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Services for Supporting Family Carers of 
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Characteristics, Coverage and Usage
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The EUROFAMCARE group : Germany : Döhner H. (project co-ordinator), Kofahl C., Luedecke D., Mnich E. (Hamburg) and 
Rothgang H., Becker R. (Bremen); Greece: Mestheneos E. (PI), Triantafillou J. (PI), Prouskas C., Mestheneos K.; Italy :  Lamura G. 
(PI), Balducci C., Melchiorre M.G., Quattrini S., Spazzafumo L.; Poland : Bien B. (PI), Wojszel B., Synak B., Czekanowski P., 
Bledowski P., Pedich W,; Sweden : Öberg B. (PI), Krevers B., Johansson S.L.; United Kingdom : McKee K. (PI), Barber L., Brown J., 
Nolan M.
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� To review the situation of family carers of dependent 
older people in relation to the 

• existence, 

• familiarity, 

• availability, 

• use and acceptability of supporting services.

Aim
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Six-Countries-Study

In-depth studies in the 6 countries: Germany, Greece, 
Italy, Poland, Sweden and UK

Face to face interviews using a Joint Family Care 
Assessment with 1,000 carers per country providing 4 
or more hours of personal care/support per week to 
an elderly relative (65+) in any need of support 
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23 National Background Reports

� Same structure in all 23 NABARE reports 
following a Standardised Evaluation 
Protocol (STEP for NABAREs) showing 
the issue of family care in every country. 

� Methodology: Content- and Secondary 
Analysis
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Pan-European Background Report

NABAREs -> PEUBARE

The pan-European synopsis PEUBARE (Mestheneos 
& Triantafillou 2005) describes the European situation 
of family carers in the years 2003/2004.
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All Reports are available on 
the EUROFAMCARE 

website:

www.uke.de/eurofamcare/
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Content

� Sociodemographics (EU-data set)
� Reasons for caring (EU-data set)
� Motives for caring (EU-data set)
� Family Care = Burden? (EU-data set)
� Service use (EU-data set)
� Caring and working (German data set)
� Differences between men and women (German 

data set)
� Option A: The End
� Option B: European trends in family care and 

care for dependend elderly
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Sociodemographics
(description of the samples)

SSSS

Number of Carers 1014 990 995 921 1000 1003 5923

ELDERS, women (%) 64,5 71,2 69,5 57,7 72,8 68,5 67,5%

CARERS, women (%) 80,9 77,1 75,4 72,0 76,0 76,1 76,3%

ELDERS’ age (mean) 79,5 82,0 78,0 81,3 78,6 79,7
79,8 
years

CARERS’ age (mean) 51,7 53,4 54,5 65,4 51,0 53,8
54,8 
years

25 years
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Relationship to ELDER 
(% within country)

SSSS

spouse/partner 17,1 10,9 22,8 48,1 18,2 18,4 22,2

child 55,4 60,9 31,6 40,5 51,1 53,4 48,9

child-in-law 13,9 9,7 15,3 4,5 13,4 9,0 11,0

other 6,5 6,7 19,5 2,8 11,9 10,1 9,7

nephew/niece 4,2 8,3 4,6 1,3 3,0 2,8 4,1

sibling 1,8 2,4 3,6 1,8 0,9 3,0 2,3

uncle/aunt 1,0 0,6 1,5 0,9 0,6 2,7 1,2

cousin 0,1 0,5 1,1 0,1 0,9 0,7 0,6
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Estimated age development of people aged 65+ in 
the EU-25 from 2005 to 2050 (%)
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Conclusion

• In the next decades the number of caring 
children will decrease and the number of 
caring spouses will increase.
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Reasons for caring
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Amount of and main reasons for caring

all

Hours per week 
care/support (mean)

51 50 51 38 45 39 45,6 h

physical illness/disabilities 30,6 18,6 29,4 38,8 43,6 24,8 30,9

mobility problems 24,4 29,5 20,4 9,7 10,4 27,9 20,5

age-related decline, old age 15,9 15,0 10,7 23,9 28,0 12,1 17,5

memory problems / 
cognitive impairment 

5,6 9,0 11,1 19,0 4,9 14,9 10,6

non self-caring 5,5 9,9 11,1 0,7 3,5 10,0 6,9

sensory problems 3,2 4,3 4,9 3,9 2,6 3,8 3,8
social reasons, loneliness, 
need for company 

5,7 2,3 5,4 0,4 4,3 2,2 3,5

safety/feeling of insecurity 6,4 7,8 2,3 0,5 0,3 1,7 3,2
psychological / psychiatric 
illness / problems 

1,9 1,7 2,5 2,2 1,0 1,5 1,8

other reason 0,7 1,8 2,2 0,9 1,3 1,1 1,3
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Conclusion

• The expressed main reasons for the need of 
support and care are related to physical and 
mobility problems, - despite a big number of 
dementia diagnoses.
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Motives for caring
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What factors influenced your decision 
to care for elder?

- Motives -
• Intrinsic Motives

– emotional bonds (love, affection)
– personal sense of obligation towards elder as a family member
– caring for elder makes me feel good
– my religious beliefs

• Extrinsic Motives
– a sense of duty
– elder would not wish anyone else to care for them
– there was no alternative
– cost of professional care too high
– economic benefits for both carer and elder

• Without specific Motive
– I found myself caring by chance without making a decision
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What factors influenced your decision 
to care for elder?

SSSS

emotional bonds (love, affection) 96,8 96,3 90,5 96,6 94,1 92,6 94,5

a sense of duty 89,3 73,3 79,5 67,7 91,6 85,8 81,4
personal sense of obligation 
towards elder as a family member

91,4 57,4 75,6 73,6 93,7 90,9 80,6

caring for elder makes me feel 
good

81,5 56,4 61,9 83,4 77,2 84,2 74,0

elder would not wish anyone else 
to care for them

43,5 45,4 62,9 46,1 53,6 62,1 52,3

there was no alternative 53,2 30,3 46,0 45,5 45,4 64,4 47,6
I found myself caring by chance 
without making a decision

37,8 31,5 61,5 65,3 32,3 29,5 42,7

my religious beliefs 40,0 38,0 22,6 8,2 67,7 24,7 33,9

cost of professional care too high 43,8 31,1 30,2 14,8 34,4 45,1 33,5
economic benefits for both carer 
and elder

8,0 4,3 8,7 13,2 8,1 12,3 9,1



Pan-European
Network

Core
Group

28

What factors influenced your decision 
to care for elder?

SSSS

emotional bonds (love, affection) 96,8 96,3 90,5 96,6 94,1 92,6 94,5

a sense of duty 89,3 73,3 79,5 67,7 91,6 85,8 81,4
personal sense of obligation 
towards elder as a family member

91,4 57,4 75,6 73,6 93,7 90,9 80,6

caring for elder makes me feel 
good

81,5 56,4 61,9 83,4 77,2 84,2 74,0

elder would not wish anyone else 
to care for them

43,5 45,4 62,9 46,1 53,6 62,1 52,3

there was no alternative 53,2 30,3 46,0 45,5 45,4 64,4 47,6
I found myself caring by chance 
without making a decision

37,8 31,5 61,5 65,3 32,3 29,5 42,7

my religious beliefs 40,0 38,0 22,6 8,2 67,7 24,7 33,9

cost of professional care too high 43,8 31,1 30,2 14,8 34,4 45,1 33,5
economic benefits for both carer 
and elder

8,0 4,3 8,7 13,2 8,1 12,3 9,1



Pan-European
Network

Core
Group

29

What factors influenced your decision 
to care for elder?

SSSS

emotional bonds (love, affection) 96,8 96,3 90,5 96,6 94,1 92,6 94,5

a sense of duty 89,3 73,3 79,5 67,7 91,6 85,8 81,4
personal sense of obligation 
towards elder as a family member

91,4 57,4 75,6 73,6 93,7 90,9 80,6

caring for elder makes me feel 
good

81,5 56,4 61,9 83,4 77,2 84,2 74,0

elder would not wish anyone else 
to care for them

43,5 45,4 62,9 46,1 53,6 62,1 52,3

there was no alternative 53,2 30,3 46,0 45,5 45,4 64,4 47,6
I found myself caring by chance 
without making a decision

37,8 31,5 61,5 65,3 32,3 29,5 42,7

my religious beliefs 40,0 38,0 22,6 8,2 67,7 24,7 33,9

cost of professional care too high 43,8 31,1 30,2 14,8 34,4 45,1 33,5
economic benefits for both carer 
and elder

8,0 4,3 8,7 13,2 8,1 12,3 9,1



Pan-European
Network

Core
Group

30

What factors influenced your decision 
to care for elder?

SSSS

emotional bonds (love, affection) 96,8 96,3 90,5 96,6 94,1 92,6 94,5

a sense of duty 89,3 73,3 79,5 67,7 91,6 85,8 81,4
personal sense of obligation 
towards elder as a family member

91,4 57,4 75,6 73,6 93,7 90,9 80,6

caring for elder makes me feel 
good

81,5 56,4 61,9 83,4 77,2 84,2 74,0

elder would not wish anyone else 
to care for them

43,5 45,4 62,9 46,1 53,6 62,1 52,3

there was no alternative 53,2 30,3 46,0 45,5 45,4 64,4 47,6
I found myself caring by chance 
without making a decision

37,8 31,5 61,5 65,3 32,3 29,5 42,7

my religious beliefs 40,0 38,0 22,6 8,2 67,7 24,7 33,9

cost of professional care too high 43,8 31,1 30,2 14,8 34,4 45,1 33,5
economic benefits for both carer 
and elder

8,0 4,3 8,7 13,2 8,1 12,3 9,1



Pan-European
Network

Core
Group

31

Conclusion

• The solidarity within families and the will 
to care for elderly family members is high .

• However, the costs for professional care
are an important factor in many care 
arrangements.

• Question: How can this be recognised and 
acknowledged by decision makers and 
members of the formal sector?
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Family Care = Burden?
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Stress-Coping Model of Care-giving

Determining socio-economical factors

Based on Pearlin et al. 1990

„objective“

„subjective“P
rim

ar
y 

st
re

ss
or

s Health & 
Well-
Being

Role Strain

Intrapsychic 
Strain

S
ec

on
da

ry
 

st
re

ss
or

s
Social 

Support

Coping



Pan-European
Network

Core
Group

34

Perceived 
Burden

ADL

Memory Problems

Behavioural Problems

Social Support

Coping

Health & 
Well-
Being

Impact on carers’ perceived burden – linear 
regression, standardised beta-coefficients

-.233***

.260***

-.299***
-.126***

.264***

-.487***

-.003
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Memory and behavioural problems as 
potentially burdening factors

Subgroups on cognitive and behavioural 
variables
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2854; 49%

309; 5%
1035; 18%

1664; 28%

no memory and no behavioural problems
no memory problems, but behavioural problems
memory problems, but no behavioural problems
memory and behavioural problems

Memory and behavioural problems, 
N = 5862



Pan-European
Network

Core
Group

37

0

10

20

30

40

50

60

70

80

90

100

no memory and
no behavioural

problems

no memory
problems, but
behavioural
problems

memory
problems, but
no behavioural

problems

memory and
behavioural
problems

quality of life dichotomized: better quality of life in %

58,1

44,0
52,3

36,8

! !



Pan-European
Network

Core
Group

38

In the next year, are you willing to 
continue caring for the elder?
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In the next year, are you willing to 
continue caring for elder?

68,1 7,9 20,0 3,70,4

51,1 7,8 30,7 9,4 1,0

61,2 8,6 23,8 5,70,7

50,8 8,8 29,6 8,7 2,1

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

no memory and no
behavioural problems

no memory problems,
but behavioural

problems

memory problems, but
no behavioural

problems

memory and
behavioural problems

yes, and I would even increase
yes, and I would increase for a limited time
yes, if the situation remains the same
yes, but only with more support
no, no matter what extra support I receive
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Would you be prepared to consider 
elder's placement in a care home?
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0 10 20 30 40 50 60 70 80 90 100

Sweden

Germany

UK

Italy

Greece

Poland

Denial of residential care as future option* 
(in %)

%

*: Would you be prepared to consider elder´s placem ent in a care home? (“no, not under any circumstanc es”)
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Would you be prepared to consider 
elder's placement in a care home?

66,4 31,2 2,4

55,6 39,7 4,7

56,9 37,9 5,2

45,9 46,6 7,5

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

no memory and no
behavioural problems

no memory problems,
but behavioural

problems

memory problems, but
no behavioural

problems

memory and
behavioural problems

no

yes, but only if elder's condition gets worse

yes, even if elder's condition remains the same
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Who cares for the older person when the 
primary family carer stops careviging?

(after one year, excluding elder’s death, in %)
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Conclusion

• Behavioural Problems have a significant 
impact an perceived burden and are a main 
factor for institutionalisation in SE and DE.

• Social support can reduce perceived 
burden significantly.

• Question: How can family carers be 
supported to cope better with behavioural 
problems and how can they get (more) 
social support?
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Services used by Family Carers
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Most important types of support (in %)

0 5 10 15 20 25 30

Help improves carer‘s quality of life

help do deal with family disagreements

attend care support group

talk over problems

training to develop skills for caring

more time with my family

help with planning for the future care

combine employment with caregiving

activities outside caring

changes at home environment

holidays or breaks from caring

activities for elder

more money for care

information about disease of elder

advice about available helps
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Types of services used by carers 
(all countries, N = 5,923)

% of carers

0 10 20 30 40 50 60 70 80 90 100

Other specific
services for carers

Assessment of caring
situation

Training for carers

Respite care

Information

Socio-psychological
support
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Respite care used by country
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Use of support services for carers, by country (in% )
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Types of psycho-social support services used in 
Germany (N = 1,003)

0 10 20 30 40 50 60 70 80 90 100

Psychological
support by phone

Home counselling
by social worker

Psycho-social
counselling

Self-help groups

Support groups
for family carers

% of carers
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Information services used in Germany (N = 1,003)

0 10 20 30 40 50 60 70 80 90 100

Counselling on
guardianship laws

Internet infos on disease
etc.

Special counselling
services on care

(Pflegeberatungsstellen)

Legal counselling

Medical counselling for
carers

% of carers
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Conclusion

• The use of supporting services on offer is 
very small . The gap between expressed 
needs and use of support is very big. Formal 
services reach only a minority of both 
dependent older people and their family 
carers. Country differences are significant.

• Question: How can family carers be 
supported to know about existing services 
and to make use of them? How can missing 
services be implemented?
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The Reconciliation of Work and Care

Differences between Caring Men and Women

Daniel Lüdecke
University Medical Center Hamburg-Eppendorf
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Labour Market Trends in Europe



Pan-European
Network

Core
Group

5555

30

35

40

45

50

55

60

65

70

75

1994 1998 2005

Denmark

Sweden

Finland

Netherlands

United Kingdom

Estonia

Austria

Portugal

Slovenia

Germany

Lithuania

Latvia

Cyprus

Ireland

France

Czech Republic

Belgium

Bulgaria

Romania

Spain

Hungary

Slovakia

Poland

Greece

Italy

Female employment rate 1994 -2005 (%)

Source: Eurostat 2006



Pan-European
Network

Core
Group

5656

35

40

45

50

55

60

65

70

2004 2015 2034

women

older workers

Female and older workers´ employment rates 
(EU-25 projections 2004-2034, %)

Source: Mourre, EC-DG EFA 2005
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Yes, working adults should look after 
their elderly parents* (%)
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Sweden

*: EUROBAROMETER: If, in the future, working adults would have to look after their elderly parents more than nowadays, would 
you say that this would be rather a good thing or rather a bad thing? (Alber & Köhler 2004)
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Average hours of care per week 
in Germany



Pan-European
Network

Core
Group

5959

Average hours of care per week (DE)
(lowest = 4 hrs.) (N=1,003; means)
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Total

Nursing home care

Combined benefits

Kind benefits

Cash benefits

Grade III

Grade II

Grade I

Subj. Need

No assessment

39,6

12,3

58,8

77

52,7

80,7

49,9

32,2

28

17,2



Pan-European
Network

Core
Group

60

Employment status and average hours 
of care in Germany
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Average hours of care per week for severly 
dependent elderly by employment status of carer

(DE, n=706)
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Conclusion

� Female labour force is increasing in almost all 
European countries.

� That means: More and more family carers have to 
combine work and care.

� For Germany, carers working more than 20 hours a 
week still provide almost 30 hours of care per week 
on average.
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Differences in subjective perceived 
burden by generation and gender
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Factors that influence the perceived burden
of caring children (n=602) and spouses (n=168), OR

***

***

***

***

***

*

n.s.

n.s.

n.s.

n.s.
n.s.

n.s.

***

n.s.
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Factors that influence the perceived burden
of caring children (n=465 females, n=137 males, OR)

***

***

***

***

*

*

**

n.s.

n.s.

n.s.

*

n.s.

n.s.
n.s.
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Usage of formal and informal support
by generation and carers´ gender
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ADL-related care settings: 
differences between spouses and children (%, n=669)
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ADL-related care settings: differences between
spouses and children by sex (%, n=669)
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Conclusions (1)

• Comparing caring spouses and children, we find 
different factors that influence their perceived 
burden:

– For spouses it is more important to cope well with 
the role as care-giver and to feel well supported.

– For children, these factors are less important, but 
especially the hours of care and the dependency 
of the care receiver are also relevant burdening 
issues.
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Conclusions (2)

• Looking at caring daughters (in law) and sons (in 
law), we can state gender differences:

– The male children find it more burdening, if 
caring is time consuming.

– Sons (in law) don‘t care much about their role as 
care givers.

– Caring daughters (in law) are assessing care to 
be very demanding if they feel they would not 
cope well. This may also be traced to their 
classical role as “family manager“.
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Subjective perceived burden due to 
working restrictions
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Geschlecht/Generation und Belastung*
Berufliche 

Einschränkungen
Berufliche 

Einschränkungen Gesamt
Nein Ja

Subjektiv wenig belastete Söhne (n=145) 88,3 11,7 100,0

Subjektiv hoch belastete Söhne (n=139) 66,2 33,8 100,0

Subjektiv wenig belastete Töchter (n=470) 83,6 16,4 100,0

Subjektiv hoch belastete Töchter (n=689) 64,7 35,3 100,0

Zusammenhang von beruflichen Einschränkungen 
und subjektivem Belastungsempfinden (COPE) nach 
Geschlecht/Generation bei Pflegenden mit objektiv 
hohem Pflegebedarf (in %)

* Nur Pflegesituationen mit höherer Beeinträchtigung („mäßig“ und „stark“) der gepflegten Person; 
Quelle: Eigene Daten
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Working restrictions by perceived burden
of caring children

(only employed carers providing help for severly dependent
elderly, EU-data set, n=284 males, n=1169 females)
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European Trends in Family Care and 
Care for the Elderly
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Changes in care regimes, policies, availability of
resources and other features of provision

system(s)

� Overall trends:
� deinstitutionalisation � strengthening of community care
� decentralisation of care : from national to local level 

(social care mainly)
� privatisation (marketisation) of care: shift from publicly 

provided to privately provided (but publicly funded) 
formal/professional care

� shift towards care continuity : reduction of acute (i.e. 
expensive) care in favour of LTC services/measures (e.g. 
through a DRG-based system) & care integration

� low “prestige” (and wages!) of care sector � care staff 
shortages
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Changes in care regimes, policies, availability of
resources and other features of provision

system(s)

� Specific trends:

� Northern European countries : focus on efficiency & 
quality of care, prevention (active ageing) & rights of carers

� Mediterranean countries : legalisation & qualification of 
undeclared immigrants to support family care

� Eastern European countries : solution of financial 
constraints as a priority to fund care reforms in “transition 
economies”
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Specificities in European LTC regimes

� liberal regime (UK): towards a “mixed economy of care”
� recognition of informal care (“Caring for carers” strategy) 

through cash benefits (formalisation) 
� institutional care increasingly provided by private 

organisations (marketisation)
� care responsibility shifted to the local level (localisation)

� conservative regimes (Germany & Austria): “retain traditional 
family care”
� recognition of informal care through cash payments (A&D) 

& pension benefits (D)
� expansion of private care agencies (both for home & 

residential care) (D)
� indirect promotion of illegal care work by means of 

(cheaper) foreign migrants
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Specificities in European LTC regimes

� social democratic regimes (Scandinavian countries): 
� de-institutionalisation: less traditional residential care & 

more (formal/informal) community care
� public-private partnership in care organisation (partial 

marketisation)
� localisation: stronger municipal responsibility to improve 

support to carers
� recognition of informal care through care “wages”
� national “expertise centre” & statistics on informal care (like 

NL)
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Specificities in European LTC regimes

� Mediterranean regimes (Portugal, Spain, Italy, Greece): 
� still strong familistic orientation towards elder care
� low provision of formal in-kind care (residential, publicly 

funded home care)
� traditionally “monetary” oriented welfare state: payments

rather than services
� employment of migrant home care workers, often undeclared 
(and legalised ex-post) 

� Eastern European (transition) regimes : 
� elder care traditionally provided by the family, low 

institutionalisation
� decentralisation
� increasing role of NGOs
� financial constrains still limiting far-reaching structural 

changes
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Top policy issues

� Employment in care work – can it be made more attractive? 
To men? Impact of increasingly higher female educational 
levels? Migrant care workers to be supported  and regularised?

� Funding services : especially an issue in poorer countries and 
with low levels of welfare state provision

� Payments to older dependent person and/or family carer
as a right? Training & employment  of family carers as 
municipal workers, with financial support as well as future 
pension and social security coverage

� Carers´ visibility & rights : some countries provided almost 
NO public recognition or support of family carers (except for 
some tax relief : EL, BU, ES, PT, PL,  HU), others only partial 
recognition and support (IT, SI, CH, CZ, FR, IE, MT)

� misuse of expensive acute care services (like hospitals)
� political demand by NGOs and other pressure groups
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COPE-Index

� The COPE-Index is a Family Care 
Assessment Instrument 

� 2 Dimensions:
– Burden (negative impact)
– Positive Value

� Questions about support
� Available in several languages, 

psychometrically tested

McKee KJ, Philp I, Lamura G, Prouskas C, Oberg B, Krevers B, Spazzafumo L, Bien B, 
Parker C, Nolan MR, Szczerbinska K; COPE Partnership. (2003) The COPE index - a first
stage assessment of negative impact, positive value and quality of support of caregiving in 
informal carers of older people. Aging Ment Health. 2003 Jan;7(1):39-52.
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Always Often
Some-
times

Never N /A

82
C82COP1

Do you feel you cope well as a caregiver? � � � �
83
C83COP2 Do you find caregiving too demanding? � � � �
84
C84COP3

Does caregiving cause difficulties in your relationships with 
friends? � � � � �

85
C85COP4 Does caregiving have a negative effect on your physical health? � � � �
86
C86COP5

Does caregiving cause difficulties in your relationship with your 
family? � � � � �

87
C87COP6 Does caregiving cause you financial difficulties? � � � �
88
C88COP7

Do you feel trapped in your role as a caregiver? � � � �
89
C89COP8

Do you feel well supported by your friends and / or neighbours? � � � � �
90
C90COP9 Do you find caregiving worthwhile? � � � �
91
C91COP10

Do you feel well supported by your family? � � � � �
92
C92COP11

Do you have a good relationship with the person you care for? � � � �
93
C93COP12

Do you feel well supported by health and social services? (for 
example, public, private, voluntary) � � � � �

94
C94COP13

Do you feel that anyone appreciates you as a caregiver? � � � �
95
C95COP14

Does caregiving have a negative effect on your emotional well-
being? � � � �

96
C96COP15

Overall, do you feel well supported in your role of caregiver? � � � �
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“Memory Problems”

Some of the most stressful situations for Carers ar e related to problems which affect the memory and 
behaviour of the person they care for. The next que stions relate to these issues.  

Yes �  No �  35 
E35MEM1 

Has ELDER any memory problems? 
(Such as having difficulty in remembering what day it is, or 
recognising friends or neighbours) Complete grey 

section 
Go to Q38	

Yes �  No �  36 
E36MEM2 

IF ‘YES’ , has the doctor given you any cause of ELDER’s memory 
problems?  

	 Go to Q38 

37 
E37MEM3 

IF ‘YES’ , please specify Dementia �  Other �  
E37SPEC 

 Specify ’other’ here:  x                                         x 
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Memory problems explained by a 
doctor

22,6 48,8 28,7

39,4 48,3 12,3

45,2 37,8 17,1

43,6 39,7 16,6

34,4 53,8 11,8

20,5 60,5 18,9

34,2 48,6 17,3

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Greece n=363

Italy n=472

UK n=434

Sweden n=463

Poland n=424

Germany n=555

Total N=2711

memory problems, undiagnosed (% within country)

memory problems, dementia "diagnosed" by a doctor (% within country)

memory problems, other diagnosis/explanation by a doctor (% within country)
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“Behavioural Problems”

 

How frequently, if at all, does ELDER demonstrate a ny of these 
behaviours?  

M
os

t o
f t

he
 ti

m
e

 

S
om

et
im

es
 

R
ar

el
y 

N
ev

er
 

39 
E39BEHP1 Wander in or outside the home environment or behavi ng in a 

way that endangers their safety? �  �  �  �  

40 
E40BEHP2 Have difficulty holding normal conversation, have n o insight into 

their problems, or become uncooperative with your r equests? �  �  �  �  

41 
E41BEHP3 

Do they behave in ways that you find upsetting?   
(For example constantly asking questions, following you around, 
repeat what has been said shout and scream for no particular reason 
or inappropriately dress or undress) 

�  �  �  �  

 

Behavioural component of BISID (Behavioural and 
Instrumental Stressors in Dementia; Keady & Nolan, 1996)
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Correlation between thinking about a care 
home placement and care situation after 12 

months (N=2610)

Would you be 
prepared to 

consider elder's 
placement in a 

care home?

Care 
home

(n=123)

Other 
family 

member 
(n=83)

Profes-
sional 
care 
staff 

(n=35)

Other 
informal 

carer 
(n=23)

No 
change 

(n=2346)
Total

No, under no 
circumstances

12,2% 69,9% 57,1% 47,8% 63,3% 60,9%

Yes, but only if 
Elder‘s condition 
gets worse

62,6% 27,7% 25,7% 47,8% 34,2% 35,3%

Yes, even if Elder‘s 
condition remains 
the same

25,2% 2,4% 17,1% 4,3% 2,5% 3,8%

100% 100% 100% 100% 100% 100%
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Correlation between thinking about a care 
home placement and care situation after 12 

months (N=2610)

Would you be 
prepared to 

consider elder's 
placement in a 

care home?

Care 
home

(n=123)

Other 
family 

member 
(n=83)

Profes-
sional 
care 
staff 

(n=35)

Other 
informal 

carer 
(n=23)

No 
change 

(n=2346)
Total

No, under no 
circumstances

12,2% 69,9% 57,1% 47,8% 63,3% 60,9%

Yes, but only if 
Elder‘s condition 
gets worse

62,6% 27,7% 25,7% 47,8% 34,2% 35,3%

Yes, even if Elder‘s 
condition remains 
the same

25,2% 2,4% 17,1% 4,3% 2,5% 3,8%

100% 100% 100% 100% 100% 100%
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Correlation between thinking about a care 
home placement and care situation after 12 

months (N=2610)

Would you be 
prepared to 

consider elder's 
placement in a 

care home?

Care 
home

(n=123)

Other 
family 

member 
(n=83)

Profes-
sional 
care 
staff 

(n=35)

Other 
informal 

carer 
(n=23)

No 
change 

(n=2346)
Total

No, under no 
circumstances

12,2% 69,9% 57,1% 47,8% 63,3% 60,9%

Yes, but only if 
Elder‘s condition 
gets worse

62,6% 27,7% 25,7% 47,8% 34,2% 35,3%

Yes, even if Elder‘s 
condition remains 
the same

25,2% 2,4% 17,1% 4,3% 2,5% 3,8%

100% 100% 100% 100% 100% 100%
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Correlation between memory problems and 
care situation after 12 months (N=2724)

Care 
home

(n=152)

Other 
family 

member 
(n=88)

Profes-
sional 
care 
staff 

(n=37)

Other 
informal 

carer 
(n=27)

No 
change 

(n=2420)
Total 

No memory 
problems

23,7% 60,2% 51,4% 59,3% 53,9% 52,4%

Memory 
problems

76,3% 39,8% 48,6% 40,7% 46,1% 47,6%

100% 100% 100% 100% 100% 100%
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Average hours of care per week for severly 
dependent elderly by employment status of carer

(DE, N=706)
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Variable Kinder, 
n = 602

Partner, 
n = 168

OR OR
Betreuungsbedarf 3,4*** 1,6 n.s.
Einschränkungen in Berufsleben oder 
Karriere aufgrund der Betreuung

1,4 n.s. 1,1 n.s.

Keine Vertretung verfügbar 1,8*** 1,3 n.s.
Hoher zeitlicher Betreuungsaufwand 2,1*** 1,1 n.s.
Kommt mit der Rolle des Betreuenden nicht 
gut zurecht

3,4*** 8,0*

Fühlt sich in der Rolle des Betreuenden nicht 
unterstützt

2,6*** 3,9***

Gemeinsamer Haushalt 1,0 n.s. 2,1 n.s.

What influences the subjective perceived burden of 
caring childs and spouses? (n = 770)
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Variable Töchter, 
n = 465

Söhne, 
n = 137

OR OR
Betreuungsbedarf 3,7*** 2,3*
Einschränkungen in Berufsleben oder 
Karriere aufgrund der Betreuung 1,3 n.s. 1,7 n.s.

Keine Vertretung verfügbar 1,9*** 1,8 n.s.
Hoher zeitlicher Betreuungsaufwand 1,7* 2,8*
Kommt mit der Rolle des Betreuenden nicht 
gut zurecht 4,8*** 1,2 n.s.

Fühlt sich in der Rolle des Betreuenden nicht 
unterstützt 2,6*** 2,9**

Gemeinsamer Haushalt 1,1 n.s. 0,9 n.s.

What influences the subjective perceived burden of 
caring children? (n = 602)


