belongings   16%

• Moving in general 14%

Cognition (45%)

• Memory/confusion 32%

• Concentration/attention          12%

• Orientation 12%

• Recognising people                  7%

Communication (36%)
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• Moving in general 14%

• Sleeping 12%

Behaviour (50%)

• Agitation/aggression 16%

• Personality changes 16%

• Irritability 11%

• Wandering/
restlessness 10%

• Depression 8%

Communication (36%)

• Following conversation          17%

• Comprehension of 
language 14%

• Speaking 12%

• Writing/reading 3%

Base: all respondents (1,181) Georges et al. (2008), Int J Geriatr Psychiatry



Availability and use of 
services (I) 

46%
44%

42%

Services available

Services used

Poland = 79%

Scotland = 60%

France = 11% Scotland = 70%
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30% 30%
28%

Home support Day careCarer support 
groups

Georges et al. (2008), Int J Geriatr Psychiatry;
Georges. Poster at EFNS 2006; Alzheimer Europe, 2006; Alzheimer Europe, Data on file



Availability and use of 
services (II) 

33%

51%
48%

41%
40%

50%

60% European
Average
Scotland

Germany
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Alzheimer Europe (2006): Who cares? The state of dem entia care in Europe

10%

3%

0%

10%

20%

30%

Respite care

Germany

Poland

France

Spain



Patients informed about 
disease

Percentage of carers reporting that patients were i nformed 
about disease

70%

80%

France

Scotland
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64%

23%

65%

69%

0% 20% 40% 60% 80% 100%

European Average

Spain

Poland

Germany

Alzheimer Europe (2006): Who cares? The state of de mentia care in Europe



Information received upon diagnosis 
& additional information requirements

Information 
about: 52%

27%

50%
27%

41%
29%

34%
46%

Drug treatments

Disease progression

Dementia

National Alzheimer’s Association
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13%
25%

9%
7%

5%
32%

19%
6%

18%
46%

13%
38%

Services available

Other help/support groups available

None

Legal rights and issues

Driving

Advance planning

Information received

Further information 
requirements

Georges et al. (2008), Int J Geriatr Psychiatry; Georges. Poster at EFNS 2006; Alzheimer Europe, 2006



24%

41%

65%More practical information on help /services

More medical information

More comprehensive information

Spain = 81%

Poland = 80%

Germany = 37%

Ways in which information 
received could be improved
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12%

2%

2%

6%

24%

Less technical information

To be easier to understand

Less information (as information 
overload)

Couldn’t be improved/I’m satisfied

Don’t know/not stated

Spain = 52%

Alzheimer Europe, Data on file



European Collaboration on 
Dementia
1. Prevalence of dementia

2. Diagnosis and treatment
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3. Non pharmacological interventions

4. Risk factors and prevention

5. Socio economic cost of dementia

6. Social support of people with dementia and their 
carers



Diagnostic and treatment guidelines

• 39 guidelines identified and included in database 
allowing comparison on individual items
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– 22 European guidelines

• 14 non-English language
• 8 English language

– 17 non-European English language guidelines



Psychosocial guidelines
• Inventory of guidelines

– In 5 European countries, dementia guidelines were found that 
gave attention to psychosocial interventions (Germany, Italy, 
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gave attention to psychosocial interventions (Germany, Italy, 
Netherlands, Spain and United Kingdom)

– In 3 European countries, reports giving attention to psychosocial 
care in dementia are available (France, Ireland and Switzerland)



Social support systems

• Inequalities in access persist

– Differences between countries

– Regional variations within countries

• Fragmentation of social support
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– Various government departments (health, social affairs, 
social security, employment)

– Responsibility on federal, regional and local level

– Public, private and NGO run services

• Lack of specialisation

– General services for people with disabilities or the elderly

– Lack of training of care personnel in dementia specific care



For more information
www.alzheimer-europe.org
www.dementia-in-europe.eu
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