Services for Supporting
Family Carers of Elderly People in Europe:
Characteristics, Coverage and Usage

EUR@FAMCARE

Pan-European Background Report
- PEUBARE -

Elizabeth Mestheneos and Judy Triantafillou,
on behalf of the EUROFAMCARE group.

© The EUROFAMCARE consortium

The project EUROFAMCARE is supported by the European Union - Contract: QLK6-CT-2002-02647



2 EUROFAMCARE Pan-European Background Report 3

Content
IMEFOTUCTION ...t e et e e e nnreeeen 6
This report is part of the European Union funded project 1 Background to the REPOIt........ccceiiiiiiiiie et 7
“Services for Supporting Family Carers of Elderly People in Europe:
Characteristics, Coverage and Usage” - EUROFAMCARE 1.1 The EUROF.AMCARE STUAY ..t 7
EUROFAMCARE is an international research project funded within the 1.2 Data ANAIYSIS...cceieiiiiiiiiee et e e aa e s 8
5th Framework Programme of the European Community, 1.3 ANAIYHC MAIICES. ....ciiiiiie it 9
Key Action 6: The Ageing Population and Disabilities, : : s
6.5 Health and Social Care Services to older People, 1.4 What is Family Car@?.........cuuuuurruiiriiiiiiiiiiiiiiiiniissn s sessses e eaaeeaaaas 10
Contract N° QLK6-CT-2002-02647 "EUROFAMCARE" 2 KBY ISSUBS ...ttt e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e aaaaaeaaaaaaaas 12
2.1 DemographiC TrENAS .......ueeiiieiiiiiiiiiiieee et 12
http://www.uke.uni-hamburg.de/eurofamcare/ 2.2 Legal Obligations and Family Care and the Role of the State............... 12
2.3 The Role of Family Care and Social Attitudes..........cccceeecveireeeniiinneee. 14
All rights by the authors and the EUROFAMCARE-consortium. 2.4 The “WOrk” of CarinNg ........cueviiiiiiiiiiiiieee e 16
EUROFAMCARE is co-ordinated by the 2.4.1 FaMIlY CAr@rS....ceeiiieeeiieiiiiiieeeee e e ettt e e e e e e e e e e e e e s annenreeeeaeeeeaaan 16
University Medical Centre Hamburg-Eppendorf, 2.4.2 Characteristics of Family Carers .............cccocoovereveroeeeeeseseenennan 17
Institute for Medical Sociology, .
Dr. Hanneli Déhner 2.4.3 Is Family Care ‘real’ WOrk? ........occoeiiiiiiiiiii e 20
Martinistr. 52 2.4.4 Reciprocity in Family Care WOork...........cocoooveeeeereeeineesneseseeenenens 23
20246 Hamburg . .
Germany 2.4.5 Professional Paid Care ............ccccooeiiiiiiiicic 24
doehner@uke.uni-hamburg.de 2.4.6 Migrant and foreign Care Workers, legal and illegal.......................... 26
2.4.7 The VOIUNLArY SECIOT ......uuiiiiiiiiiiiiiiieiiee et 27
2.4.8 The Future of Care WOrk ...........ococviiiciiiiiiiiiiic e 28
Th|S report reﬂects the authors’ V|eW It does not necessarlly reﬂect the Euro- 249 NeW TeChn0|OgIes ............................................................................ 29
pean Commission's view and in no way anticipates its future policy in this area. 2.5 Public Investment in Care and Family Care of Older People ................ 30
2.5.1 The RIght tO reCEIVE Care ........ccoviiuiiiiiiiee et 30
2.5.2 Approaches to Carer SUPPOIT ......oooeeeeiiiiieeei e e e ee e e 31
2.5.3 The Rights of Family Carers and their financial Recognition............. 32
Designed and edited by Christopher Kofahl 2.5.4 Long-term financial SUPPOIt ...........ceueueveveeeeeeeeeeeeeeeeeeeeeeeseeeneeeeees 33
Final Layout: Maik Philipp, Florian Liideke, Christopher Kofahl 2.5.5 Formal Service Provision for older People (health, social services,
=S T0 [T 1 7= ) USRS 34
2.5.6 Services for older People at HOme..........cccccoviiiiiiiiiiiiiiiicee e 35
2.5.7 Services for Family Carers..........cccceeiiieieiiiieie e 39

2.6 Residential and LONg-TermM Care .........cccceviiiiiiieeeeeeeeiiiiiiieee e 40



4 EUROFAMCARE Pan-European Background Report

2.6.1 Sheltered HOUSING UNILS .....uuvviiiiiiiiiiiiiiccee e 44 5.9 Annex 9 — Matrix: Care of dependent older People — current and future
2.6.2 Hospices and palliative Care...........ccccveeieeeeiiiiiiiiiee e eee e 44 Supply of formal and informal Care GIVers .........o..oooweveeeeesecreces e 118
2.6.3 Residential RESPItE Care .........ccoeviiiiiiiiiiiieeiiiiiieeee e 44 510 Annex 10 — Matrix: Other ISSUES......uuuwwwrmvsmmsssssssssssssssssssssssssmmssmmsssees 135
2.6.4 Training and Quality Control and Family Carer Involvement............. 45
2.7 Current Policy Trends and Debates........ccccccooviiiiiiiiieeieiiciecee e 45
3 Conclusions and Policy IMpliCatioNS...........cceiiiiiiiiiinieiiiee e 49
3.1 More Services for Family Carers and older People............ccccceeeeerninnns 49
3.2 FiN@ncial SUPPOIT....cceii et e e e e e e e e e nnnees 51
3.3 WOIKING CArEIS...ceeieiiiiiiiiiiiie ettt e e e e s eneeees 52
3.4 NGOs, Advocacy, Information, legal Advice, Counselling..................... 53
3.5 Formal Labour FOICE ........ccoiuiiiiiiiiiiei et 54
3.6 NEEUS ASSESSIMENT.....cciiiiiiiiiiiie it 55
3.7 Promotion of Health and Well-being for Family Carers ...............ccccue. 55
3.8 Evaluation and MONITOMNG ......ccoeeiiiiiiiiiiiee e 56
3.9 Integrated Care and TrainNing ..........ccceeeirieeeiiiiieeniiee e 57
3.9.1 ProfeSSIiONaAIS ......cccuviieiiiiiieiiiie e 57
3.9.2 FaMIlY CAr@rS....uuuiiiiei ittt 57
3.9.3 VOIUNLEEIS. ...ttt et 58
4 REFEIEINCES ..ottt 59
5 ANNEXES ..ottt 62
5.1 ANNEX L i e aeeaaen 62
5.1.1 NABARES Country List and Abbreviations ............cccceeviiiviiieeeennnnne 62
5.1.2 NABARES Analytic Matrices and Abbreviations in Matrices ............. 63
5.2 Annex 2 — Future Research Needs..........ccccocvveiiiiiiieiiiiicc e 64
5.3 Annex 3 — STEP for NABARES .......ccccocciiiiiiiiiiie e 66
5.4 Annex 4 — List of Social Services for Older People...........cccceeeeriinennne 67
5.5 Annex 5 — Matrix Services for Family Carers for 23 Countries.............. 68

5.6 Annex 6 — Matrix of Family Carers’ Legal Position and Recognition by
STALE ..oiiiiii i 71

5.7 Annex 7 — Matrix Residential Care Services (Institutional care, includes
residential homes, nursing homes, short and long term care hospitals)81

5.8 Annex 8 — Matrix of Home Based ServiCes..........cccvvveviieeiiieviiiiineeennnns 101



6 EUROFAMCARE

Introduction

Many European and national reports have been written about the issue of care
for older dependent people. This report is designed to focus on family carers
of older people and their situation while later we consider how services do and
do not help those who, in virtually every country studied in this report, provide
a vast amount of care and support — those termed family and informal carers.
It has been designed to be brief, to provide an overview of the 23 countries
through their National Background Reports (NABARES), and to act as a stimu-
lus to all those involved in issues related to care.

The report rests on the expertise of the authors of the national reports and
those interested in specific details for each country should examine these re-
ports. Both the final draft of this report and the matrices attached to the report
have been circulated between the authors for feedback and final adaptations.
The country specific findings and suggestions were re-assessed in the context
of the findings from the other NABAREs. We thank all authors for their addi-
tional engagement in checking this report in order to improve consistency and
reliability.

It is hoped that family carers, policy makers and service providers will find
something of interest in this report and that it will provide ideas about how best
to move forward in supporting both family carers and older dependent people.
At the EU level, the family care of dependent older people is being increasingly
recognised as a significant issue, related as it is to the three keystones of ac-
cessibility, quality and sustainability of health care systems, to social inclusion
and work (labour market).

! Related studies and programmes include CARMEN, FELICIE, IPROSEC, OASIS, PROCARE,
SHARE, SOCCARE, European Observatory on the Family, European Foundation studies and re-
ports from these and WHO reports. See References.
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1 Background to the Report

1.1 The EUROFAMCARE Study

In all EU countries, the responsibility for the provision of and payment for long-
term care is divided between the four sectors of what has been termed the
“welfare diamond” (Pijl 1994), namely:

Family and informal care sector
State or public sector
Voluntary and non-governmental-organisation (NGO) sector

Care market or private sector

The balance of care provision in each country depends on a mixture of factors
such as tradition, legal responsibilities, health and social policy, national budg-
ets and national wealth and, last but not least, demographic trends regarding
fertility levels and life expectancy, which affect the availability of informal family
carers.

There are substantive differences between countries in Europe as to how care
is provided. Those with poorly funded welfare states and a continuing associa-
tion between poverty and old age, such as Greece and Spain, are associated
with low service provision limited to those who can pay or who lack alternative
sources of care, whereas in those countries with very high taxation, such as
Denmark, demand for services as a taxpayer's right is high. However since
demand is potentially infinite, even countries which provide services as a citi-
zen's right inevitably have to introduce a system of rationing, usually based on
needs assessment (objective assessment of need for a service) and means
testing (income and assets assessment of the older people and / or family car-
ers) to ascertain the older person’s ability to make a financial contribution to
payment for care. The former Communist regimes with their previous welfare
infrastructures are gradually being reconstructed with a plurality of partners
from state, local authority, NGO and private sectors.

Despite wide variations in systems of formal care provision for dependent
older people, in all the 23 EUROFAMCARE countries the vast majority of care
is provided by individual family members within the informal care sector. In
countries such as Sweden, where the state has traditionally been a main pro-
vider of care, the need to contain increasing costs?, in combination with the
stated preferences of older people themselves to remain in their home envi-
ronment for as long as possible, has led to what has been described as a “re-
discovery of family care” (Johansson 2004). This involves various measures to

2 With a total tax pressure at 50% Swedes expect comprehensive care services and meeting addi-

tional caring costs by increasing income tax further would not appear to be a political option.
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promote and support the increased participation of the informal care sector via
the public and voluntary / NGO sectors®.

The EUROFAMCARE study focuses on this major contribution of family carers
of older dependent people in Europe to the overall provision of long-term care,
by compiling comparative data on the situation of family carers through:

® National Background Reports (NABARES) describing the current situation
of family carers in 23 EU countries (AT, BE, BU, CH, CZ, DE, DK, EL, ES,
FI, FR, HU, IE, IT, LU, MT, NL, NO, PL, PT, SE, SI, UK).
http://www.uke.uni-hamburg.de/extern/eurofamcare/presentations.html

® A Pan-European Background Report (PEUBARE) based on the NABARES
and covering national and European policies and their implications

® National Surveys (NASURSs) providing primary data on the experiences of
family carers and service use, collected during interviews with 1000 family
carers in each of the six core countries (DE, EL, IT, PL, SE, UK)

® A Trans-European Survey Report (TEUSURE)
® A Socio-economic Evaluation (ECO) and a European Policy Analysis

m Research Action (REACT), the final phase of the study, consisting of
activities at the local, national and EU level, which aim to improve the
situation of family carers

The aim of the NABARES was to collect systematic and comparable data on
the situation of family carers in each country, based on a Standardized Evalua-
tion Protocol — STEP (Annex 3), to facilitate the comparative analysis to be
used for the production of this Pan-European Background Report. As a corol-
lary to the STEP for the NABARES, the authors were asked to write three
overviews with key points to be used for national and EU policy recommenda-
tions in the final phase of the project and aimed at:

® Representative organisations of family carers and older people
m  Service providers
®  Policy makers

1.2 Data Analysis

Despite the use of a detailed Standardized Evaluation Protocol, the main prob-
lem in analyzing the NABARES was both the lack of data on family carers from
many countries and the wide variation in how available data were recorded,
leading to non-comparability of findings between countries. Despite these diffi-

3 The voluntary/NGO sector in many European countries contracts with the public sector to organise

and provide services, thus acting essentially as an enterprise. This is distinct from the work of in-
formal, non paid volunteers.
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culties, the authors have selected and focused on key aspects relating to care
for dependent older people and some of the key issues which recurred in most
reports and have tried to draw some conclusions on the present state of family
care in those 23 countries, with a view to making recommendations for future
policy for the support of family carers at both national and EU levels.

Family carers currently provide the vast majority of care for dependent older
people in all the countries studied, with strong indications that they will con-
tinue to do so in the foreseeable future. Thus, one of the main themes of the
report are the different methods of support for family carers to give them
choices in what aspects of care they provide, to enable them to provide care
without damage to their own physical, mental and social well-being and to
avoid long term poverty.

The short and long term outcomes and impact of the different types of support
for the well-being of older people and family carers, as well as for national and
EU economies, are also referred to, although these issues are examined in
depth in the socio-economic and policy reports.*

1.3 Analytic Matrices

Using the data from the 23 reports, 8 matrices were developed as a way of
analysing the large amount of data; these have been used as the basis for the
report. The matrices include:

Legal position of family carers and recognition by the state
Labour force, informal and formal

Home-based services for older people

Services for the support of family carers

Residential care

Other issues

Current policy debates
m  Recommendations and future research needs

6 of these matrices are found in Annex 1, the matrix "future research needs" is
in Annex 2, whereas "current policy debates" and "recommendations" have
been incorporated into the text in sections 2.7 and 3 of the report.

4 ECO and the Social Policy Report
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Throughout the text, stars indicate brief descriptions of interest-
ing, innovative or good practice. It should be noted that these
simply provide examples from each country and are not meant to
be an extensive and complete list. Full details of good practices
can be found in the National Background Reports referred to and
available on: http://www.uke.uni-hamburg.de/extern/eurofamcare/
presentations.html

1.4 What is Family Care?

The relations between people are based on social reciprocity, often reflected in
legal contracts, and including obligations set up between people, typically kin,
over a life time. Family carers of all kinds and of all ages, grow up with their
society’s social norms and obligations. They also belong within a larger value
and ideological system of political and religious belief — capitalism and free
market systems, socialism, communism, Catholicism, Protestantism and Or-
thodoxy, Judaism, Islam- which enshrine in certain dogma the values attached
to care for one another, the role of the family and of women. The historic
change in Europe has been towards the development of societies and econo-
mies that offer people far more choices regarding the kinds of relationships
they will set up (Giddens 1991).

Defining the nature of family care for older people who need a range of help
with the activities of daily life and financial support is a complex one. Shared
histories, love and mutual obligations are at the heart of an interpersonal social
solidarity that provides both emotional and practical support between family
members. The difficulties arise when the older person’s needs become such
that they require help over and beyond these ‘normal’ interchanges. The sud-
den onset of dependency following, for example, a stroke, requires an imme-
diate response of increased support from both formal and informal care pro-
viders. However, when dependency develops more gradually individuals tend
to hardly notice the slowly increasing need for help. This is particularly the
case for spouses where mutual dependency is often a well developed life
strategy. The reports from the 23 countries indicate highly variable rates of
spouse care which cannot easily be explained by marriage rates, the relative
survival rates of men and women or patterns of co-residence. In countries pro-
viding directly comparable data it was reported that in Spain 12.4 % of family
carers were spouse carers, in the Netherlands 14 %, in the UK 16 %, 21 % in
the Czech Republic, 29.2 % in Poland, while in Finland 43 % were spouse
carers. In trying to explain such large differences in reported rates of spouse
care, the way in which the research was conducted plays an undoubtedly sig-
nificant role, depending both on the definition of care used and also on
whether the person interviewed was the older person or child or spouse carer.
Thus a spouse carer might see himself or herself as being the main carer,
while their child might also respond that they provide a lot of care. Hence,
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comparing percentages of spouse carers or data on child carers does not nec-
essarily indicate significant differences in practice.

This is a necessary preamble to reading this report since the point at which
individuals providing care, or the authorities that offer professional care, define
an individual as being in a caring role vary substantially. For each individual
the point at which they recognize that they are a family carer varies. The man
who can no longer count on his wife being able to cook safely, may find this
the point at which care becomes a burden; while a child may find dealing with
a parent’s failing memory the point of irritation and burden.

What is family care? From the outset of the EUROFAMCARE study its clear
definition was essential since it had direct implications for selecting the sample
of family carers for the 6 national surveys. Thus, although the UK is unique in
having a legal definition of who is a family carer which is supported by 3 Acts
of Parliament, in the context of this study family care was defined as

“Care and / or financial support provided by a family member for a person 65
years of age or over needing at least 4 hours of personal care or support per
week, at home or in a residential care institution.”

However, given the massive social changes in terms of work, the role of
women, the size of families, the more frequent occurrence of non-marital part-
nerships with unclear social and legal obligations, divorce and the reformation
of families, the growth of single person households and the varying role of
friends and neighbours, it is not surprising that the portrait of the ‘typical’ family
carer emerging from discussions amongst the partners was as varied as peo-
ple themselves.

Nonetheless, certain trends in family care might be expected, in line with more
general socio-economic changes such as towards a more urban, educated
population and to greater economic resources, even if older people them-
selves may not always take the largest share in this. Other factors likely to af-
fect family care are better housing and home conditions, social and techno-
logical changes that already make home and personal care easier (e.g. ready
made meals, home delivery, washing machines, telephones, central heating
etc.) and the potential for new technologies to make even greater contributions
to home care in the near future (smart homes, robotics, telemedicine). These
socio-economic changes have occurred and are occurring at quite different
rates in the various countries.
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2 Key Issues

2.1 Demographic Trends

Who precisely provides family care varies substantially, relating in part to
demographic developments that have occurred in each country. Demographic
trends, including declining birth rates and increasing life expectancy, have oc-
curred throughout the 23 countries. However, the exact time at which the birth
rates declined in each country vary, with Hungary being one country that ex-
perienced a low birth rate several decades ago and Ireland being a country
with a relatively recent decline. This aspect of demographic change should not
be ignored since it provides an understanding of the ‘stock’ of kin and family
members available to care in the population both currently and in the future.
Other demographic changes that have occurred also have a substantive im-
pact on the availability of family carers. These include the decline in marriage
rates, the rise in divorce rates (excluding Poland), the decline in the size of
households and the increase in single person households and patterns of ru-
ral-urban and international migration. Each of these factors, in addition to pov-
erty rates and the distribution of income between the generations and age
groups, occurs with variations between the 23 countries (2003 The Social
Situation in the European Union. European Commission. Eurostat).

Belgium has taken the demographic projections seriously and,
recognizing the baby boom and subsequent low birth rate, set up
a Silver Fund to meet the needs for pensions and care as conse-
guences of the ageing population after 2030.

2.2 Legal Obligations and Family Care and the Role of the State

The legal situation regarding care obligations within the family varied widely
amongst the 23 NABARES countries, as did the enforceability of the law.
Given that the law represents an enshrinement of specific social attitudes and
expectations and is constantly being modified, it was considered important to
review the very different situation of family carers in the 23 countries, regard-
ing both responsibilities and rights.

Legal obligations to care consist of financial responsibilities and duties to
provide practical “care”, although the two cannot always be clearly distin-
guished.

Moreover, legal obligations to care are different for spouses and children
®  Spouses have ethical and legal obligations to mutual support and care
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®m Children’s obligations are not as clearly defined as those of spouses, if at
all.

However, changing social patterns across Europe, with the increase of “part-
ner” relationships particularly in Northern Europe without the legal ties of mar-
riage, may lead to different care obligations between partners, as well as part-
ners’ children, and the increase in divorce and re-marriage is creating new
family networks with an associated lack of clarity regarding obligations and
willingness to care.

Legal enforcement of family care duties

The enforceability of laws regarding family obligations to support dependent
members, depended on the type of support specified, although almost no
country could cite any case law examples where the practical duties of families
to care were legally enforced. Portugal was the country that considered case
law existed for the enforcement of care by families, while in Poland there were
joint legal inheritance agreements on inheritance in exchange for care. Spain
also cited that infringement to fulfil legal duties to assist could be punished with
arrest from eight to twenty weekends under the Spanish Penal Code, though
how often this was enforced in practice was not clear.

However, legal enforcement of financial support by children for their depend-
ent parents was reported by many countries with regard to family contribution
to payments for care (AT, BE, FR, DE, IE (recently repealed), IT, NL, PL, ES,
PT, SI, UK). This is achieved by:

® “Means testing” of the dependent older person and/ or spouse and/ or
children to pre-determine their financial ability to contribute to the costs of
care, e.g. in the UK, an older person must contribute to the costs of care if
they have assets above a certain level.

® Reclaiming costs of care via means testing of children’s “inheritance”, e.g.
in France, the state is legally entitled to deduct the costs of residential care
from the dependent older person’s estate on death

In both cases the family's financial participation in the costs of care, if they are
able to, is ensured. The practical provision of care by family carers, however,
appears to be legally non-enforceable and, though spouse care would seem to
be part of the marriage contract, care by children and kin is essentially volun-
tary.

In summary, amongst the 23 countries, primary legal responsibility for the
care of dependent older people was as follows:

1. Spouse care obligation specified, financial and / or care (AT, FR, HU-until
the change in regime, ES)

2. Child care obligation specified, financial and / or care (AT, BE, BU, FR, DE,
EL, IT, MT, PL, ES, PT, SI)
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3. State / local authority (CZ, DK, FI, LU, NL, NO, SE, UK)
4. Unclear or variable legal rights (IE, CH, HU)

In 1 and 2, the state assumes responsibility only if the family is unable i.e.
there is an obligation on the part of the older person to show evidence of the
family’s inability to care, such as no family members available, financial or so-
cial difficulties etc. There is no state obligation or incentive to provide needs
assessment, but the older person and the family may be means tested to as-
sess eligibility for service.

In 3, the state, whether at national, regional or local level, assumes primary
responsibility, using varied systems to encourage or support family carers in
sharing care. This implies that services are provided according to need (needs
assessment), with or without a financial contribution (the older person and / or
family are means tested).

2.3 The Role of Family Care and Social Attitudes

Attitudes towards family care vary throughout Europe, but also within the indi-
vidual countries, e.g. urban / rural, middle / working class. Although an attempt
has been made to classify these variations in attitudes towards family care,
there is really a spectrum which is often also related to levels of formal service
provision for the older person.

m  High social expectations to provide care, no formal recognition
FR, EL, HU, PL, ES, PT

® High social expectations to provide care, increasing formal recognition
AT, DE ambivalent, IE, IT, MT, NL

® Low social expectations about family care, no formal recognition
BU, CZ, DK, LU, SI, CH

® Low social expectations, increasing formal recognition
BE, FI, NO, SE, UK.

At the individual country levels however, wide variations in the approaches to
family care exist, exemplified even within the Scandinavian countries with their
traditionally high levels of health and social care services.

The Danish approach is to focus on the continuation and expansion of ser-
vices to meet the increasing demands of an ageing population, with little rec-
ognition of the role that informal family care does or could play in future plan-
ning. This approach reflects the similar policy for care of children, where high
levels of female labour market participation are supported by high provision of
public infant and child care services.

Sweden in contrast, despite similarly high levels of women working outside the
home and of service provision for older people, is experiencing a “re-
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discovery” of family care and has recognised the value of and need to support
family carers, in combination with good and adequate services.

Many countries would envy the efficiency of Sweden where the
development and implementation of a 3 Year Action Plan (1999-
2001) stimulated Local Authorities to develop an infrastructure of
services targeting family caregivers, e.g. by setting up caregiver
resource centres offering training, counselling, support groups,
respite care, in-formation and resources for family caregivers,
including day care programs for their disabled family members.

Interestingly, in Norway, where very detailed information is available from
specific projects on who undertakes different caring tasks for the support of
dependent older people, women in paid work are reported to provide more in-
formal care than non-working women. Nevertheless, the role of the Norwegian
family carer is considered to have a supervisory nature rather than providing
regular “hands on” care, due to high levels of service provision, although the
Action Plan for the Elderly specifically underlines “the importance of taking
care of and supporting the caregiving ability of families.”

In Finland a significant part of daily activities (cleaning, shopping, laundry etc.)
for older people living at home, including the very dependent, is undertaken by
relatives either with or without public support. Without family carers there
would be a lot more pressure for institutional care and there are indications
that older people would like to give more responsibility to relatives for their
care. The importance of family caregiving has been noted in Finnish society by
policy makers.

The administrator appointed by the Finnish Ministry of Social Af-
fairs and Health, recently (March 2004) made a proposal contain-
ing 16 recommendations involving family carers’ well-being, pay
and leisure as a way of developing the status of carers as part of
social and health services. The aim is to give the family caregiver
the status of a municipal worker, with these changes being intro-
duced gradually and completed by 2012. Services are mainly pub-
lic with the municipalities contracting to private agencies to fill
the gap between demand and supply.

In summary, the “Scandinavian model” of care, based on a high level of ser-
vice provision, in fact displays 4 different examples or models of care for older
people when viewed from the perspective of the family carer.

A quite different model is being developed in the UK, Ireland and the Nether-
lands where family carers are being recognised as a group of citizens with
special rights.
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The UK is unique in giving legal recognition and associated
rights and services to family carers, enshrined in the Carers’
(Equal Opportunities) Act 2004.

At the other end of Europe, the “southern European” or “family model” of care,
exemplified in EUROFAMCARE by Portugal, Malta, Greece, Italy and Spain,
also displays broad differences in developing services and support for older
people and their family carers in response to demographic and social changes.
Traditionally, Portugal has many women in the paid labour market and as a
result makes more use of residential and home care services for very depend-
ent elderly people; this contrasts with Greece with a low labour market partici-
pation rate of women, a low use of residential and home care services and a
turn to using migrant care workers by those who can afford it.

2.4 The “Work” of Caring

2.4.1 Family Carers

Family carers were rarely considered in the 23 countries as part of the paid
labour force, with the main focus of interest and data being on the potential
and actual impact of family care on labour market participation. Nonetheless
family carers do provide their labour, mostly unpaid, to support the dependent
older person; the supply, availability and willingness of individuals to act as
family carers is critical in understanding the long term trends in labour provi-
sion for care work. The difficulty revolves around the unpaid and unrecognized
nature of domestic work — a problem faced by economists and statisticians. Is
family care and domestic maintenance part of the national economy or not?
Where this work is undertaken by paid persons it is counted as falling within
the labour force, though not when unregistered.

As might be expected, the Swiss have studied the economic
value of family care work, which they calculated to reach between
10 and 12 billions of Swiss Francs, exceeding the cumulative
spending on both home care services and residential care
homes.

Thus the rate of women'’s participation, or non participation, in the labour mar-
ket is often a dimension of labour availability for care work. The critical issue in
the labour market for care work lies in whether the individuals providing do-
mestic and care work are officially paid with national insurance and tax contri-
butions or not. The debate also revolves around the ‘work’ people do to sup-
port one another, as part of normal social exchanges, and that which goes be-
yond these ‘normal’ interchanges to become defined as ‘work’. Only a few
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countries have provided any estimate of the total amount of time and thus
‘work’ provided by family carers — Norway reports that care for those over 67
years of age takes approximately 49,000 man years per annum. Yet this in-
volves all kinds of care and rarely in the national reports or literature is suffi-
cient distinction made between ‘normal’ care and support, and the labour in-
volved when people become very dependent. Nonetheless data on dependent
older people shows that in many countries (AT, BE, IT, CZ), 70-80 % of care
was given by family carers. This contrasts with data from Denmark that shows
that less than 55 % of older people get family care support.

Data from national studies on the proportion of the population giving care are
not very helpful for comparative purposes, since the nature of this care, the
size of households or which ages are counted as being potential family carers
varies widely, ranging from the whole population to those aged 16 or 18, with
variable cut off points, e.g. aged 65 or age 74. An example of this kind of diffi-
culty in comparing data can be seen when examining the data on Portugal
where 2.3 % of the population are reported as caring for an older person,
Spain, where 5 % of those aged 18+ are reported as providing family care to a
dependent older person, equivalent to 12.4 % of households, Switzerland,
where 23.1 % of the population are reported as caring for someone aged 65
and over, and the Netherlands, where 18.8 % of the population 18+ (2 million)
report caring for someone 64 years and above. Some of these differences in
rates of family care between countries are frankly counter-intuitive.

The national reports provide indications that even within countries there are
often massive variations in the amount of family care provided; UK, Ireland,
Italy and Spain report such significant variations, e.g. more in the South than
the North of Italy, and more in Northern England than London, while other
counties report large urban-rural differences. Thus the difficulty does not lie in
the accuracy of national data per se but the lack of comparability in studies
and the criteria used to measure family care.

2.4.2 Characteristics of Family Carers

Given some of the specified problems in defining family carers, what does
emerge in many reports is the predominance of women, whether as child,
sister, spouse or friend / neighbour carers. Though the rates vary, overall ap-
proximately two thirds of care® is provided by women. However, where data
are available for care for the most dependent, the numbers of women carers
rises, e.g. in ltaly, the proportion rises from 66 % to 81 % for heavy care, while
for those receiving allowances, normally awarded for the care of the most
heavily dependent, the figures from Luxembourg and Spain show figures of
94.2 % and 83 % women respectively. In Germany, amongst the terminally ill
81 % of family carers were female: wives, daughters or daughters in law.

®  66.33% BE; 64% CZ; 75% FI; 75% PT: 69-74% MT; Women give 2.5 x more care than men NO.
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Amongst these, 32 % were also in paid employment with the proportion for
daughters being 61 %; 87 % of them additionally were responsible for their
own household. This kind of pressure on women inevitably had repercussions
on their own mental and physical health and this is discussed later.

Yet where care is provided by older people to each other, then there is a
greater gender balance: Poland and Switzerland reported equal proportions of
male family carers in the 50+ age groups while the UK reported no gender dif-
ferences in family care for co-resident carers, though women do more care in
another household in both Switzerland and the UK. In Italy, 10 % of family care
was provided by people who were themselves over 80 years of age.

Although in many countries children, especially daughters and daughters in
law provide a large percentage of family care, e.g. nearly 75 % were child car-
ers in Malta, there were large variations. In Hungary, daughters constituted
11.3 % and sons 8.7 % of all family carers compared to 37.1 % daughters and
20.9 % sons and 15.5 % grandchildren in Poland.

Social changes in marital and family relationships in Europe are often as-
sumed to have implications for the availability of family carers. In the case of
spouse versus other forms of non legal partnership, the data from the national
reports was not clear; thus no valid reflections can be made on this issue in
this report. Demographic differences between countries may account for some
of the variation in who cared; sibling care, especially by sisters, was pointed
out to be important in Slovenia. However, in examining the variations in who
provided care in a range of countries where data are available, the role of the
wider family, neighbours and friends, was evident. In Spain, relatives other
than parents, spouses and in laws provided 14 % of care, while neighbours
and caretakers provide 5.6 % and friends 4 %; in Hungary in rural areas
19.2 % of older people relied on friends and 34.4 % on neighbours; in the
Czech Republic 16 % relied on friends and 10 % on other relatives while in
Belgium the wider family cared for 17 % of dependent older people needing
care while non-family carers were responsible for 13.3 % of care.

The age of the carer, the current state of the labour market and women'’s par-
ticipation in the labour market all appeared to have a direct influence on those
who both worked and cared. There were a number of countries marked by the
high rates of labour market participation (80 %) for women until the age of 55
years, including CZ, DK, PT, SE and FI. This was reflected in the fact that a
large proportion of carers were employed; however, again one should be care-
ful as the degree of dependency of those they cared for was often less than in
other countries. Thus in Portugal at a certain level of dependency it appeared
that older people went into residential care, while in Sweden and the Czech
Republic there were a variety of forms of residential support for those who
could no longer easily be cared for at home. As suggested, the percentage of
those using any and all forms of residential care has to be considered in order
to understand the ability of family carers to hold down full time jobs. In addi-
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tion, the hours given to care must be carefully examined, with the suggestion
that working carers probably give fewer hours to care. This compares with fig-
ures for Spain where 22 % of family carers were employed (36 % part time
and 64 % full time), or Poland where a third worked and cared.

In several countries family carers were reported as being more likely to be
housewives, pensioners or unemployed (BE, EL, DE, ES). Germany reported
that civil servants, the self employed and the salaried were those in the labour
market who were most likely to combine work with care, though overall those
caring for older people without dementia were more engaged in the labour
market (30.9 %) than those caring for a person with dementia (25.3 %). In
Switzerland, 33 % of the self employed provided care, while 21.8 % of the un-
employed did so. Ireland brought some interesting data to show that despite
the huge increase in labour participation rates for women (50 %), they contin-
ued to do the same amount of caring as the non-employed. Such data sug-
gests again the difficulties of unravelling the concept of care. Those who work
may be far more inclined to notice that they are also caring than those who do
not work. The decline in rates of employment for women, especially in the
Eastern European countries, has implications as to the availability of people to
care, e.g. in Slovenia, though also in France. Yet internal and external migra-
tion, e.g. in Bulgaria, Hungary, and Greece may leave many older people with
fewer available carers.

The economic aspects of family care are also reflected indirectly in the infor-
mation from Austria that amongst the 40 % who were employed and cared,
those with low status jobs were more likely to undertake work and hands on
care. In Italy, family carers tended to have more available income than non-
caring households yet 60 % were unhappy with their economic situation; these
data probably reflect the pooling of resources by the family carer and older
person in a common budget.

There are often considerable details on the average age of carers — yet as al-
ready indicated the (self-) definition of family care makes such data problem-
atic in a cross country review.

The trends observed by national experts are important in deciding on the fu-
ture availability of family carers, all other matters being constant®. Several
countries perceived a trend in the decline in willingness to provide hands on
care especially amongst the better educated and those with better jobs (AT,
DE, NO) and this was also noticeable among women, where the large in-
crease in the numbers working and / or the availability of long-term care insur-
ance (LCI) allowed many to retreat from care (Fl, IE, DE, MT, NL). Belgium
noted the increased mobility in society, making family care less available,
while Hungary and Malta noted the trend that older people and family carers

Of course they are not constant. Thus in Sweden the decision to support family carers may in-

crease the numbers of people offering care to dependent older people.
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less often share a common household. A number of countries commented on
the increase in the numbers of male carers (HU, EL, IE, IT, MT, SE) and Nor-
way and Sweden noted that the total amount of family care has increased
though the hours spent has decreased, which is in line with the provision of
more care services. Finally, some authors commented on the changes in atti-
tudes amongst older people; some perceived their families as less willing to
care (BE) and others, including the Netherlands, suggested that there was evi-
dence that the better educated preferred public and private services rather
than help and care from their kin.

2.4.3 Is Family Care ‘real’ Work?

Studies from various countries provide some perspective on the number of
hours for which family carers worked to support dependent older people. In
Portugal, 68.3 % of family carers provided more that 4 hours per day and
56.6 % provided care every day. In Ireland, the breakdown of hours provided
by family carers showed that 60.3 % worked 1-19 hrs, 13.4 % - 30-49 hrs and
26.7 % more than 50 hrs per week. Luxembourg, which provided a detailed
breakdown for the hours of care given to dependent people of all ages indi-
cated that the young disabled needed most care followed by the oldest age
group (90+) and that overall 35 % of dependent people needed in excess of 24
hours per week. In the Netherlands, the average amount of care amounted to
17.9 hours per week, including domestic help, psychosocial support and per-
sonal care. These indicative numbers suggest that taking on the care of
someone means for many people to invest a lot of their time and perhaps a
half of all carers have, effectively, the equivalent of a half time ‘job’. For the
most dependent, including, for example, those with dementia or those at the
very end of life, the hours needing to be spent in care rise substantially. Unlike
the care of children, family care of dependent older people cannot be pro-
grammed precisely. The gradual nature of increasing dependence is the usual
scenario, though not even this is predictable and age related decline in func-
tional ability may include significant periods of decreased or increased de-
pendency (Robine, Romieu, 1998). The lack of ability to ‘programme’ the work
needed is one of the characteristic problems of family care work with older
people and, indeed, care from service providers’.

Another aspect that reflects on the nature of the work of a family carer is the
issue of its consequences to their health and well being. As already discussed,
the levels and types of care provided in countries varies, but given that in
many only inadequate services to support both older people and their family
carers exist, what does emerge widely from the reports is that the provision of
care has both physical and mental consequences. France reported that family
carers had double the risk of depression than in the general population, a find-
ing that is supported in other countries where depression and psychological

" Hence the interest in discussions on the cultural as well as the health aspects of dependency.
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burden were noted as being very frequent. In Portugal, where depression was
also an issue among family carers, the report also indicated that needs and
problems vary by income levels, with leisure being more of an issue for the
better off and financial help for the worse off.

Also commonly more frequently reported amongst family carers than for the
general population were physical problems that were consequences arising
from care. For example, the German report states exhaustion, pain in arms
and legs, bad backs, heart trouble and severe stomach pain. These symptoms
were more pronounced amongst those caring for the cognitively impaired. So-
cial isolation and the inability to participate in normal family and social life,
mentioned in the Slovenia report, is undoubtedly a widespread phenomenon.
For care-providing ageing spouses, fears of what would happen if they died or
could no longer manage, was a specific issue mentioned in the Danish report,
but probably a common theme for spouse carers in many countries; the Neth-
erlands noted that spouse carers were less likely to use services, though car-
ing full time, while Norway reported health risks for older people providing long
term care for spouses with dementia.

One aspect of family and professional care that helps in understanding the na-
ture of the work and particularly its emotional consequences is that which con-
cerns abuse. Most countries have no or very little data on the issue®. Slovenia
reported research that found a staggering 50 % of older people were abused
by their children, with family members or relatives being responsible for three
guarters of incidences of abuse and the explanation being found in the exhaus-
tion of family carers, although 10.9 % were also abused in the institutions where
they lived. The Scandinavian countries provide figures for elderly abuse that
vary from 1 % to 8 %, with abuse more common in urban areas. In one study
in Germany, 10.8 % of older people, disproportionately older women, reported
violence against them, though psychological maltreatment and financial abuse
were more frequent. In the Italian report, reference was made to recent re-
search monitoring 2,500 people aged over 60 in a number of European coun-
tries; Italian older people were those reporting most loneliness and neglect for
which they held their children responsible®. Domestic violence is generally hid-
den.

A study in the UK indicated one in three old people were psychologically
abused; one in five physically abused and the same number has their savings
inappropriately used; more than 10 % are neglected and 2.4 % sexually
abused. There is also only limited data on abuse of older people in residential
care.

8 In addition, data is often not comparable since the research definitions used vary.

Like dependency, this is often a matter of cultural and individual definition.
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In Italy pioneering projects in Turin, Rome, Milan and Genoa sup-
port elderly victims of abuse as collaborative ventures between
municipal authorities and local voluntary agencies.

Germany and Italy point to the fact that there is also inadequate data on abuse
by older people against their family carers.

What is important to underline is that interpersonal relations may become very
tested when dependency becomes a characteristic within the relationship. In-
terventions in such situations require a well developed and proactive psycho-
logical service and it may be more effective to provide more respite care than
to try to alter the relationships between the family carer and older person.

The Czech Alzheimer Society started a new project, “granny sit-
ting”, that provides family caregivers with regular respite.

In the general framework of training for all carers, the issue of dealing with an-
ger, frustration and difficult interpersonal relations should also be confronted.

In Malta, where the Catholic church is important, two church-
based organizations give training called “Care for Carers” de-
signed to reduce stressful situations, improve communications,
as well as provide care in a more effective and efficient manner.

In discussing the issues of the hard and difficult work of family carers it should
not be forgotten that many obtain satisfactions from their caring work; interest-
ingly this aspect rarely emerged in the research quoted in the national re-
ports.’® The UK was one exception to this; studies which included minority
ethnic groups indicated that the extent of care giving satisfactions outnum-
bered the difficulties with the dynamics of the relationship between care giver
and older person being the key factor.

The value arising from the recognition that the work provided by family carers
often has real health and social costs for them, lies in considering which ser-
vices can best relieve and support them, e.g. in confronting depression, in re-
ducing the physical toll and social isolation. Another aspect is that some of the
same issues may also arise when considering care work conducted by profes-
sionals; learning specific skills and having appropriate practical and psycho-
logical support may play significant roles in helping both family and profes-
sional carers.

 Thisis likely to be the result of consistent value judgements by researchers who focus on burden
rather than satisfactions.
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In Slovenia, the Anton Trstenjak Institute provides intergenera-
tional communication programmes so that family members are
trained to better understand older people. This has several bene-
fits; the quality of life of older family members is improved, eve-
rybody is more pleased due to better family relationships and
younger generations become familiar with old age, the first step
in preparing for their own ageing.

One such form of support that plays a highly variable role in some countries is
that of family carer support groups. While some groups are particularly con-
cerned with advocacy for their rights and the conditions under which they
work, many are also important in providing psychological and practical support
to one another, e.g. the Alzheimer Society or the Federation of Senior Citizens
Organisations — BAGSO — in Germany. As discussed below, such groups may
be supported and encouraged by national and local governments.

2.4.4 Reciprocity in Family Care Work

Property, savings and life time exchanges between the older person and the
family carer have to be taken into account when examining the willingness of
individuals to take on care. While not the primary motivation from the perspec-
tive of the family carer, it may still play a significant role in the reasons people
feel there are obligations to care, though there is limited research on the sub-
ject. Research in Norway indicated that despite the fact that there are consid-
erable transfers from older people as inheritance, pre-inheritance and gifts,
this did not generally influence the amount of care given to older parents by
children. If parents are in need of nursing, previous practical help from parents
to children, including child care, resulted in more nursing care by children.
Overall older people gave more help and economic support to the younger
generations, compared to the help they received. The German report stressed
that moral obligations and financial considerations are not mutually exclusive
in family care. In three countries, Belgium, Denmark and Finland, property and
savings were said to play no part in family care. In Spain, 63 % of family carers
indicated that the older person gave them no economic rewards, 23 % regu-
larly received compensation and 13 % occasionally; but the overall costs to the
household of providing care were substantial, especially those with a medium-
low economic status, since pensions are low and do not even cover the costs
of care.

Overall in 15 of the country reports property and economic transfers were
stated as playing some role in family care. In Austria, one study showed that
72 % of family carers considered transfers to be important and only 28 % felt
that inheritance plays "a negligible role” in inter-generational relations. In Bul-
garia, Poland and Italy, inheritance was important and if a family took the older
person’s property and then did not provide care the state intervened. In three
countries, Hungary, Slovenia and Poland, explicit mention was made of the
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value of the older person’s pension to the carers, given the high rates of un-
employment. Slovenia, Ireland and UK mentioned that older people often want
to be able to pass on their property to their children, leading to reluctance to
seek other kinds of care solutions or support which would involve them selling
their assets.

With reference to long term trends in willingness to care, it is necessary to
consider if such exchanges and inheritance are likely to continue to be impor-
tant. It may be presumed that where the older person offers a scarce eco-
nomic resource this aspect will continue to be significant, though much less so
where their children have their own resources. One hypothesis might be that
older people either with resources or, as the Portuguese and Norwegian re-
ports indicate, who have given a lot of time and energy to the practical support
of their children, are more likely to receive care.

2.4.5 Professional Paid Care

In discussing services to support older people and family carers, the availabil-
ity, training and qualities of all those employed to work in the care sector need
to be considered, since they provide the context in which family carers can
genuinely rely on support and help in their work. Care work in both residential
and home care services is overwhelmingly being provided in the public sector.
Nonetheless the growth of organised private sector services was reported in
Austria, Finland, Germany, Greece®! (very limited), Ireland, Italy, Luxembourg,
Netherlands, Norway, Poland, UK and Slovenia. While it is probable that these
private services are more used by the better off amongst older people and
their families, few countries reported large differences between the public and
private sectors in terms of their attractiveness to care workers or in terms of
their ability to recruit and retain care workers. Of particular interest are those
countries that reported few problems in recruitment and retention of care
workers in either the public or private care sector, e.g. The Netherlands, Bul-
garia, France, Luxembourg, Malta, Poland, Portugal. Others, like Belgium,
have had a problem and are attempting to improve the supply of nurses and
care workers by improving working conditions and pay, while in Denmark simi-
lar attempts are being made by improving training and attempting to attract
more men into caring jobs with older people. All these positive examples are
important since they suggest that there is nothing inevitable about the difficul-
ties reported in so many countries in recruiting and retaining care workers for
older people.

What are the main difficulties reported in the national reports? These include
low pay in Finland, Austria, Greece Hungary, Ireland, Poland, Portugal, UK
(especially unqualified staff); the lack of staff leads to unacceptable shift work

" Reference here is to organised services rather than the growth of migrant care workers who are not
normally organised into a service.
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and overtime in Austria, Slovenia and Germany, while Poland believes this is a
future problem they will face. The low prestige and tiring nature of working with
older people was commented on for the Czech Republic, Germany, Greece,
Hungary, Italy, Ireland, Sweden, Switzerland and the UK. The lack of a real
career and promotion opportunities was commented on by Ireland. Even in
Norway there was a high turnover amongst care workers in the urban areas.
The predominance of women in care work was a feature of every country — a
characteristic that is nearly always associated with lower pay and prestige. In
the Netherlands, professional care workers in residential care have increas-
ingly limited time for every patient, due to budget cuts. Increasingly volunteers
and family carers are needed to provide care in residential and nursing homes.

Thus one of the critical issues facing most countries is how to improve the
status, conditions of employment and attractiveness of working in the care
sector for older people in the many countries where care workers are often
undertrained and overworked. This is a difficult issue given the fact that public
budgets in most countries tend to be limited, unskilled and semi-skilled labour
is often readily available and cheap, while the perception and often the reali-
ties of work with older people is that it is depressing and hard. Clearly, as
some of the 23 countries have managed to improve the status of care work,
there are lessons to be learned about how this may be achieved.

One way forward is training, in combination with the development of a ca-
reer structure for care workers. In turn, this requires that all services intro-
duce quality standards.

This may be one arena in which interventions from the EU could be a positive
influence, e.g. the promotion of minimum standards in care work and ensuring
that some EU funded training schemes are devoted to care work. Several
countries noted that in private services care workers were often less trained
than in the public services.

In Portugal training the long term unemployed to work with older
people in a social support service was developed.

In Hungary, with its long-term low birth rate and fewer children to
care, NGOs have been active innovators. The Budapest Centre of
the Hungarian Maltese Charity Service linked a two year health
and social training to the employment of disadvantaged young
girls and boys living in poor family circumstances with emotional
and family deprivation. On graduation the young people took jobs
in care and nursing for older people where they also functioned
as quasi grandchildren. The same NGO has also supported the
development of networks of voluntary and neighbourhood carers
to cope with age-related disability.
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However, caution is required in extrapolating from these suggestions and ex-
amples; the French report indicated that unless there are clear advantages in
terms of employment and promotion for those with qualifications, and while
public and private bodies continue to hire the unqualified at similar rates to the
qualified, individuals may perceive no real advantage in gaining qualifications.

The modernisation of services and institutions represents an important
way of moving forward in making care work more attractive; thus, introducing
new technologies where possible and training both family carers and profes-
sional staff would appear to be a positive step forward. Given the under-
funded nature of many public and private care services this may not always be
feasible, but must be considered as a possible strategy at national level.

Making the conditions of employment more attractive is another device to
attract and keep care workers; genuinely flexible forms of employment from
the perspective of the employee may be attractive to some individuals. Swe-
den reported using increasing numbers of part time workers in both home and
residential settings, reflecting contradictions between stakeholders — what is
good for workers may not be good for older people, e.g. with respect to conti-
nuity of care.

In Belgium a federal initiative Integrated Services for Home Care
(GDTs) help family carers by organizing multi-disciplinary consul-
tation and by helping them to draw up a realistic care plan that
specifies the tasks of each (formal and informal) carer.

Another area for possible improvement lies in changing attitudes towards older
people and perhaps of older people towards care workers. The experiences of
possible attitude changes in Austria, Germany and Hungary, where young
men may work in care settings for older people instead of doing military ser-
vice, would be interesting.

In Denmark the attempt to make care work more attractive to men
is one strategy that needs to be monitored.

2.4.6 Migrant and foreign Care Workers, legal and illegal

De facto solutions to the recruitment of care workers for older people are being
found in 13 of the 23 countries (AT, CZ, DE, DK, EL, IT, LU, NO, PL, ES, PT,
CH, UK) by the use of migrant and foreign care workers, as domestic, care or
nursing personnel. As is evident, this solution was being used in a wide range
of countries in terms of both income and welfare systems. There were no data

2 Marrying the interests of services, e.g. the need to organise shift work and 24 hour coverage, can
be done in conjunction with the wishes of employees for flexible and/or part-time employment.
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for France, but migrant workers were apparently important and for Ireland mi-
grant workers were important in the nursing sector. Belgium and Sweden pro-
vided no data. The countries reporting that migrant labour was not important in
care work were FI, BU, MT, NL and SI, and only a few reported that foreign
born people were less likely to be employed in health and social services; The
Netherlands pointed out that a significant impediment for entering this part of
the labour market is the requirement for higher education and the poor com-
mand of the Dutch language. Recently, in the Western, urbanised part of the
Netherlands more migrants are working in the lower care jobs.

One of the difficulties associated with migrant care workers is that though
many may be more educated than local care workers, they are rarely trained in
care work per se and may have language problems. Many governments, sim-
ply by not developing public services and by not having active policies towards
the recruitment and legalisation of foreign migrant care workers, are conniving
with the current situation which leads to exploitation and a lack of control*®.
Ensuring their legalisation, training (including language), and their incorpora-
tion, where feasible, into a caring career, is likely to be important for the com-
ing years until attitudes and practices change substantively in many of the
countries reviewed.

2.4.7 The Voluntary Sector

A large number of countries had and have sought to develop volunteer ser-
vices to help with the care of older people and indirectly for family carers. Aus-
tria, France, Belgium, Bulgaria, Hungary, Ireland, Finland (1 % of all care),
Germany, Greece, ltaly, Malta, Netherlands, Poland, Slovenia, and the UK all
reported that volunteers were important in caring for older people, while Swe-
den and Norway specifically mentioned the importance of volunteers but not
for hands on care. One outstanding example is Hungary, where 70,000 NGOs
have developed in the past years, 13 % being in the health and care fields.
Here volunteers work at lower wages than employees but undertake hands on
care. This contrasts with the situation in most countries where volunteers do
not undertake a lot of hands on care, but provide important auxiliary services
such as transport, accompaniment, social support etc. In a humber of coun-
tries, family carers’ self help groups are also important in terms of offering
practical care support.

% It may well be argued that the private solutions adopted by the middle and upper classes by em-

ploying migrant care workers contributes to the lack of political concern with the general situation of
family carers.



28 EUROFAMCARE

In Germany the Department for Social Work in Wiesbaden (Hes-
sen) runs a course qualifying people as "voluntary senior citi-
zens’ companions" designed to lessen the burden of care and
give support to family carers in need of a few hours of free time.

In the Netherlands the national organisation for Voluntary Pallia-
tive and Terminal Care (VPTZ) with 180 local VPTZ-organisations
has a well-developed training course for volunteers who are pro-
viding palliative and terminal care at home and in hospices to re-
lieve family carers.

In contrast, volunteers played a very limited role in both Spain (0.1 % in care
for older people) and Portugal. No data from national reports indicated whether
organized volunteering substantially relieved family carers, although in Ireland,
12.5 % of all volunteers provide services for the sick and older people.

2.4.8 The Future of Care Work

The above analysis suggests that the care of older people will continue in
many countries to rely heavily on family carers, supported by professional care
workers and this is probably in line with the wishes of some family carers who
want to care. The overwhelming majority of public budgets can currently not
bear the full costs of developing a system of comprehensive care for older
people through publicly provided services, especially since future predictions
indicate that the demand for care is likely to increase. Thus ensuring that fam-
ily carers are supported by professional care workers is critical, as are policies
and practices that compensate family carers for care undertaken by ensuring
that they retain a good quality of life and security in their own retirement. Both
these aspects are critical elements to be addressed in policies for family car-
ers.

In Ireland the development, promotion and adoption of the
Carer’s Charter marks an attempt to recognise publicly the work
and the rights of family carers.

Family carers’ recognition can be further promoted through the development of
training and changes in attitudes that will ensure that all care workers learn to
perceive family carers as vital members of the care staff, with rights to leave,
respite care, advice, information and training.
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The German Federation of Advice Centres for Older People and
Family Carers (BAGA) published a manual for professionals on
how to give advice and support to family carers of older people
suffering from dementia, including practical training, support
groups for older people suffering from dementia, advice and
counselling in domestic care environment, volunteer services,
café for family carers and Alzheimer-dancing-café sessions. The
reader also contains comprehensive information on family caring
and relevant legislation.

The systematic training of family carers could be another important develop-
ment, particularly in creating professional attitudes towards care work and en-
suring good standards amongst family carers and safeguards for their own
health and well being, although their parallel need for adequate support ser-
vices in the provision of care should also be emphasized.

In the Spanish autonomous province of the Canary Islands, the
“Programme for the Elderly at Risk” includes support to carers
offering training activities to 100 % of carers and community sup-
port plans for self-help groups and associations.

Such training may also provide a future supply of care workers who after quali-
fication may wish to work in this sector. Another important resource, not fully
explored in most countries is the use of more part time care workers in both
home and residential care settings.

A further development in the coming years will be the increasing numbers of
older people from ethnic minority backgrounds. A number of countries have
already developed services for them and some have also recognised the
needs of migrant caregivers.

In Germany, concern with migrant family carers is evident in a
number of courses being run throughout the country, e.g. a care-
giving course in Wiesbaden is offered to Turkish migrants in
Turkish and German.

2.4.9 New Technologies

New technological advances have neither been fully developed nor had yet an
extensive impact in supporting care work with older people. This is partly due
to the low levels of computer literacy amongst many older people, including
family carers, and partly due to the difficulties of using new technologies in old
homes. The ‘smart’ house is still a number of years from real implementation,
though in countries like the Netherlands alarm systems and ICT-technology
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are becoming standard equipment. The lItalian report indicated that those who
could afford it were paying for expensive new technologies including security
alarm systems, video-telephones, mechanized shutter locks, tele-medicine de-
vices, mechanised doors / window openers, data networks (for rapid shared
access to the Internet), bedroom intercom, visual and auditory signals, remote
control apparatus of certain functions via phone. A number of countries includ-
ing Finland, Germany and the UK are working to develop gerotechnology, e.qg.
locomotion devices in/ out of house, assistive technologies for eating and
other activities of daily life, security, e.g. timers for lights, locomotion recogni-
tion, security telephone, doorbell alarm, night alarms that wake the family carer
if the older person moves from their bed in the night etc. Many countries are
seeing the introduction of information and counselling systems designed to be
used by family carers and professionals, whether run by local authorities,
NGOs or family support groups.

In Sweden a telematics intervention programme (ACTION) has been devel-
oped to support family caregivers of older people. The service consists of edu-
cational caring programmes, video phone facilities for on-line communication
with other carers and a call centre staffed with professionals an access to the
Internet. The ACTION service has so far covered 40 families who are very sat-
isfied with this type of support. (Magnusson 2005)

However, cheap and effective solutions such as the Hungarian alarm system
between the older person’s house and a neighbour are probably the closest
many older people and family carers currently get to using and accessing
‘new’ technologies!

Public investment in all forms of gerotechnology is important for the work of
family care and the support of dependent older people®®. However changes in
mainstream developments can also have important implications for family car-
ers. Thus, as both the Greek and French reports point out, cheap mobile
phones allow family carers to be in constant communication with the older de-
pendent person. Market penetration of most new technologies aiding family
carers will initially be limited in many of the 23 countries due to low incomes.
As in all innovations there are both benefits and potential abuses in the use of
IT in care work, e.g. the ethical dilemma of constant observation.

2.5 Public Investment in Care and Family Care of Older People

2.5.1 The Right to receive Care

The right to receive care in times of illness, either short or long-term, is now
agreed to be a fundamental right within the EU, enshrined and reflected in na-
tional laws and the EU Social Charter. Whilst the 23 NABARES countries all

* The EU is supporting a number of R&D initiatives that may help with care work e.g. smart toilets.
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provided a basic health care system at the hospital and primary care levels
much wider variations in the provision of social care services to older people
exist, particularly in regard to home care services and whether these were
provided as a statutory right, depending on need (degree of dependency) and
financial situation (means tested). The increasing demand by ageing popula-
tions in Europe for long-term care for chronic conditions causing disability and
dependency emerges as one of the major trends examined in the NABARES
reports, with focus on the main issues of who provides care, where is it pro-
vided and how is it funded. There are significant inequalities and fragmentation
in care provision as long-term care may be provided by either health or social
service sectors or both. All 23 countries undertook some responsibility for the
care of dependent older people, although there was great variation in:

m  The degree of public responsibility

= Limited, e.g. only for the most disabled, those without financial means,
and without family support

= According to need
= The type of public support available
= Financial support to the older person or the family carer
= Services to the older person
= Services to support family carers

® Length of time for which support is provided, e.g. Czech long-term care
units put a limit of months on residence, in Greece the Urban Workers
Fund limited public funding for nursing or clinic care to 6 months.

The public sector is increasingly funding and arranging the financial coverage
for care but devolving at least some aspects of hands on care to others, be
they voluntary, private or family carers, e.g. Hungary has seen a major expan-
sion in NGO provision, the Netherlands leaves it to the older person to arrange
what type of care they seek.

2.5.2 Approaches to Carer Support

How can family carers be supported to continue providing care at home for
their dependent older people without adverse effects on their own physical and
mental health or without long term consequences for their income?

In the NABARES reports the following areas were examined:

®  Financial support including payments/ benefits (services in kind and
services in cash), social and accident insurance and pension contributions

m Services to the older person
Services to the family carer
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As discussed in section 2.2, the variations in social care provision in the 23
national reports appeared to depend largely on whether the state took primary
responsibility for the care of dependent older people, or only by default when
there was no or inadequate family to care. In the latter case, seeking help from
the state automatically implies a “deficiency” in the socially preferred form of
family care, which in itself is perceived as reflecting an older person’s “value”
to society, earned by having and bringing up children within society’s expected
norms and values. In general, countries where the state takes primary respon-
sibility for care of dependent older people also have higher levels of service
provision (DK, FI, LU, NL, NO, SE, UK), but not exclusively, since several
countries in which children have the primary responsibility for care still have
quite high levels of service provision (AT, BE, BU, FR, DE, MT, PT).

2.5.3 The Rights of Family Carers and their financial Recognition

A number of countries have introduced public financial payments in the form of
benefits or long term care allowances to help with the care of the dependent.
These may be paid either to the family carers who provide the care as in AT,
BE / Flanders and Brussels, CZ, FR, HU, IE, MT, NO, PL, ES, PT, SI, SE and
UK, or they may be paid to the older person to pay the person providing the
care service (NL and DE), or in some cases to both. Thus in France the Na-
tional Allowance for Dependency (APA) is paid to 605,000 means tested older
people; however, in some cases family carers may also receive a salary.

In Germany the long-term care allowance is means tested and taxed and older
people needing care can choose to take the cash (71 %) and organize care
themselves, or take it in benefits in kind and use professional services (12 %),
while 15 % combine benefits in kind and in cash.

In wealthy Luxembourg all those needing help are covered by de-
pendency insurance, the amount varying by assessed levels of
need. A dependent older person receiving a nursing allowance
(23.85 euros per hour) can use up to 7 hours of care per week to
pay a family or informal carer; if 7-14 hrs are needed, the service
networks must provide half the hours, if more than 14 hours per
week are needed they are entirely provided by help services. An-
nually the dependent older person receives a double nursing al-
lowance to finance respite care and give the family carer time for
recreation.

In several countries the amounts actually paid are so low as to not even cover
the direct costs of care, e.g. Malta, Hungary.

There are considerable debates on the benefits of paying family carers directly
or the older person, with pros and cons for both arguments; paying the family
carer directly may not allow flexibility and change in care arrangements and
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also runs the risk of devolving all care responsibilities onto a single carer,
whereas payments to the older person, although seemingly promoting more
choice in care, may not be given to the family member providing the most
care.

In many countries there is no public and statutory recognition of family carers
(ES, PT, EL, PL, MT, BU) so that there is no entitlement to any kind of finan-
cial payment, to leave from work or for respite care. In practice, even in these
countries some reported that those family carers employed in the public sector
did have some rights to paid and unpaid leave, though these rights were virtu-
ally never exercised in the private sector (PT, Sl). Typical of this situation was
Portugal where public employees have the right to 15 days per year under the
cover of ‘family medical certification’ to care for an older person, but in the pri-
vate sector such leave is only available for the care of those under 10 years of
age.

In other countries such as Austria and Germany, where increasing recognition
is being given to the reconciliation of work and caring through such policies as
care leave, reduced hours and the right to re-employment, there were com-
ments that despite the rhetoric, family friendly policies are rare (1 % of compa-
nies in Austria) and mainly for those with scarce skills. In Germany, new rights
were introduced for working carers to have leave for short periods of up to one
year, with or without wage adjustment, but only a few large Companies allow
flexible hours or job sharing (AT, DE). In Sweden, the Care Leave Act (1989)
ensures that those under 67 years and still in the labour force have the right to
paid leave for 60 days to look after a dying family member.

A number of countries, even those without support services for family carers
and very limited public recognition of their role, did permit tax relief and ex-
emptions (FR, IE, EL, IT, NL, ES). In Ireland, tax relief was also available
when a private carer was employed.

Another minimal financial form of support, mentioned as available to Maltese
and UK family carers, was VAT relief on care aids.

In Ireland carers are eligible both for respite care benefits and for
a Back-to-Education allowance when their caring responsibilities
end.

2.5.4 Long-term financial Support

The long term consequences for family carers have been noted in many coun-
tries. Some countries have moved towards supporting those providing recog-
nised levels of care in order to both support family carers and ensure that in
the longer term they do not land up worse off. In some countries, family carers
could be officially recognised and employed as carers with a salary, employ-
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ment benefits, pension and training (DK, Fl, FR, IE limited, NO, UK). While
these were the most extensive rights, other countries offered social insurance
contributions to provide coverage for old age and accidents; pension credits
are a recognised way of supporting family carers in a number countries (CZ,
LU, NO, UK) while specific mention is made of coverage for accident and in-
jury (AT, FI).

In Austria preferential insurance terms and pension contributions
are given to non-employed family carers in the form of free non-
contributory co-insurance with sickness benefits for those receiv-
ing the long term care allowance for the more dependent (levels
4-7) with the state paying the employer’s contributions.

2.5.5 Formal Service Provision for older People (health, social services,
residential)

Adequate and appropriate health and social services provided to older people,
both in institutions and at home, are a major factor in supporting the work of
family carers and relieving them of the total burden of care. In those countries
with a broad spectrum of home care services (SE, DE, UK, NO, DK, FI, FR)
that maintain and support older people in their own homes as long as possible,
family members may have some choice in deciding whether and how much
care they wish to undertake, although home help is often limited and does not
exclude the need for help from the family. However the demographic projec-
tions suggest that the degree of choice that older people and their family car-
ers will have in the future may be dictated by public expenditure restrictions
and private means.

In addition to services provided in the home (home-help, meals-on-wheels,
personal care etc.), the provision of appropriate accommodation (permanent
and temporary residential care, sheltered housing, home adaptations etc.) and
transport services can significantly influence and extend an older person’s in-
dependence and autonomy, despite increasing levels of disability, and this in
turn helps family carers.

The Polish report describes how in some local areas, such as
Poznan, initiatives have been undertaken to improve the quality
of care and work conditions of family carers, largely as a result of
pressure from well-organised self-help groups and NGOs of older
people forcing local authorities to assign appropriate funds.

In Northern ltaly, there is a current trend towards an increased involvement of
market oriented care services, so that users (i.e. older people and their fami-
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lies) “buy” care services from private suppliers that are paid for with public
funds through vouchers and care allowances.

At the other end of the spectrum, Greece has no statutory social care services
for older people though some home care programmes have developed over
the past decades, initially by NGOs and more recently by local authorities;
budget restrictions and inadequate funding means that coverage is limited and
the services inevitably give priority to dependent older people without family
support and with no financial resources to pay for private help.

2.5.6 Services for older People at Home

It is not always easy to distinguish between services primarily intended for the
older person but which substantially reduce the problems and difficulties of the
work of the family carers, and those services which are directly focused on and
of benefit to the family carer. Thus respite care may directly benefit and even
be designed for the family carer, yet essentially be a home based service for
the older person. A huge range of services supporting older people exists, in-
cluding general laundry services, special transport services, hairdresser at
home, meals at home, chiropodist/ podologist, telerescue / tele-alarm (con-
nection with the central first-aid station or relative), telephone service offered
by associations for older people (friend-phone, etc.), counselling and advice
services for older people, care aids, home modifications, company for older
people, social worker, handyman service, incontinence service. (See Annex 4
for the list of services developed from the national reports.)

Malta mentioned having 30 different services for older people, though with the
interesting comment that many family carers using home help services felt it to
be an admission of their inability to live up to family expectations, leading to an
uneasy partnership between them and the formal service providers

For family carers the availability of good primary health care in the home is
of great importance, as many older people are not well enough to move easily.
Many countries (BE, DK, FR, DE, LU, MT, NL, NO, SE, CH and the UK) de-
scribed their primary health care services as comprehensive, involving health
care professionals in systematic outreach programmes, and included services
such as palliative care at home (CH), and rehabilitation at home. The UK in-
terestingly stated that the most popular primary health care services for older
people were chiropody and the district nurse. In other countries (AT, BU, CZ,
IT), primary health service into the home were considered partial with inade-
guate regional coverage, while other countries described their primary health
care services as inadequate (EL, ES, HU, PL, PT, SL).
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The French primary health care system gives a legal right to its
citizens to such services as hospital-at-home, a paramedical ser-
vice and the delivery of drugs.

A strong trend noted in most countries was the growth in day care centres,
whether attached to hospitals, run by local authorities or by NGOs. These cen-
tres are of importance where the family carer works, but also for regular res-
pite care particularly in the cases of older people with dementia. In some coun-
tries (NO), coverage was relatively well-developed, apart from some of the ru-
ral areas, while in other countries it was noted that coverage was very patchy
(FR, IT, DE) with expansion being planned (IE, HU, EL) Only in Poland day
care centres were actually decreasing in number. However, one should note
the existing variations in the percentages using such centres. Belgium re-
ported 0.3 % of those aged 65-70 years rising to 0.7 % for those 75 years and
over. The Czech Republic, which had centres that offered day and weekend
care, provided coverage for 0.6 % of those aged 65+. Malta had 5 % of it older
citizens attending 14 centres, while in Spain coverage was for just 0.11 % of
older people. Usage data was presented quite differently in the Netherlands —
who reported 13 % of family carers using such centres, while in the UK 32 %
of those receiving care went to such centres (day clubs, day care and day
hospitals), a figure that went down to 27 % for those aged 85 and over. In
Luxembourg, the 7 centres were designed for psycho-geriatric cases.

Home care services have been well established for many years in many
countries and a wide range of services may be provided under this rubric in-
cluding home help services (shopping, cleaning, cooking etc.) and personal
care (bathing, cutting toe nails, toileting etc.) — however it was not always clear
from the national reports what exact services were included in each category.
The data provided shows the usage by the age of the older person - ranging
from 1 % of those aged 65 years and over in Italy, to 15 % of those aged 60
and over in Denmark. Other figures demonstrate, not surprisingly, that the per-
centages rise with increasing age. Denmark, Belgium and Finland commented
that the average length of time for home help was just 2 hours per week, and
many countries said that the demand was outstripping the supply both as a
result of demographic changes but also, for example, with the introduction of
long term care allowances which allowed dependent older people to have
more access to such a service (AT). This indicates that many countries are
facing the choices of how best to ration care to those who are most depend-
ent. In the UK and Ireland, data indicated that those with family carers re-
ceived less home care than those without a family carer.

In a number of countries including Finland, Sweden and the UK, it was com-
mented on that home help was now given to less people but more intensively,
e.g. in the UK 8.1 hours per week, while in Sweden 28 % received home help
in the evenings and at night.
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Belgium noted that the main beneficiaries were those who were very depend-
ent and on a low income and no doubt similar criteria are used in other coun-
tries, which may well account for the growth reported in a number of countries
of private home help services; thus even in Denmark with its extensive ser-
vices, people were paying for additional help. In some countries the costs of
using the service meant that some could not afford it (BU).

Local coordination centres were important as a way of ensuring some coop-
eration between health and social services. In Finland, personal care and ser-
vice plans are made by multi-professional health and social service teams for
persons in continuous need for care and there is an increased focus on the
much older person. In Greece, many of the home care services under devel-
opment are run in conjunction with the existing Open Care Centres for Older
People (KAPIs) and provide both some health and social support. In Sweden,
comprehensive local authority services provide transportation services, foot
care, meals on wheels, security alarms, housing adaptations, handicap aids,
etc.

Home help care programmes in Catalonia, Spain, are available in
90 % of the primary health care centres; more than 75 % of these
offer carer training and almost 69 % specific “caring for the
carer” programmes.

Given the particularly arduous nature of care for those with Alzheimer’s dis-
ease or DAT related dependency, the development of special services to sup-
port family carers is particularly critical. Norway reported that 80 % of all the
local authorities provided sheltered units in nursing homes for persons with
dementia in 2003, while Belgium, Luxemburg, Sweden and Finland also had
good coverage. However, most countries reported that existing facilities are
inadequate in terms of coverage and increasing demand (FR, IT, DE, IE).

One bright light for family care work was that many countries re-
ported on the invaluable work done by different NGOs and espe-
cially Alzheimer societies, e.g. in the UK they had 25,000 mem-
bers and 300 centres running quality day and home care ser-
vices, while in countries like Slovenia and Greece mention was
made of the growing importance of the Alzheimer societies, par-
ticularly when other forms of support for older people and family
carers were less developed. Only Spain, Poland and Portugal
gave no indication of such developments.
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Even in Greece, where innovations are hard to implement and
public financial support limited and erratic, the GARDA Associa-
tion in Thessaloniki, supported by Alzheimer Europe, marks dy-
namic and positive cooperation between health professionals
and family carers with effective work in information, advocacy,
counselling and service provision in an ever larger number of
towns.

Quality Assurance

One way of ensuring that family carers feel that home care services can be
safely used and relied on is that adequate quality assurance standards are in
place. In many countries, the evaluation and monitoring of the standards of the
service provided, whether by health or social care personnel in separate or
integrated services, was felt to be inadequate. Many countries also reported
that administrative criteria were the main criteria used to judge service ade-
guacy, e.g. legal contract obligations, financial management, staff/ client ra-
tios, complaints, while even where local authorities had developed explicit cri-
teria for service providers, these very rarely included the quality of the service
from the perspective of the family carer or older person (AT, CZ, IE, DE, EL,
PL, ES). What were the constituents of a good quality service assurance?
These included national recommendations, the use of independent evaluation
and monitoring, clear mission statements, the development of individual client
plans drawn up with the older person or family carer, the development of qual-
ity awards, and many countries felt they had adequate mechanisms in place
(BE, DK, FI, FR, HU, LU, MT, NL, NO, CH, UK, SE). France noted that there
were now special computer programmes designed for quality control for both
home and residential care services.

In well developed systems it might well be expected that services would de-
vote resources to ensure the level of training and competence of their staff. If
European countries are moving to an increase in the number and coverage of
both public and private care services in the home, then family carers and older
people have to feel confidence in the abilities, commitment and concern of
those providing services to the older person. 12 countries considered their
staff adequately trained (AT, BE, BU, DK, LU, MT, IT, FI, DE, SE, NL, HU).
However, there were differences between the qualifications of those run-
ning services, who in most countries were trained and with professional certi-
fication, e.g. as medical professionals, social workers etc, and those who pro-
vide some kinds of hands-on care and support in the home. Austria, Italy and
the Czech Republic commented on this issue. The difficulties in recruiting and
keeping staff, especially at these levels, have already been discussed in the
section on the work of caring (2.4.5). What was often missing was training for
home help and geriatric aides. In Spain, the national report sadly pointed to
the current inadequacies even amongst those of a professional background,
since they often had inadequate profiles for the work, especially in supervision
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and management; there was also scarce interest by other workers in jobs con-
cerning the hygiene and personal care of the older person and in general a
poor connection between the workers and the users of the services. This
comment may well have resonance for a number of countries, e.g. FR, SI, CH.

2.5.7 Services for Family Carers

The most common form of service available for family carers was some form
of respite care, predominantly in residential units with rather fewer offering
such care in the older person’s or family carer's own home. Respite care ser-
vices at home probably constitute the most direct and immediate type of relief
for family carers, whether this be in the form of ‘granny’ sitting for a few hours,
or for a more extensive period such as a weekend, or to cover a holiday and
allow the family carer to relax. Respite care was the only service for family
carers reported by all the NABARES countries, although there was a very
wide variety both in type of provision and coverage. Such services are well de-
veloped in a number of countries (BE, NL, NO, SE, UK, DK, FR), whereas in
others any form of provision is rare in EL, IT, PL, ES, PT, Sl and with more ex-
tensive, but still limited coverage in IE, DE, CH, MT. As with many other forms
of support for family carers, private arrangements for relief care either at home
or in a residential facility, were reported by many countries, either as a substi-
tute for inadequate public services, or in parallel with them.

In Belgium 10,000 hours of sitting services were provided, a half
by volunteers.

In the Netherlands more than 180,000 hours of voluntary pallia-
tive home care were provided at home (more than 5200 volun-
teers in palliative care). In contrast to formal carers these volun-
teers do have a lot of time for the family carers.

Given the bureaucratic nature of many of the public systems by which family
carers can access services or claim financial support either for themselves or
for the older person directly, a major problem for many is how to fill in the right
forms. Thus counselling and advice services that helped with such things as
filling out forms were surprisingly prevalent amongst many of the 23 countries
and 8 reported this as available throughout their country.

In Austria a provider of in-home hospice services (Caritas) offers
a support programme for carers after the death of the older per-
son.

Practical training in caring was available widely, where family carers learned
to protect their own physical and mental health, relaxation etc. (IE, SE, MT,
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NL, Fl, FR, AT, BE, and the UK). A number of these were run by carer’s
groups or NGOs. Many of these services overlapped with self help groups, de-
signed to allow family carers to learn from one another how to deal with prob-
lems and the emotional and practical aspects of caring.

Needs assessment by a service provider, providing a formal and standard-
ised assessment of the caring situation, was a well developed service with to-
tal coverage in DE, DK, FI, HU, BE, NL, SE, CH, UK, LU, partial availability in
BU, CZ, DE, ES, IE, MT, NO, PL. but not available in AT, CH, EL, FR, IT, PT,
Sl, although the extent to which family carers were involved in these assess-
ments was not always clear.

However, integrated planning of care for older people and their families,
which should be a logical next step from needs assessment, was available in
fewer countries, with total availability reported only in SE, UK, FI, HU and LU.

Whilst a number of countries reported special services for family carers of
different ethnic groups, this was a statutory service only in the UK and even
here was still not fully developed.

Other support services for family carers were reported by NL, HU and LU.

In Hungary, the vital role of NGOs such as the Hungarian-Maltese
Charity service and the Hungarian Red Cross in providing nu-
merous services for older people and their families was noted.
Free food, clothing, medicine, medical and technical aids were
provided where needed, using both state and other sources of
funding and a large amount of volunteer work.

In the Netherlands, the important contribution made by the 200
Support Centres for Family Carers (information and advice, prac-
tical and emotional support, training, mutual support groups, and
voluntary home care and buddy care) was noted, as well as the
wide variety of support services provided by LOT, the Dutch or-
ganization for informal caregivers.

2.6 Residential and Long-Term Care

In this section, long-term care usually refers to institutional care provided and
funded by the health sector, whilst residential care is usually provided by the
social services sector with partial or full costs born by the user. However, it
was not always clear from the NABARES reports which were being referred to
and thus there may be some overlap between the uses of the two terms. From
the point of view of the family carer and the older person needing care, how-
ever, whether this type of care is provided free or for payment is obviously a
major factor in decisions regarding the use of the service and may partly ex-
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plain differences in patterns of use of institutional care facilities between coun-
tries.

While it would appear slightly contrary to discuss residential care and family
care simultaneously, the availability and quality of different forms of residential
care for dependent older people helps determine the role of family carers and
the types of support they can find. There are different developments in the 23
countries that depend in great part on historic levels of provision; those with
low levels are often seeing a growth in new residential units to deal with
demographic changes, while those who already have high levels are diversify-
ing the forms of residential coverage available. Increasing longevity accompa-
nied by age-related disability (even taking into account some decline in rates
of severe disability) means that a higher number of older people will require
care for longer periods of time; this, combined with the predicted decline in
numbers and availability of younger generation family carers, means that inevi-
tably an increasing proportion of older people will require the intensive care
services only available in an institutional setting. This is already becoming ap-
parent with many countries reporting a high proportion of more disabled older
people and those without families in residential care.

An increasingly wide range of institutional care arrangements are reported,
with a general trend in those countries with more developed services to move
away from traditional residential care and rest homes, nursing homes and
short and long term hospital care and convalescent homes, towards other
forms of living units such as sheltered housing, specialised rehabilitation facili-
ties, hospice and palliative care facilities and special dementia units and spe-
cial facilities such as respite care (AT, BE / Flemish, NL). This has led to a less
rigid classification of types of institutional care, with merging of the boundaries
between health and social care and between home and residential care, i.e.
towards more integrated care.

There is a wide mix of public, private and non-profit provision, with most public
and NGO facilities, except hospital beds, being run by or in co-operation with
local authorities. The highest level of residential care was reported in the Neth-
erlands with 5 % of those aged 65 years and over in residential care homes
and 2.5 % in nursing homes, and Luxembourg with 6.8 % of those aged 65
years and over. The lowest rate was reported in Greece with an estimated
1.5 %. Overall, as many countries indicated there is an increase in both the
age and level of dependency of older people, as well as the proportion of de-
mentia sufferers, in all types of residential care and there are often waiting
lists, especially for specialist and modern units, e.g. Belgium has long waiting
lists for dementia patients. However, in interesting contrast, Finland reports a
decline in need for institutional care due to improved functional capacity of
those 65 and over. In Italy, a decline by half in the percentage of over 85 year
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olds in residential care has been attributed primarily to the employment of for-
eign home care workers.*

There are significant cultural differences in the preferences of older people
themselves for this type of care, though the time at which they were asked
about their preferences as well as the wider socio-economic conditions in
which they find themselves, also influences their responses. The critical issue
is what they prefer when they can no longer care for themselves: nine out of
ten Norwegian older people preferred a residential setting, while the Swiss
also preferred professional care. Similar tendencies can be found in the Czech
Republic, Poland, Slovenia and Hungary, where older people in need for care
are put on waiting lists for admission and expanding long-term care and resi-
dential facilities.*®

While many countries reported a policy trend away from institutional care to-
wards home care, some countries with high levels of mainly publicly funded
residential care provision (AT, DK, SE) have not changed bed provision but
have expanded other forms of residential care, e.g. sheltered housing in Nor-
way, with a consequent decline in bed shortages in nursing homes. In Den-
mark, the decline in nursing home beds has been matched by an increase in
independent specialised housing units for older people with accompanying
home care services, whereas Sweden covers all types of residential care un-
der the umbrella heading “special housing”, entry being by criteria of need
only, with a very high public service coverage and a wide variety of accommo-
dation, balanced by improved and integrated home services provision. Finland
has service housing with 24 hr assistance costing two thirds less than tradi-
tional residential care and three quarters less than hospital care. In Spain,
where residential care covers 3.4 % of over 65 year olds, the national report
suggests an increase in public sector residential care. Malta and Germany
noted increases in the demand for all types of residential accommodation, and
in Germany residents consist increasingly of the older age groups and demen-
tia sufferers. Even in Greece, despite the use of migrant workers and the start
of some home care services, there has been a small increase in use of resi-
dential care services (mostly private) from <1 % to 1-2 % of > 65 year olds. A
similar situation occurs, to a varying extent, in Italy, although there is a higher
proportion of older people in residential care in the north than the south. Lux-
embourg, with a currently high level of residential care provision, is expanding
provision further and the report notes that the cost for such care per hour
(35.82 euro) is actually cheaper than home care (48 euro).

In France, as in other countries, there are significant problems with many ex-
isting residential homes, some of which are based on the old ‘poor-houses’,

15

16 See http://www.esf.org/articles/201/Famsuparticle.pdf

It is not entirely clear if this is because of established traditions or because of the difficult economic
circumstances of both families and older people.
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though the development of new forms of small support residential and modern
units is making some forms of residential care far more attractive.

In France and the Walloon part of Belgium the Cantous are spe-
cial small units for older people with dementia where they share
daily life and cooking activities under supervision. The family is
involved in decision making and social life.

The costs of residential care clearly play an important role for family carers
and older people since in many countries the older person or their family con-
tributes or completely pays for this service. In the Czech Republic, long-term
care was free and a dependent person received their entire pension plus any
dependency allowance. In Denmark, rent was payable for the accommodation
only, while care services were free. Long term care allowances awarded in line
with assessed levels of disability and need were mainly used in Austria and
Germany to cover the costs of residential care. A large number of countries
had some forms of mixed payment — Switzerland, Hungary, Malta, Poland,
Norway, Finland, and the Netherlands used various forms of means tested and
co-payment according to the older person’s pension, though ensuring that the
older person was left with some disposable income. In France, Ireland and the
UK, older people in residential care were often publicly funded, though assets
had to be used to pay part or all of the costs. Thus the amount of public sub-
sidy for residential care varied considerably amongst countries. In most cases
the poorest and most dependent may get subsidised, as in Spain, though
58.8 % are financed entirely by the user. In Slovenia, 66 % is funded by older
people and family carers. In both Greece and Portugal the percentage paid for
by the older person is even higher and NGO and religious charities mainly ac-
commodate the isolated and those on a very low income. In Italy, only 5 % of
residential accommodation is free.

In Luxembourg residents pay the full cost of care, while in Sweden they pay
the costs of rent, meals and care with a cap on the costs for care; in both
cases high incomes and pensions and state subsidies for those in need mean
that the costs are not a barrier to usage.

The funding of long term care in some countries may actually favour institu-
tional care, e.g. in Italy and the UK, long-term health care facilities may be free
or partially covered as opposed to payment for social care facilities, which is
means tested or completely privately paid by older people or family carers; in
Belgium / Flanders family care at home may be more expensive than residen-
tial care; for family carers in the Czech Republic, residential care may allow
them to benefit from the older person’s pension, even if this involves moving
the older person every 3 months to different facilities to avoid paying costs.

Overall many countries noted the decreasing length of public hospital stay for
older people with increasingly earlier discharge after acute admissions, e.g.
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Hungary. This puts increasing strain on both family carers and on home care
services which have to provide higher levels of home care, e.g. UK.

While national and local governments may wish to limit public expenditure and
older people and family carers prefer home or sheltered housing with home
help services, as indicated care for dependent older people may cost a lot if
they are kept in their original homes. There is no consensus of the optimum
method of funding residential services and in many countries the choices
available in different types of care facilities are very limited.

2.6.1 Sheltered Housing Units

Sheltered housing units are currently not available in a number of countries
(BU, EL, HU, PL). Portugal noted the conversion of many of the older residen-
tial homes into sheltered units, while Slovenia noted that though they have
started there, there was reluctance amongst older people to sell the property
and move into these relatively expensive dwellings. Both sheltered and other
forms of residential accommodation offering support services are growing in
most countries though they tend to be limited to those who are mentally dis-
abled in Luxemburg, while in Norway older people with dementia may be ac-
commodated in sheltered units in nursing homes. In the UK, figures showed
3.5 % of those aged 65+ in such housing, a figure that rises to 19 % for those
aged 85 years and over. Again this availability of choice for the older person
and family carer is important since the older person retains a home and inde-
pendence though with appropriate 24 hour available support.

2.6.2 Hospices and palliative Care

Hospices and palliative care may be important for family carers, offering a
specialist service to those needing terminal care and allowing both the older
person and the family carers to get good psychological and physical care.
They are not available in a number of countries including BU, EL and ES. In
many countries such forms of service developed under the auspices of NGOs;
thus the Czech Republic has 6 new units with 170 beds. In total, 11 countries
mentioned the existence of hospices and palliative care, within residential units
and in the community. Focussing on hospices and palliative care, the impor-
tance of enabling family carers to continue care also in the terminal phase and
to avoid institutionalisation must not be disregarded. Specifically, aspects like
dignity and cost need to be reflected.

2.6.3 Residential Respite Care

As suggested in the earlier section (2.5.7), many countries de facto offer res-
pite care, whether in specially designed units or as ad hoc arrangements.
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In Bulgaria the widespread summer camps are sometimes used
for the care of the dependent older person while the family carers
take a holiday break.

2.6.4 Training and Quality Control and Family Carer Involvement

As discussed under home care services, the issue of training of care staff and
quality control of residential care services is critical, particularly in those coun-
tries with low usage. As with home care services, some countries employed a
majority of skilled trained staff with the tendency for the less skilled categories
of professional carer to be the ones with the least training or continuous edu-
cation. The Czech report indicates the importance of this issue since the de-
pendency levels in their institutions is worsening.

Again there is a tendency in many countries for administrative criteria to be
used to asses quality standards, e.g. they focus on health and safety, staff-
resident ratios, space and facilities. However ISO standards have begun to be
introduced and were mainly regulated by local authorities (UK has twice yearly
inspections, one unannounced and reports are published — the Care Stan-
dards Act now sets national standards). FI implements repeat questionnaires
for client feedback on quality i.e. availability, adequacy and functionality of ser-
vices.

The involvement of family carers in residential care services appears to be in-
creasing in Malta and the Netherlands and in Norway cooperation between
staff and family caregivers is encouraged. This is partly due to changes from
traditional forms of residential care to a wider variety of services, many of
which involve family carers (respite care, shared care, etc.) and partly due to
changing attitudes to and perceptions of care for older people. In Poland, Italy
and Greece, family carers are often encouraged or even obliged to supple-
ment and supervise residential care services that are inadequate due to lack of
or indifferent, non-trained staff. Increasing budget cuts for residential care
means that family carers and volunteers are increasingly needed to provide all
forms of care (NL).

Additionally, family carers are increasingly concerned with the quality of care
and feel themselves “partners in care” with formal service providers.

2.7 Current Policy Trends and Debates

Given the very different economic and welfare situations in each of the 23
countries, the discussions and the sophistication of social policy debates being
held at local or national level vary enormously. This was particularly the case
with respect to family care. Each national expert was asked to report on the
state of debate on family care in their country and, though their comments may
not be comprehensive they indicate what trends are occurring in each country.
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As should be clear, in a number of countries a discussion or policy debate on
the issue of family care does still not take place. While in most of these coun-
tries (PL, EL, SI, MT, BU) this is the outcome of there being an assumption of
the ‘normalcy’ of family care and / or laissez faire public welfare policy towards
citizens, in the case of Denmark the lack of discussion is for the opposite rea-
son, namely the policy of total state care for all dependent older persons.
Other countries reported some growing consciousness of the likely increase in
demand for support from the public sector as a result of the increasing num-
bers of older people and the difficulties faced by family carers (BE, CZ, IT, FR,
HU, CH). Unless family carers and older people are within a very well devel-
oped welfare state, it appears that those with increased incomes turn to private
solutions. Many public authorities essentially limit themselves to reactions to
crisis rather than being proactive in the support of family carers. However,
whether the state has primary responsibility for the care of older people or
whether families or the individuals themselves bear the weight of care, there is
some convergence in awareness of the need for shared care (public and fam-
ily), whatever the starting point.

Not surprising given the demographic developments, public debate in many
countries is concerned with how the public sector would be able to cover the
costs of long term care of older people (FR, IE, BE, EL, NL, NO, SE, AT, LU,
DK). The central debate revolves around who should pay - whether this should
be funded through new taxation and new forms of social insurance and
whether these should be public or private and born primarily by the older per-
son and / or his / her family. The Austrian, German and Dutch evaluation un-
derway of the effects and costs of the long term care insurance scheme will
help countries like Spain and France who are considering setting up LTCI.

Providing adequate financial incentives to increase the numbers of individuals
willing to provide family care is a debate in Switzerland (whether payments are
made directly to the family carer or indirectly through the older person) and the
current very low levels of reimbursement in a number of countries such as
Austria is clearly no incentive. However, as referred to in the next section, any
system of payment for family care will require adequate, continuous and objec-
tive needs assessment of the older person if family carers are to be paid from
the public purse.

As suggested in an earlier section, enforcing the provision of hands on care by
the children of older people appears to be, in practice, unworkable; even mak-
ing children take financial responsibility for dependent parents is difficult to im-
plement, as illustrated by the current policy debate in Ireland, despite the fact
that the country still has larger families to draw on for the financial support of
their older members, as well as growing wealth. Italy was involved in a policy
debate about whether payments to family carers were preferable to payments
to the older person; both these systems were found amongst the 23 countries
and it was evident that each had some drawbacks.
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Much larger social issues are the central point of policy debates in many coun-
tries. Thus the Lisbon agreement to increase labour force participation rates,
especially those of women, throughout the member states of the EU has clear
repercussions for the practical day to day support of older dependent people
and indeed all types of home care. Will women in the future be willing to un-
dertake both paid and unpaid care to the same degree, particularly in those
countries that currently mainly rely on family care? In countries where family
care issues are high on the agenda, defending carers’ rights to equality is a
major policy debate; this has been particularly successful in Ireland where dis-
crimination legislation also covers family carers as workers.

In Portugal the rapid social changes that are occurring are leading to a debate
on individualism, life style changes and what they mean in terms of family
care. The wealth of Norway has allowed them to provide both good services
for older people without devaluing the place of family carers, by clarifying the
roles of service providers and family carers in the provision of home care for
the very dependent. As the Austrian report makes clear, those with better edu-
cation and with better jobs are less willing to provide hands-on-care, a trend
that will most likely be repeated throughout Europe. However, the OASIS
study suggests that, given adequate services, family carers may be better able
to provide more emotional, recreational and psychological support, thus, main-
taining and improving the personal relationship between family carer and older
person.

Malta and the Czech Republic were involved in policy debates concerning how
they could change social attitudes towards ageing and promote greater inde-
pendence amongst older people, which would also aid family carers. Nonethe-
less, however much there is a chronological postponement of ageing, ulti-
mately the fear of death and dependency at the end of life give a negative aura
and set of attitudes. As the UK mentioned there is still the problem of the frail,
il and dependent older people and how to make positive social values out of
this stage of the life course. The specialist role of residential facilities and hos-
pices who may best be able to promote a positive image and experience about
the end of life, “a good death” for older people and their family carers, was not
mentioned directly in the reports, though the growth of hospices and their wide
public support suggests that they may have started to play such a role.

The issue of family care has different advocates in some of the 23 countries.
The strength of the family care associations and related NGOs in Ireland and
the UK as well as in Finland and in the Netherlands is reflected in the fact that
they are major stakeholders in the debates about the support of family carers,
while in Italy it is the pensioners organizations who have taken on this policy
issue with the regional and central governments.

A number of countries pointed to the fact that the main policy debates con-
cerned the provision of more services even though, as in Luxembourg they
were already relatively well off. There the main focus of the debate was on the
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need for more rehabilitation services, palliative and hospice care and more
trained workers. In others (CZ, ES, HU), the pressing need for more home
care services for older people was the main focus, including more respite care
services at home (NL). With regard to the latter, countries with the same policy
concern could benefit from an evaluation of systems implementing respite care
at home using voluntary or semi-paid substitute carers. Finland, with already
good services in place, was involved in policy debates about introducing more
flexibility in care to cover different levels of disability. A number of countries
reported policy debates on how best to improve the status of family care work
and ensure cooperation between family carers and the professionals in the
provision of health and social services. This included the debate on whether
and how to make family carers municipal workers (BE, FI, NL, AT, IE) as part
of the team of care workers, thus blurring the traditional divisions between
formal and informal care provision and the private and public spheres of life.
Inevitably this had repercussions in the conclusion that more training would be
needed for family carers (NL, DE).

Assuring good quality control for services for older people and family carers
was a major issue in several countries (IT, EL, NO, DK). The development and
implementation of 1ISO standards for both residential and particularly home
care services where supervision is more difficult, would appear to be an impor-
tant area for cross country co-operation within the EU, through both research
and the open method of co-ordination.

The issue of need for legal guardianship for frail older people was reported by
Italy and Luxembourg and, taking the issue further, Finland and the UK noted
the need for judicial and advocacy support for both family carers and cared for
older people. In response to this problem, Poland has developed good legal
protection for older people against financial abuse, but it should also be noted
that both family carers and older people would benefit from clear legislation in
the form of contracts ensuring fair exchanges and payments in return for care,
with due protection for the older person'’s rights.

The detection, prevention and management of elder abuse was a policy de-
bate in Austria and Belgium, and there are strong indications in the NABARES
reports that this is of concern widely within Europe. It is also a major concern
amongst policy makers in the USA.
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3 Conclusions and Policy Implications

Despite the fact that many countries in Europe still do not acknowledge the
role of family carers in the social and health support of older people, it should
be evident from this report that politicians and policy makers at local, national
and EU levels ignore the changing demographic structure of Europe at their
perill

The frequently mentioned ‘burden’ and spiralling costs for the care of depend-
ent older people can only be confronted by utilising all available resources in a
partnership approach to care. The four sectors of the welfare diamond (public,
voluntary, family and private) concerned with the provision of care for older
dependent people need to find a new balance in ways of working together,
based on clearly agreed areas of responsibility. The policy in the EU to en-
courage the labour market participation of women, including older women, will
further reduce the already diminishing pool of family carers able to devote
adequate time to hands on care and many ad hoc forms of care currently util-
ised to fill this gap may not be the best solutions. The public sector, already
responsible in large part for the health care of its population, needs to take a
proactive role in the allocation of responsibility and the development of support
for family carers.

Policy implications and recommendations are derived from the NABARES re-
ports and what the national experts initially considered to be critical in their
country for the support of family carers. However, the countries mentioned in
the footnotes for each issue are in no way exhaustive and many authors sub-
sequently commented that only their need to be selective had limited the inclu-
sion of many of the other topics listed below. These and other issues emerge
as areas where action might effectively be taken at the EU or at national and
local levels for the support of family carers. This section covers issues con-
cerned with types of support for family carers, service organization and provi-
sion and, critically, the way in which family care can be an integral and ac-
knowledged element in the care for dependent older people within the wider
context of labour market policies.

The authors hope that the ideas discussed in this report, and the policy impli-
cations summarised below, will stimulate thinking on how best each country
can innovate and find solutions for the support of family carers.

3.1 More Services for Family Carers and older People

®  Encourage innovation in providing new services for family carers and older
people®’

' BE, UK, EL, AT
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= More short term and flexible respite care™®
= More medium and longer term respite care centres™®
= More day care®

Respite care is a key service in those countries where family carers undertake
a lot of practical care. Consideration should be given to ways of covering long
and irregular working hours for working carers including 24 hour and week-end
care.
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Within the EU the open method of co-ordination could stimulate member
states to consider how to make the coverage of home care services more ex-
tensive as well as methods of funding such services.

The trend in more advanced countries to have a variety of forms of flexible and
attractive residential care to suit the various needs of both dependent older
people and their family carers is one that needs to be systematically devel-
oped in more countries.

The extension of specialist services into the home requires the development of
new technologies and lightweight equipment; the recognition of the market
demand for such services may stimulate the private sector. The experiences of
countries such as Finland with well developed public home health care ser-
vices would be valuable.

Professional concern with the issue of long term health care at home is cur-
rently at the centre of much discussion both at national and international levels
(Groves and Wagner 2005, WHO 2005, WHO 2003)

= More palliative care®
= Palliative care®

The emergence of palliative care as a specialty both as a home and residential
service, can alleviate the problems and concerns of both older people and
their family carers and contribute to optimum care at the end of life. The role of
humanitarian and religious organisations in this area of care should be ex-
panded.

The cost benefits of all forms of prevention and rehabilitation would be a good
area for EU research and development.

The promotion of local or regional Centres of Excellence which include training
for family carers and professionals in palliative and end of life care.

Collaborative work with humanitarian and religious organizations at EU level.

®  More formal, publicly supported home care services, e.g. home nursing,
home help®®

®  More provision of specialised services at home, e.g. dental care, diagnostic
services, rehabilitation, chiropody?*

m  Structures (financial, administrative) to support those with long term health
care needs (ambulatory, residential and psychiatric)®

The wide disparities in the provision and coverage of home care services for
older people in the 23 countries of the NABARES reports, underlines the ine-
qualities currently experienced by family carers.

' AT, DE, IT, IE, EL, NL, SI
' AT, DE, EL

% Hu, PT, NO, FI, CZ, EL, PL, SI
 PT,EL, SI,NO, FI, CZ
% PT,CZ, EL

® Meeting needs of those with dementia including more special residential
care units and disseminating knowledge about dementia®®

The important work of the Alzheimer Associations and groups throughout
Europe was noted in most reports in the promotion of carers’ interests. This is
an example of positive cooperation and an excellent multiplier effect when pro-
fessionals and family carers work together.

® The effective development of services in rural areas?®’

Most countries in Europe have rural areas with high proportions of older peo-
ple and difficulties in extending services into these areas at a reasonable cost.
Hungary has managed under difficult economic circumstances to develop net-
works of support using neighbours, friends and volunteers.

Cooperative research on the most effective and economic forms of support for
OP in rural areas

®  More home renovations and adjustments®®

Using local resources and local staff to implement home modifications that aid
family carers and dependent older people is a valuable and economically fea-
sible service that could be provided by all local authorities.

3.2 Financial Support

®  Financial support for family carers regardless of other financial support,
e.g. widow's pension?

* AT, DE, BE, EL, IE, FR
27 NO

* F

* FI,CZELSI
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The short and long term benefits and their implications for the public purse of
providing different forms of financial support for carers was not clear from the
NABARES reports.
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The short and long term benefits of varying forms of financial support to family
carers is an important issue where exchanges of experience at EU level may
be contribute to evidence based policy making.

Ensuring that family carers are adequately covered by social insurance (acci-
dents, health, pensions etc) during the time spent caring should be a minimum
EU standard contributing to the reduction of long term poverty amongst those
who undertake family care.

Linking obligatory training to payments for care, as in Finland, helps to ensure
both quality in care provision and adequate incomes for family carers.

The development of comprehensive labour market policies to include “caring
as a lifetime resource” within the context of reconciling work and family life,
e.g. part time work for both men and women with full pension and insurance
credits for specified periods of time devoted to the care of children, dependent
adults and older dependent people.

® Encourage business sponsorship and other donors to fund support
services®

The issue of how to fund services is critical for the majority of countries and
mixed solutions need to be experimented with.

3.4 NGOs, Advocacy, Information, legal Advice, Counselling

®  More information for family carers and older people®

This issue also emerged as important for family carers in the national surveys
undertaken in the 6 core countries. All four sectors concerned with family care
have an important, if different, role to play in the provision of information. Link-
ing with successful disease-specific groups (Alzheimer, Parkinson’s, diabetes,
etc.), as well as NGOs and advocacy groups to develop common interests and
issues promotes effective collaboration and outcomes.

The exchange of information amongst EU countries on innovative and mixed
forms of funding of services should be encouraged.

The proposed EUROCARERS NGO may consider making web and other links
to existing NGOs and disease specific groups to promote general knowledge
and common policy issues, e.g. service standards, effective support for family
carers.

®  Tax allowances and benefits for family carers 3

These exist in many countries, though often in lieu of any other form of sup-
port.

The vulnerability of many older dependent people and also family carers to
exploitation and abuse needs to be addressed through adequate public legis-
lation that several countries have already put in place.

National governments can use tax declarations as a way of estimating the
numbers of householders claiming to look after dependent older relatives.

Examination of legal issues relating to family care at EU level, e.g. guardian-
ship, financial abuse.

® Develop Long Term Care Insurance®

The central issue is that of funding and the willingness of governments and
citizens to bear the generally increased costs through indirect or direct taxa-
tion. The Austrian, Dutch, German and also the Japanese experience will be
valuable.

3.3 Working Carers

= Promoting flexible workplace practices for family carers®

= Not to shift financial costs of care to family carers *°

The promotion of the EU Carers’ Charter of Rights aims to protect family car-
ers.

Development of part-time work in line with needs of both the employer and
employee.

% AT, DE, IT, FI, UK, SI

= Support formation of carers’ groups 3¢

The founding of a EUROCARERS group may help to give the issue a Euro-
pean wide profile, but changing mind sets is not easy.

= Promotion of family care as work *

One debate is whether policy development for family carers of older people
should be included with that of family carers of dependent people of all ages.
Unified policies have the advantage of avoiding age discrimination in support
for family carers of older people, though the younger disabled may feel that

% BE, BU, FI, EL, PL
® FR

% MT,EL, SI

37 NL
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public resources for their family carers may be ‘diluted’ by the increasing
needs of older dependent people.

The current discussion at EU level for the adoption of compulsory social insur-
ance for family carers providing assessed levels of care above, e.g. 18 hours
per week, is a positive development.
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The significant role of migrant care workers suggests the need for more meas-
ures not only to regulate and legalise their status but also to ensure their train-
ing. The current unregulated use of migrants as private care workers in many
countries is a temporary solution for the privileged middle classes as a re-
sponse to a lack of public policy and services.

® Targeted public relations to promote public recognition of family carers®®
and support civil society (NGO) initiatives >

National, local and EU support for family carers advocacy groups is a way of
promoting partnership between the sectors involved in family care.

Encouragement of more EU training programmes to support migrant care ser-
vice enterprises and migrant care workers training.

The continuing financial and political support of the EU for organizations such
as those in the Social Platform (including AGE), as well as others of relevance,
is critical for their survival.

® Innovative practices and new technologies including the legal basis to help
with assistive technologies and IT *?

The EU is already experimenting with IT and assistive technologies for older
people and family carers.

3.5 Formal Labour Force

B Incentives to increase recruitment into nursing and care work with older
people by raising the status and improving the conditions of employment *°

m  Targeting men

The evidence from a number of countries suggests that poor recruitment and
retention in care work can be successfully overcome, although this may be
partly dependent on the national economic situation and the labour market.
Improving the training and status of the work as well as conditions of employ-
ment are key elements to success. The recruitment of men as care workers
may aid in the improvement of the status and wages of care work.

Continued and increasing EU investment in research and dissemination of
technologies that can aid care work and the organization of services.

Scholarships for those in residential and other caring work.
Well-funded chairs in gerontological nursing and geriatric medicine

The development of EU recognised training standards and programmes for
care workers.

In conjunction with national training schemes advertising campaigns by na-
tional governments to promote a better image of care work. Such a campaign
may also choose to target men as care workers.

3.6 Needs Assessment

®  Systematic carer assessments*®

m Care work involves a wide range of tasks in addition to support for
household tasks and personal care, e.g. dealing with officials, financial
support, gardening, accompanying.**

It is important to include all these areas in the needs assessment although this
assumes the development of at least some appropriate support services for
family carers or older people. A clear agreement on responsibilities between
professionals and family carers for the various caring tasks is needed at the
service level (see also section 2.5.7 on integrated care).

National and EU standardised comprehensive needs assessment procedures
should be developed for older people, which include assessment of the role
and needs of the family carer®®. We need feedback on the effectiveness of ex-
isting systems.

®  Optimize the recruitment of migrant care workers at all levels and regulate
the private care services **

® DE,IT

* HU, PT, IE
* BE, DE, BU
“* DE,IT, EL

3.7 Promotion of Health and Well-being for Family Carers

®  Gender-sensitive health promotion and prevention for family carers*®

42 |E

43 UK

“ Hu, DE

> The COPE Index, CAMI, CASI and CADI are all validated carer assessment instruments.
http://www.shef.ac.uk/sisa/index.html

“ DE, IE, UK
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The promotion of well being amongst family carers also contributes to an im-
proved well being of the older people they care for. Although the national gov-
ernments and the EU have worked on health promotion with respect to older
people, less has been done for family carers.

Public authorities and policy makers should work closely with the media (e.g.
public television and radio stations) to develop programmes aimed at family
carers at home (skills training, counselling advice, chat shows, information)

®  Provide more counselling for family carers*’

Feedback is needed on the effectiveness and cost benefit of counselling in
preventing carer depression and break down and in the promotion of carer’s
well being.

= Programmes to support autonomy of OP*®

An important issue in many countries where older people traditionally expect to
receive family care and may not appreciate their own role in maintaining their
physical and mental independence and well being.

Local authorities could contribute through a variety of programmes promoting
active social participation of older people and their family carers.

3.8 Evaluation and Monitoring

® Involve family carers and older people in monitoring services improving
evaluation*
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3.9 Integrated Care and Training

3.9.1 Professionals

m  Better co-ordination between different providers (usually health and social
services), including any necessary legal provisions for cooperation
between them®!

Incentives for the provision of integrated care are being widely discussed by
policy makers and professionals, e.g. the CARMEN Network
http://www.ehma.org/projects/carmen.asp

m Better links between home and institutional care — integrated care
(cooperation between multi-professional teams and family carers as team
members).>?

Integrated training needs to include decision makers and managers, as well as
care workers and trainees.

® More training in the care of older people as well as training in team work
for general medical practitioners®?

Integrated care involves training in working as a member of a team that in-
cludes family carers where relevant, and promotes links between sectors and
improving geriatric knowledge.

Develop EU project on methods of effective, efficient and easily implemented
evaluation for service providers and family carers.

ISO standards for all types of care services at EU level need to be imple-
mented and encouraged in all European countries as a way of promoting qual-
ity evaluation. This is an important area for cross country cooperation in the
development of standards

Abolishing barriers to joint working between health and social services for
older people is critical to the promotion of flexible and person centred care.

Higher education and continuous professional training institutes need to incor-
porate training in integrated care for all professional team members (health
and social service personnel and other support staff).

= Supporting the national registration of family carers>

The difficulties of defining family carers are general and though a national reg-
ister would help there has to be a real incentive to register.

47 UK

“ UK, DK, SE
% MT

3.9.2 Family Carers
®  More training for family carers and care support services>
m  More training for family carers in multidisciplinary teams>®

The “caring professions”, e.g. doctors and nurses, learn how to provide good
professional care services without too much emotional involvement. Family
carers, especially those providing a lot of hands on care, can be taught to “pro-
fessionalize” some caring tasks allowing them to be more effective and effi-
cient and to protect their own health. As well as organised training pro-

L AT, BE, BU, HU, IE, PT, NO, PL, ES, FI, CZ, Sl and DE (with respect to discharge.)
2 AT, BE, BU, DE, UK, CZ, EL, NL, ES, PL, SI

* BE, BU, DE

5 AT, DE, BU, PT, FI, UK, CZ, EL, FR, SI

S Fl, PL
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grammes, outreach ‘on-the—job’ training for family carers in the home by pro-
fessionals is a practical and necessary alternative.

Health authorities should set up mechanisms, e.g. case conferences, outreach
programmes, for the active and informed inclusion of family carers in inte-
grated teams.

Training programmes for family carers need to be more widely developed and
routinely include home based training by professionals (learning by doing).

3.9.3 Volunteers
= More training for volunteers®®

®  Further development of training concepts for volunteers working with family
carers and older people®’

The importance of volunteer work with family carers of older people is highly
variable between the 23 countries. They may be particularly important in sub-
stituting for family carers in the lighter forms of home care services, e.g. shop-
ping, cooking, errands, as well as granny sitting and short term respite. Given
the noted tendency for home care services to concentrate more on the most
dependent section of the elderly population this form of volunteer support may
have increasing value for family carers in the future. Consideration needs to be
given to methods of increasing and ‘professionalizing’ some volunteer work so
that it becomes a reliable service as well as informal arrangements. The partial
payment of trained volunteer groups may provide particular social value to
their work and help in the development of more extensive volunteer services in
some countries. The role of organised volunteer work in supporting family car-
ers has been under-researched particularly regarding the relative importance
of different forms of volunteer service.

Local authorities responsible for the development and provision of services for
older people should consider partial funding for organised, trained volunteer
groups.

EU research is needed on evaluating the experiences of countries with volun-
tary or semi-paid volunteer services, and trained vs. non trained volunteers,
e.g. in the provision of respite care at home.

56 DE
57 DE
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5 Annexes

51 Annexl

5.1.1 NABARES Country List and Abbreviations

1. Austria AT
2. Belgium BE
3. Bulgaria BU
4, Czech Republic cz
B, Denmark DK
6. Finland Fl
7. France FR
8. Germany DE
9. Greece EL
10. Hungary HU
11. Ireland IE
12. Italy IT
13. Luxembourg LU
14. Malta MT
15. The Netherlands NL
16. Norway NO
17. Poland PL
18. Portugal PT
19. Slovenia Sl
20. Spain ES
21. Sweden SE
22 Switzerland CH
23. United Kingdom UK
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5.1.2 NABARES Analytic Matrices and Abbreviations in Matrices

< under

> over

Aut.Com. Autonomous Communities in Spain
Cos Companies

FC family carer

Fed. Federal

HH home help

Hrs hours

HS Health Services

LA Local Authorities includes municipalities
LTC Long term care

LTCI Long term care insurance

Ltd limited

NGO non governmental organization
NI National Insurance

OoP older person

ow older women

p.a. per annum

p-m. per month

p-w. per week

PHC Primary Health Care

Rehab rehabilitation

SS Social Services
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5.2 Annex 2 — Future Research Needs

Hardly surprising given that the national experts were researchers, when
asked to make recommendations on what research was needed, they had a
long list of suggestions. The lack of common definitions and standards for
gaining data means that national reports are not always easily useable at EU
level. Greece, Poland, Portugal and the Czech Republic stated they would be
happy to see any national research undertaken on the subject of family care
and support services since so little research had been done. Specific sugges-
tions are listed below.

® Longitudinal studies / cohort investigations at a national level. (AU, FR, DK,
IT) including the needs and expectations of future cohorts of older people
(BE)

m  Families as long standing exchange systems; motivation of spouses and
descendants to care, not to care and to stop caring (FR, AT, HU)

® organisation and economy of service provision, in particular the balance
between public and private provision; issues related to financing, the bal-
ance between services, and future planning of services (BG, FIN, NO)

m  Empirical studies of elder abuse (AT, FI, FR, DK,UK)

m Action research e.g. aimed at supporting practice, via stepped-care and
shared-care methodologies. (AT, BE, UK)

® Paid private care at home, migrant carers and their role as illegal and legal
domestic care workers (IT, DK, DE)

m  Gender specific aspects of family care (DE, Fl, FR, MT)

m  Carers in employment, conflicts between care and work, and a comparison
with non working carers (FR, SE, UK, MT)

®  Young carers (SE, UK)

m  Family care and coping in everyday life, positive aspects of caring, strate-
gies to cope with the burden (IE, FR, UK)

® Normative attitudes in society towards caring responsibilities- changing
values in relation to income and education and increased female labour
market participation (IE, FR, MT)

m Factors determining differences in the awareness of public services and
the impact on use (ES)

m  Dependence insurance including the evaluation of dependency, degrees of
coverage, types of insurance and financing, price and the criteria of deter-
mining the right to coverage (ES)

®m Caring for persons with rare diseases (SE)
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m Caring and ethnic groups and emigrants (SE, FR, DK)

® Validating evaluation procedures to measure user satisfaction in collabora-
tion between the formal care and service system and family care (SE)

® Innovate Case Management and the role of New Public Management in
the organising of care of older people and the perspectives of older people
and family caregivers.(DE, NO)

Dementia and family care (DK)

m  The use of technology to support family carers and older people and re-
duce their isolation (UK, IE)

m  Carers support in rural settings (SE, FR, NO)
Outcome of carers support (SE, FR)

m  Comparison of care given by co-resident versus non co-resident family
carers. (MT)

®  Examination of the responsibilities and needs of the ‘sandwich’ generation
of carers (Carers with multiple care obligations (MT)

= Need for “objective” policy proposals based on cost / benefit to all parties
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5.3 Annex 3—-STEP for NABARES

The standardised Evaluation Protocol (STEP) for the Reports had the following
sections

® Introduction — An Overview on Family Care — 2-3 pages
m Data for each country on:
1. Profile of family carers of older people
2. Care policies for family carers and the older person needing care.
3. Services for family carers
— Good practices
— Innovative practices in supporting carers.

4. Supporting family carers through health and social services for older
people

4.1. Health and Social Care Services
4.1.1. Health services — primary, secondary and tertiary care
4.1.2. Social services — home care services and residential care
4.2. Quality of formal care services and its impact on family care- givers

4.3. Case management and integrated care (integration of health and
social care services to organise care around the patient / client).

5. The Cost — Benefits of Caring — how much does care cost and who pays

6. Current trends and future perspectives in family caregiving in each coun-
try
7. Appendix to the National Background Report

7.1 Socio-demographic data on older people — Profile of the older
population — past trends and future perspectives

7.2 Examples of good or innovative practices in support services
8. References to the National Background Report

Finally, and most importantly, we asked the authors to write three overviews to
be used for national and EU policy recommendations in the final phase of the
project with Key Points aimed at:

B Representative organisations of family carers and older people
m  Service providers
= Policy makers
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5.4 Annex 4 — List of Social Services for Older People

The following services were identified in the reports:
®  Permanent admission into residential care / old people’s home

m  Temporary admission into residential care / old people’s home in order to
relieve the family carer

® Protected accommodation/ sheltered housing (house-hotel, apartments
with common facilities, etc.)

® Laundry service

m Special transport services

m Hairdresser at home

® Meals at home

m  Chiropodist / Podologist

m Telerescue / Tele-alarm (connection with the central first-aid station or rela-
tive)

m  Care aids

® Home modifications

= Company for the older person

m  Social worker

m Day care (public or private) in community centre or residential home

= Night care (public or private) at home or in a residential home

® Private cohabitant assistant (“paid carer,” mainly migrant care workers, le-
gal or illegal)

m Daily private home care for hygiene and personal care

m Social home care for help and cleaning services / "Home help”

m Social home care for hygiene and personal care

m Telephone service offered by associations for older people (friend-phone,
etc.)

® Counselling and advice services for older people

Social recreational centre
Other, specify



5.5 Annex 5— Matrix Services for Family Carers for 23 Countries

Availability : Voluntary
Services for family carers Statutory Ao, NE Public No public Private
Not Partially Totally statutory : ;
funding funding
Needs assessment (formal | AT, CH, EL, |BU, CZ, DE, BE, CH, BU, DE, DK,
) DE, DK, FI, | FI, HU, LU, | ES, BE, IE,
— standardised assessment| FR, IT, PT, | ES, IE, MT, ES, IE HU
of the caring situation) S NO, PL HU, LU, NL, | MT, NL, NO, PL
’ SE, UK PL, SE, UK
AT, BE, CH,| AT, CZ,
Counselling and Advice BU, CZ, DE, | AT, BE, BU, [BE, BU,CH,|"~7 "t 7" DK ES. |AT,BU, FR,| BU, DE, DK,
o ES, Fl, FR, CH, DK, | CZ, DE, DK,
(e.g. in filling in forms for EL, PT FR, IE, IT, | DE, FR, IE, | HU, IE, MT, | FI, FR, MT,
hel IE, [T, MIT, AR L T U S I, ARU, VT, LU, MT, PL, | IT, MT, PL SI PL, UK
eip NO, PL, SI | NL, SE, UK | NO, UK o UL Ly ey ) L DL B ’
SE S, UK,
BE, CZ, DE, BE, CZ,
DK, EL, ES, DE. ES. FI DE, DK, |AT, BE, EL,
BU, CH, LU, | FI, FR, HU, o7 L ES, FI, FR, | FR, HU, IE, | AT, DE, DK,
Self-help support Groups MT IE, IT, NO, AT, NL, SE UK IT, NSIIE PL, IE.IT_NL, | IT.NL, NO. | FI ER PT
PL, PT, SI, NO, PL, SI, | PL, PT, Sl
UK UK
Al EIE, T BE, BU, EL, | AT, BE, DE,
DI, DI, 7. BE,CZ, | 'r"vulIE. | EL, FIFR
“Granny-sitting” CH, MT, SI | FR, IE, LU, | BU, EL, IT | BU, DE, UK | BE, FI, NL | DE, DK, Fl, ’ o o Tt TNy
LU, NO, PL,| IT, DK, PL,
NL, NO, PL, IE, NL, UK SE PT UK
PT, SE, UK ,
AT, BE, CH, AT, BE,
Practical training in caring, CZ, EL, ES, DE. ES. FI CH, EL, |AT, CZ, FR,
protecting their own physi- Fl, FR, HU, | AT, DE, LU, 0 o | ES,FI, FR, | HU, MT,
cal and mental health, re- | 29 PK | E T M, SE DE, LU, UK} 1T, '\é'é PL e T MT, [NL NO, PL,) FR.PT
laxation etc. NL, NO, PL, NL, PT, Sl, PT
PT, SI, UK UK

68




Availability : Voluntary
Services for family carers : Statutory Ao, NE Public No public Private
Not Partially Totally statutory : .
funding funding
CH, DE,
ES, FI, FR
AT,BU, CZ, | &> Pl FR, BE, CH, BE, DE, ES,
Weekend breaks DK, EL MT, | JE-IT. HU, | gy | DEFLLU I BE ES, IT. | he"es B | HU,NL | FR, IT, NL,
- NL. NO, PL, SE, UK NL, PT R AR
PT, SE, SI, :  PT,
UK
AT, CH, CZ,
DF'IE’FDRK'HEUS’ 5 BU.Lu. |BY: DE.DK,| AT,BE,IT, | BE,CH, | AT FR, BFE' E'%J 'fg’
Respite care services ! ’ ’ ’ = FIIE, LU, | ES, NL, PT, | CZ, FR, IE, | HU, IE, MT, ’ (i
=, LU, LU 22 MT, SE, UK S| NL NL pT | T NLPL
NL. NO, PL,  SE, : PT, SI
PT, SI, UK
BE, CH, |AT,DK,ES,| o\, pe i | BU.CZ DE,
Monetary transfers MT, PL, PT, | FI, FR, IE, L’U S’E | DK, FI, IE, AT, ES IE AT FR
SI NL, NO, PT : IT, LU, NL
AT, BU, CH,
EL, ES. FR, BE, DE, FI, | AT, BU,ES,| CH, DE,
Management of crises Cz, DK, PT | IE.IT, MT, | BE Eb Ul FR'HU LU, | FR,IE.IT, | FR, IE, IT, AJL’JB#' 'F:,'E’ CH. FR
NO, PL, PT, UK PL, SE UK AT,
SE, UK
, AT, BU, CZ,
Integrated planning of care | g & oy | pi g T, | FIL HU, LU, | DB PKFL L AT By R, AT, BU,
for elderly and families (in HU, LU, MT, IE, PL
hospital or at home) PT, SI MT, NL, SE NL, SE, UK IE, IT HU, PL
NO, PL, UK , SE,
AT, BE, BU,
Special services for family CH, CZ, DE, FI, FR,
carers of different ethnic | DK, EL, IE, | LU, NL, NO, UK DE"S:!'E' R DE’SL’ R NL
groups IT, MT, PL, SE, UK
PT, SI
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Availability Public. N Voluntary
Services for family carers : Statutory - Lolie, Lol Public No public Private
Not Partially Totally statutory WG TG
Other
Support Centres for FCs HU. IE. LU
voluntary home care and | BU, CH, PL NL, IE HU NL N HU
buddy care, HU- -Maltese
Charity service
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5.6 Annex 6 — Matrix of Family Carers’ Legal Position and Recognition by State

Country

Legal Obligation

Legal Enforcement of
Duties of FC

Rights of FC - pension,
leave

Financial recognition

Role of FC and social
attitudes

Austria

Spouses legally respon-
sible for one another. In
some provinces and de-
fined limits OP can de-
mand maintenance from
descendants. Children
have to contribute finan-
cially in most provinces
under social assistance
laws for costs of commu-
nity services / residential
care. Excludes Vienna
where filial obligation
abolished.

Incoherent regulations in
different provinces, de-
gree of enforcement is
variable. Supreme Admin
Court and other legal
bodies have made deci-
sions on when provincial
bodies can demand cost
contribution from family.

Preferential insurance
terms for non-employed
providing LTC. Self-
insurance under health
and pension insurance
schemes; free non-
contributory co-insurance
with sickness benefits to
carers in receipt of LTC
allowance levels 4-7.
1998 FC acknowledged
in LTC Act — get pension
contributions, state pays
employer contributions.
Working carers — claim
max 1week p.a. for rela-
tive in common house-
hold. Possibility of getting
reduced working Hrs but
only 1% Co.s have family
friendly policies — mainly
for highly qualified. 2002
compassionate leave for
dying — 6 month protec-
tion from dismissal- un-
paid.

Federal LTC allowance
1993 — single case bene-
fit to compensate for care
related additional ex-
penses — 7 different lev-
els - consumer directed.
Statutory entitlement. Not
means tested.

High social expectation of
filial and spouse care. De
facto most care from
families but women with
careers less willing to
care.

Attempts to change social
attitudes of employers by
the Family and Work
Audit.

Little co-ordination and
co-operation between
family members and ser-
vice providers.

Belgium

(Note differ-
ences between
Walloon and

Financial responsibilities
but not to provide care —
may include even grand-
children for costs of resi-
dential care.

Public Centre for Social
Welfare can reclaim costs
of residential care from
family

Yes

LTCI exists in Flemish
part plus incentives to FC
for care of those aged
70+. Pays for non medi-
cal costs and some LAs

Increasing public ac-
knowledgment of their
role. OP perceive families
as less willing to care.
However FC still critical.
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Country

Legal Obligation

Legal Enforcement of
Duties of FC

Rights of FC - pension,
leave

Financial recognition

Role of FC and social
attitudes

Flemish area)

give extra compensation
to FCs. Variations be-
tween regions. Walloon
area LTCI does not exist.

Bulgaria

Yes

Social services cannot
easily collect costs of
care back from relatives if
not well off.

No

No

Social expectation, but
with mass emigration and
inadequate services,
there are problems.

Czech Repub-
lic

Rights and obligations of
FCs not legally defined.

OP Right to health care /
no right to social care
favours institutionalisation
and discriminates against
FC — also system of re-
imbursement of GP care
favours hospital vs. home
care and GPs “reject’
dependent OP and their
family carers

Pension credits for rela-
tive’s care

Paid carer’s allowance to
care for sick family mem-
ber if unable to work due
to caring duties — (1°'9
days x 1 for diagnosis) —
complex system but used
in areas of high unem-
ployment

1) Ambivalent attitudes to
FC by OP and FCs due
to conflicts over respon-
sibilities between state
and family (socialist vs.
traditional).

2) FCs act as managers
of care arrangements

Denmark No No legislatively stipulated No — welfare state funds | No role; no expectation.
rights are the right to all provisions. But increasing role and
compensation for lost recognition of Familial
earnings in case of caring networks
for a dying relative, and
the right to employment
as a carer when certain
conditions are met

Finland No family obligation. Le- | No Yes, clearly defined in Yes, by municipality — Yes, formal and legal

gal obligation of state via Social Welfare Act. Days | also Injury Insurance!! recognition of carer
municipality to provide off, rehab and relaxation. | taxable. Amount varies | Status as part of social
care for dependent OP Variety of projects. Attendant Carers Allow- | @nd health services De-
ance. Min 229,29 € sire by OP and state to
increase this
France Yes, spouses but under |LA can deduct costs in- | Means tested benefits for | Tax benefits moral expectation of FC —
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Country Legal Obligation Legal Enforcement of Rights of FC - pension, |Financial recognition Role of FC and social
Duties of FC leave attitudes
civil code children are curred in care of OP from | those 60+ national allow- by policymakers, society
obliged to maintain their | inheritance ance of dependency as well as potential and
mother, father and other (APA) to OP. active family carers
ascendants3 If FC takes salary then share, based on
there are pension contri- the concept of moral obli-
butions paid. gation due to one’s
APA beneficiaries = spouse and one’s old
605,000 parents.
Germany Yes. Filial obligation, but | Means tested Yes — pension, (580,000 |LTC Allowance. Taxable. | Social assumption of FC
means tested FCs under LTCI) courses | Amount varies. Atten- and legislative support for
in caregiving. Tax bene- | dance Allowance of min | family ethic. Class differ-
fits. Rights to leave for 230 €. ences incare —L /c less
short periods or forup to | 74 % of those needing accepting of residential
one year and can be care draw benefits in care. Decrease in as-
granted with or without cash & organize care sumption of caring for
wage adjustment. New — | 0 neoves: 12% draw parents or partner. LTCI
only few large Cos allow | yanefits in I;ind and use |does notincrease social
flexible hours or job shar- professional services and solidarity. Dgsire by OP_
ing 15% combine benefits in | @nd state to increase this.
kind and in cash
Greece Yes in Constitution Not enforceable in prac- | No, minimal (6days) care | No. Tax relief if co- Social expectation to care
tice leave for children and resident and dependent | without recognition of role
dependent OP (effec-
tively state employees
only)
Hungary Was obligatory between | LAs have care and finan- | Ltd, less than 4hrs work | LA pays. No financial Social expectation to care

spouses and generations.
Family Act 1952, 1986

cial responsibility for OP
— regional variations

p.d. can get nursing fee
but low level. (may not be
less than 60% of old age
pension) Must pay pen-
sion contribution from
this.

incentive to care. Low
take up

extends to wider society.
But shift to more formal
support for OP + new
services.

OP often mistrusts others
including relatives. FC

73




Country Legal Obligation Legal Enforcement of Rights of FC - pension, |Financial recognition Role of FC and social
Duties of FC leave attitudes
receiving nursing care fee
often suspicious of formal
services.

Ireland None Irish Health Boards in- Pension credits only Tax based provisions for | Social expectation to care
No state responsibility cluded the means of adult | available depending on carers. Tax relief and with increasing recogni-
either children in assessing receipt of Carers’ Allow- | medical expenses. tion of role. Changes with

e]igibility of OP for finan- | ance. Inadequate cover- Only 600 got Carers’ the _rise of tr_\e_ 2 income
cial support for the costs | age of costs, Carers Benefit (if takes time out family and rising em-
of nursing home care — Benefits taxable. Max. from employment) — not ployment levels.
nC}WJudtgetdtc?ntrary tol 139.7 €, p.w. 209.6 for 2. | oyeryone is eligible. No inform on minorities
relevant statutory regula- .
o yreg Eligible for return to Edu- | Financial support most | @nd care.

cation allowance when | inortant issue for FCs.

caring responsibilities

end. Carers Allowance means

i tested — 129.14 € p.w.
Respite grant.
Carer’s Charter
Italy Yes to the third degree; a | Article 570 of the Penal Some- especially in pub- | Not nationally. At LA level | Assumption of FC but

family member requiring
assistance, can ask for
‘alimony’ from the fam-
ily*®, who may fulfil this
obligation either by pay-
ing an amount of money
each month or by accept-
ing and supporting the
person needing assis-
tance in their own houses
(articles 433, 438, 443 of

Code provides for the
offence of “violation of the
obligations of family as-
sistance” for those who
neglect subsistence to
the relevant relatives,
incapable of working, etc

No case law quoted but
de facto pressure on
relatives to pay for ad-
mission to residential or

lic sector, have right of
continuous or split unpaid
leave up to two years,
this period of leave is not
calculated either in the
length of service or in the
social-insurance scheme.

Few in private sector use
this right.

Itd. economic contribu-
tions for FC caring for
dependent OP at home
as cash care allowances
based on need and in-
come (the State care
allowance is granted only
on the basis of necessity,
being non-means-tested).
Regional variations e.g.
special vouchers in Lom-

ideological system on the
family is changing. Still
caring in the family is
considered as the best
solution Privately paid
home care keeps on
growing due to the weak-
ening of the care obliga-
tions of families and to a
public system confined to
play a residual role of

% These persons, identified by law, are in the order: spouse; legitimate, legitimized, natural or adopted children, and, if they are lacking, to the closest
descendants; parents and, if they are missing, the closest ancestors even natural, and adopters; sons and daughters-in-law; father- and mother-in-law;
brothers and sisters, German or half with the former having precedence over the latter.
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Country Legal Obligation Legal Enforcement of Rights of FC - pension, |Financial recognition Role of FC and social
Duties of FC leave attitudes
the Civil Code). hospital and social care. bardy. Milan. funder (i.e. of financing
328 / 2000 a fiscal policy | Care), such that nowa-
introduces tax conces- | 9@y this represents the
sions for families with main source for obtaining
special care burdens, to | €are services, once the
overcome the problem of | Provision of family care is
care that is totally dis- no longer possible. It is
bursed by public ser- largely an mformall mar-
vices, and to discourage | Ket, which also exists
irregular forms of care because it evades public
work regulations, but is more
) or less explicitly sup-
+ other tax deductible ported by the state.
costs.
Luxembourg No No Yes contributions to pen- High institutional provi-
sion funds only. sion. Emergence of new
attitudes to support OP at
home. Small country and
proximity to family — as-
sumed family support but
no details on actual social
attitudes to F.care. De-
velopment of respite care
suggest increasing rec-
ognition of FCs. And their
need for support.
Malta Yes- non maintenance of | Very rare Not rights but de facto Carers pension’- 70 € + | Not formally recognized

parent deducted from
future inheritance

respite care

weekly — cohabiting, for
very dependent. Means
tested Social Assistance
for females caring.
Means tested.

VAT relief on things used
by carers.

but family has priority in
social policy and support
services. Assumed it was
female duty, new values,
men help financially. 41%
of those with carers pen-
sion are men. Changes in
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Country

Legal Obligation

Legal Enforcement of
Duties of FC

Rights of FC - pension,
leave

Financial recognition

Role of FC and social
attitudes

women'’s roles, small
families recognized as
meaning difficulties for
FCs.

Netherlands NO — Govt. and public No case law on the rights | Many -Financing Career |Yes — 13% of FCs with 80% assume FC as a
assumes it and obligations of FCs. break (since 1998) offers | extra expenses receive matter of course — though
Negotiation with needs the possibility for a pallia- | financial compensation, | OP less. Recent changes
assessment agency as to |tive care leave. Since of which 73% from the in health care implicate
what is extra care for FC. | 2002 broadened, but care receiver. (Personal |FCs who are expected to
compensation is low and | Care Budget) Only 6% provide more care for
e many rules and condi- | from social security, 6% | their relatives.
tions that do not stimulate | via taxes, and 20% men-
people to arrange this tioned an unknown
kind of care leave. Minis- | source. On average the
try support FCS thru’ compensation was 285 €
needs assessment, in 2001,
stimulation of voluntary Income tax measures
work, crisis care, respite
care, monitoring of the
effect of informal care,
financial aspects, combi-
nation of work and infor-
mal care, and raising
more attention for infor-
mal care among profes-
sional caregivers.
Norway no legal obligations of No Pension / credit rights - 1,850 persons received a | 'Welfare state orientation’

caring between adult
generations

all carers are given pen-
sion points - 3 a year
(corresponding to a wage
clearly below average).

municipal care wage for
care of OP — irrespective
of income- but difficult to
get, has to involve heavy
duties and most FCs
don’t apply for it. But
30,132 persons aged 65+

= expectations about
relative responsibilities of
the welfare state and the
family in the 3 domains of
social policies and ser-
vices for older people:
financial support, instru-
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Country

Legal Obligation

Legal Enforcement of
Duties of FC

Rights of FC - pension,
leave

Financial recognition

Role of FC and social
attitudes

received assistance pen-
sion from the National
social security board in
2002 for those needing
care due to long-term
illness, injury or impair-
ment.

mental help and personal
care. A person's 'prefer-
ences for care' are a
compromise between
normative considerations
and personal preferences

Poland Yes, financial obligations | Yes, also with joint legal | Employed FCs of dis- Not to carer but “atten- Social expectation to care
(allows for family inter- agreement on inheritance | abled (all ages) have the |dance allowance” for without recognition of role
dependence) —state obli- |in exchange for care. rightto 2 /52 leave (not |ALL > 75s
gations only to “families self-employed)
with difficult social and
material situation” (de-
fined) via LAs

Portugal Constitutional right after | Civil rights to protect OP | Public employees right to | No. Reciprocity in families,
1974 to social protection |- right to sustenancg 15 days per }/ear_under | Financial help only to Social expectation to care
from state. under strong protection the cover of_ family medi- dependent OP who may | without recognition of
In Civil Law Code de- (Art. 2003) for suste- cal certification’ to care use it to pay FC role
scendants obliged by law | n@nce, housing, clothing, |for OP — but in private i

: 9¢* y_ Article 2009 No.1b also. | sector only available for Indirect state support e.g.
to provide for their as da t health
: - care of those under 10 y care centres, hea
cendants — social security centres
; years. :
policy operates when .
they cannot provide such Soc'lal pressure accom-
care. panied by hostility to-
wards institutions. Social
change in attitudes with
other pressures plus in-
creased social provision.
Gradual development of
partnership between for-
mal and informal carers.
Slovenia Yes for adult children and | Policy and planning to 7-14 days / year paid New Act for disabled 1) See as for Czech

step children if parents /
stepparents cannot work

support dependent OP
being developed, includ-

compensation for nursing
sick co-habiting close

(may include OP) to
choose a “family assis-

above. 2) Also, parents
substantially help young
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Country Legal Obligation Legal Enforcement of Rights of FC - pension, |Financial recognition Role of FC and social
Duties of FC leave attitudes
and do not have sufficient |ing home health care. family members. tant” (obligatory training) |families — OP with prop-
funds for living. Financial with partial payment for | erty want to leave it to
obligation to support e.g. loss of work — applies to | children and won’t sell,
costs of residential care, OP in certain cases, with | but not always accompa-
but no legal obligation to criteria being defined. nied by reciprocity in care
care, although “unwritten Attendance allowance by children. People be-
rule” for at least tempo- paid to person (including lieve the State ywll take
rary FC dependent OP) needing | ¢are of everything.
constant care. “Society takes FC for
granted and they do not
exist as far as politicians
are concerned.”

Spain Yes, Spanish civil regula- | Infringement to fulfil legal | FC not recognized. ordi- |40% of FC homes get Expected and few ser-
tions assign the respon- | duties of assistance will | nance. (Law 39 / 1999, under 600 € p.m. Re- vices. Attention to FCs is
sibility for attending and | be punished with arrest | Conciliation of family and | gional Govts may give very recent.
caring for the dependent | from eight to twenty working life) contem- family subsidies. e.g.
elder on the spouse and | weekends (Spanish Pe- | plates the right to a re- Aut.Com Madrid gives
children (Spanish Civil nal Code) . duction in the working cash aid to FCs if annual
Code. Book |). - spouses day with a proportional income of the family is
and all ascendants and reduction of salary, and / | under 9,286 € and OP
descendants are recipro- or leave for a time not very disabled. The max.
cally obliged to give exceeding one year to amount of aid is 2,710 €
maintenance proportion- look after a relative who, |p.a.
ate to the means of the for reasons of age, is Tax reductions - by age
donor and the needs of unable to look after him / and for expenses associ-
the receiver. herself. ated with the assistance

of the elderly or disabled
when the taxpayer is over
65
Sweden No statutory responsibility | NO Yes, Care Leave Act Yes, plus the integration | The re-discovery of FC

for children to provide
care or economic support
for their family members

(1989) provides right to
paid leave for those un-
der 67 years and in the

of carer support into the
formal care management
system Attendance al-

following decades of ex-
pectations that the state
will provide all necessary

78




Country Legal Obligation Legal Enforcement of Rights of FC - pension, |Financial recognition Role of FC and social
Duties of FC leave attitudes
labour force for up to 60 | lowance: an untaxed services for OP — Carer
days to attend to a family | cash payment to the de- | 300 project
member in a terminal pendent, used to pay the
care situation. Covered family member for her
under National Social help. The monthly pay-
Insurance at the same ment is modest (SEK
level as sickness pay- 5000 / month (~ 550 €).
ment
Switzerland Variations by Cantons OP is funded and makes
decisions. Assumption of
FC with principle of sub-
sidiarity, where the fam-
ily, the individuals take
their own responsibility in
terms of care. The state
intervenes only when the
family cannot find any
other alternative Policies
are still to the importance
of FC and have not really
grasped the scope of the
issue, neither in eco-
nomic terms, neither in
societal terms.
UK No No N.I. Credit paid for every |Yes. Several wholly or Individual decisions —

week FC gets Invalid
Care Allowance (unless
they elected to pay the
lower 'married woman's
stamp' some years ago).
Or Home Responsibilities
Protection for every com-
plete year a FC cared for

partly means tested in-
cludes Carers Allowance,
Invalid Care Allowance.
FCs may claim £ 43.15 a
week; Carer Premium, an
additional sum of up to
£ 25.80 a week paid as
part of Income Support,

depending on OP and
family relations. No public
assumption of FC though
widespread.
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Country

Legal Obligation

Legal Enforcement of
Duties of FC

Rights of FC - pension,
leave

Financial recognition

Role of FC and social
attitudes

someone provided they
are getting Attendance
Allowance or Disability
Living Allowance care
component at the middle
or higher rate. This pro-
tects the state pension.

Vouchers —issued by LA
entitling FC to leave by
paying for prof. Care.

incentives to help carers
get back to work. Some
former FCs are entitled to
Housing Benefit and
Council Tax Benefit or
Rate Rebate for 4 wks
after they go back to
work. Employers who
take on former FCs can
sometimes benefit from
paying less N.I. at first.

Additional Personal Tax
allowance for married
men with dependant chil-
dren and whose wives
are severely physically or
mentally disabled
throughout the tax year.

Income Based Job Seek-
ers Allowance, Housing
Benefit and Council Tax
Benefit. From Oct 2002
people over 65 can make
a claim for the carers’
allowance, but if have
pension the same or
higher than the ICA rate
will not get allowance but
may be entitled to the
Carers premium if they
are on a low income.

Direct Payments to FCs
from Social services can
only be spent on getting
the support the carer has
been assessed as need-

ing.
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5.7 Annex 7 — Matrix Residential Care Services (Institutional care, includes residential homes, nurs-
ing homes, short and long term care hospitals)

women aged 85+ use such care. 68,511
places in senior and nursing homes age
60 + in 740 institutions; about 49,800
"nursing” beds in old age and nursing
homes and 18,004 places in residential
care for less frail elderly; also old-age
homes, have some nursing beds, thus
distinction between old age and nursing
homes impossible Approx. 40,000 women
and 11,000 men in OP’s homes or nursing
homes; Proportions of OP unchanged
since the 1960s and no major growth in
institutional care expected.

Respite — growth
Sheltered housing - growth

Hospital stay — decline in length of stay
OP 60+ = 53%; 75+ = 26% of total stays
in hospitals

Rehabilitation — home service

Hospice — palliative care — yes, new
developments residential and at home.

Dementia — move away from ‘old’ institu-

+ up to 80% of pen-
sion used to finance
public residential
care.

Dependent persons
(defined by the crite-
ria for long-term care
benefits) have a legal
right to admission to
public residential care
regardless of income.
Most residents are
beneficiaries of long-
term care allow-
ances.”® Payment to
the agency bearing
the costs, usually the
provincial authority.
The balance is paid
as pocket money.
Insurance Funds
handle 75% of the
financing of care

39% of nursing home

pay

Mainly unmarried

and / or childless OP
in homes. No tradition
of cooperation be-
tween FC and staff

regulations and stan-
dards. In particular,
home helpers, geriat-
ric aides and family
helpers are trained on
the basis of regional
regulations. Addition-
ally, there exist cur-
ricula developed by
non-profit providers.

Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
Austria Residential care — No growth 17% of all |Yes - LTC Allowance. | NO. Carer doesn’t Lack of nation-wide The provincial au-

thorities are responsi-
ble for the construc-
tion, up-keep and
operation of nursing
homes and to guaran-
tee minimum stan-
dards

Ltd to ratio of clients /
carers + complaints
NGOs have internal
controls

This is desired by OP
and FC

% For instance, in Lower Austria more than half of all residents are classified in long-term care level 4 or higher; only 6 % of all residents do not receive
long-term care allowances (Léger, Amann, 2001: 67).
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Country

% in residential care (60+, 65+)
Availability

Costs of residential
care - Affordability

Family care contri-
bution

Training of workers

Quality and control
of residential care

tional care

expenditures are
covered by contribu-
tions.

Belgium

Residential care — 1,875 rest homes for
84,193 people with limited disabilities and
896 nursing homes for 28,670 people with
major disabilities. Many rest homes and
nursing homes have waiting lists, espe-
cially those nursing homes with wards for
people suffering from dementia.

Criteria for admission - Multi-disciplinary
evaluation reports and standardized
evaluation scales used for admission-
strict criteria including need for help with
ADL, inability to live at home. Some
homes admit, others exclude people with
dementia.

Majority are private not for profit.

Respite care within 122 centres in nurs-
ing homes in the Flemish Region. In Wal-
loon Region, almost no respite care.

Sheltered housing — for dementia +?

Hospital stay geriatric ward beds de-
creased Rehabilitation?

Hospice — palliative care
Dementia — yes special wards, plus inno-

vatory small units — cantous — see France.

Costs av. Monthly

€ 991.57. Higher than
wages and difference
growing.

35% rest homes /
45% nursing homes /
80% HC services and
100% home nursing
financed by public —
tax and social contri-
butions, Fed. Govt
compensates for de-
pendent 65+ taking
into account and
household living in a
point scale.

Flemish — compensa-
tion for non medical
costs.

Some will need help
from relatives to fi-
nance their stay. May
get benefits from the
Public Centre for
Social Work which
can try to get reim-
bursement from the
children of the person
involved. — varies.

In Flanders FC at
home may be more
expensive to FC than
residential care.

Difficulties in finding

certified nurses. Govt.

ameliorating wages
and working condi-
tions.

Good quality.
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control

Availability care - Affordability | bution of residential care
Bulgaria 135 long term care facilities covering 11 Paid for from state No Yes ?

078 OP. and OP pension.

Residential care — Homes for elderly A contract may be

people accommodate those unable to look | signed for ceding

after themselves and satisfy their basic property against obli-

needs; persons who are certified with first | gation for financial

or second degree of disability and active | support and / or care.

treatment in their case has ended; per-

sons who have no relatives to take care of

them; persons who have not signed a

contract for ceding property against obli-

gation for financial support and / or care.

Respite

Sheltered housing — NO

Hospital stay

Rehabilitation

Hospice — palliative care — NO

Dementia
Czech Re- 74 499 beds in total including 54 261 beds | Free —OP continue to | Not financial — may Skilled nursing per- Post 1989 NGOs
public for adults. receive all of pension | even benefit from OP | sonnel considered developed many in-

Residential — Long waiting lists, No long-
term nursing care institutions. A quite high
preference amongst OP for residential
care. 67% of 60 years consider institutions
to be a better solution and a better guar-
antee of care than living at home or in a
sheltered home with home help. Criteria
for admission to home or a boarding home
for pensioners are: achievement of the
retirement age and submission of the
application for placement,

+ any dependence
allowance. Even for
long-term stays of
more than a year,
covered by health
care insurance.
Health insurance
companies try to limit
the stay to 3 months
in their individual
contracts with facili-

pension when in resi-
dential health care.

Can pay extra for
better facilities

FCs try to compen-
sate for poor nutrition
and inadequate nurs-
ing.

FCs usually support

OP in sheltered units.

unnecessary in social
residential institutions
despite providing
services for depend-
ent and sick older
people.

Directors of residen-
tial homes do not
need to meet any
qualification criteria

novative types of care
and services and
have filled in many
gaps. Residential
homes originally
owned by the state
get regular funding
from the state budget,
NGOs have to raise
their own funds and
they have to apply for
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
Respite — Res. Care used for temporary- | ties but families not | For OP in standard a grant from the state
respite care, but limited places and long | @ble or willing to take | old large facilities, budget. Grants are
waiting lists for placement especially in care of the OP by- they are often remote distributed through
Prague and other cities pass this 3 months | and FC can't get to the process of public
Sheltered housing in smaller units in o th?"- them comp_)e_tltlon Gt
communit OP from one facility to by Ministry of Labour

_ y o _ another (and from and Social Affairs

Hospital stay limit the duration of a pa- one insurance com- (and by Ministry of
tient’s stay in acute departments and OP | pany to another). Health). Applications
often not welcome. have to be submitted
Rehabilitation — no each year
Hospice — palliative care — 6 hospices
with 171 beds run by NGOs, new
Dementia — yes, new

Denmark Residential — Decline in nursing home Rent accommodation. | Good / Innovative Yes Yes Accountability

beds from 31,000 in 1999 to 24,000 in
2003. 1987 ended construction of residen-
tial nursing homes and encouraged de-
velopment of independent specialised
housing for OP with care services being
provided in the home. “Lost” nursing home
places replaced by independent housing
units for older people — their number has
increased from 32,000 in 1999 (had been
18,000 in 1994) to almost 43,000 in 2003.
All but 65 nursing home places out of
almost 26,000 have the highest level of
provision.

Respite

Sheltered housing —Sheltered housing
units has also declined— from 4640 in
1999to 3572 in 2003.

practice - authorities
are obliged to estab-
lish a relatives’ coun-
cil —the aimis to
improve dialogue and
involvement of rela-
tives of residents

with regard to the
quality of care is with
LA even when recipi-
ents of care may
choose a provider
other than the public
provider.

In addition, a frame-
work of mechanisms,
which allow the re-
cipient (or relatives) to
complain and appeal,
is in place.
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Country

% in residential care (60+, 65+)
Availability

Costs of residential
care - Affordability

Family care contri-
bution

Training of workers

Quality and control
of residential care

Units for OP increased 88,000 in 1999 to
91,000 in 2003. 48,000 of this total are
linked to extensive care services.

Hospital stay / Rehabilitation
Hospice — palliative care

Dementia — In 2002, there were almost
5000 places designated specifically for
persons suffering from dementia —
increasing steadily

Finland

Residential — In 2001 3.7% of persons
aged 65+ and 8% aged 75+ were living in
old age homes or housing with 24 hours
assistance. 529 mill € on inst care. 89%
arranged by municipalities, 11% by or-
ganizations, and less than 1% by small
enterprises.

Respite — acute, short-term or interval.
Care in institutions

Sheltered housing=-Service housing

Hospital stay — the number of clients
aged 65+ is decreasing in all institutional
care in health care.

Rehabilitation - yes

Hospice — palliative care- yes, some run
by private foundations, most in health
centre hospitals. — or at home.

Dementia— in 1995 (latest data) from 100
000 demented persons 40 000 were in
long term residential care.

Service housing 24 hr
assistance — 37 e
daily bed charge
Residential home —
96,9 e, Inpatient pri-
mary HC — 135,9 e.

Need for institutional
care declined be-
cause of increase in
functional capacity of
65+

Depends on client’s
financial standing and
may not exceed 80%
net income monthly.
(must have at least 80
e for own expenses)
Spouse situation also
taken into account for
LTC

Good / Innovative
practice Yes Profes-
sional certification
defined by legislation
— only qualified work-
ers can get a job.

High level of geriatric
knowledge among
professionals.

Ministry of social Af-
fairs and Health gives
national recommen-
dations for the dev.
and quality of ser-
vices for OP — HC,
service housing and
residential care. Act
as guidelines for Mu-
nicipalities to evaluate
the services they
offer. Association of
Fin. L and Reg Auth
has also tried to im-
prove Quality of care
— but each chooses
own methods.

Good / Innovative
practice - Common
repeat use of ques-
tionnaire on client’s
opinions on availabil-
ity, adequacy and
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
functionality of ser-
vices i.e. user feed-
back.
France Residential — 471,000 persons > 60 Costs partly born by | No —institutions run | Training available- but | New law to up date

years; most state, some private. 6.500
traditional homes for OP (public, private
non profit and commercial): av. no. of
places (1996): 60 in private non profit
institutions, 75 in public homes, 86 in pub-
lic homes in public hospitals, 48 in private
commercial homes.

Population mainly female (widows, 62%,
29% singles and divorced). Pop. old due
to the av. age when entering: end of 1999,
79 years for men, and 84 years for
women.

Respite. Some institutions specialize in
short term care and very helpful to FCs.

Sheltered housing — 3.000 beds

Hospital stay 1,100 nursing homes, gen-
erally depending on a public hospital,

Rehabilitation
Hospice - palliative care

Dementia 1975, special institution devel-
oped for OP suffering from dementia: the
“Cantou”. Twelve persons are living to-
gether;

residents and regional
governments (Con-
seils généraux

Enormous differences
from one département
to the other;

costs: estimated at 3.9
billion in 2003 and 4
pillion in 2004.

The average monthly
rate is 1,300 € (2004),
the average income
of pensioners 1,440 /
month for men and
894 / month for
women

like hospitals. FC
limited to visiting —
often reluctantly.
Social integration
extra muros is pas-
sive. 70% report regu-
lar family contact and
visits from friends,
former neighbours
and colleagues.
Amongst those (30%)
who do not have any
contact with their
family two in three
declare that they do
not have children or
that all family mem-
bers are dead

But in CANTOU fam-
ily members are in-
vited to spend as
much time as possi-
ble within the group,
participating in and
generating all sorts of
indoor and outdoor
activities.

no advantage in many
contexts.

and improve the
30,000 medico-social
institutions for old and
disabled persons
(residential and domi-
ciliary services), in-
cludes the obligation
of quality evaluation.
But since the new
government, “Raffarin
II”, (March 2004), this
intention seems to
have lost its priority.
Very negative images
as old hospices for
indigent / problematic
and were huge. Real-
ity is better but image
stops FCs wanting to
use residential
homes. 15% of resi-
dential insts need
total restoration, 30%
partly, i.e. 200,000
beds, 1/ 3 of total;
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
Germany Residential — Growth in nos. + suffering | LTC insurance can be | No- FCs seen as At least 50% of the Yes- LTCI thru’ regu-
from dementia. In 1999 8,659 LTC = used to pay towards | disruptive- not con- nursing care staff lations for profes-
645,456 places. > half (56,6%) financed care costs. sulted in hospital employed in residen- | sional service provid-
by independent charitable organisations, | c5re allowances cal- | care. just provide tial institutions must ers that lay down the
1/ 3 by private commercial bodies culated according to clean laundry, contact | have a professional content of services
(34,9%) and the rest public (8,5%). the care categories and support, qualification if they offered, organiza-
28% (554,000) of people in need of care | which pay for medical care for more than 4 | tional modes and the
are in residential care. Older generally treatment care and persons in need of required qualifications
than those cared for in domestic setting. | social care. Other care and if special for carers / nurses
66% in residential care are 80 years+ but | costs paid for by the care interventions are | g standardized qual-
only 44% of cared for in domestic setting | person in need of EEEEE ity control procedures
are > 80 care, WI’Fh pension for sheltered housing
Respite — some available and paid for by |2and savings or by and t the quality var-
LTCI but urban / rural differences. reverting to the re- -
. ies greatly
i , sources of close fam
Sheltered housing — many kinds ily members. If OP or
Hospital stay —increase in geriatric in relatives have no
patient facilities though long term trend is | resources the social
to reduce length of stay to reduce costs. | welfare pays in ac-
Rehabilitation — yes COMEMES T s
. o i Federal Law on Wel-
Hospice - palliative care — yes in all fare Benefits "support
forms in difficult life-
Dementia In 2002, there were almost situations". In 1998
5000 places designated for persons suf- | 36% of all residents of
fering from dementia —increasing steadily | old peoples homes
were dependent on
social welfare.
All pay some contri-
bution to H and SC.
Greece Residential- Estimate less than 1% of Min. in illegal, If OP has inadequate | Training requirements | Ministry has an In-

65+. NGOs, Churches, Foundations and
private homes — but no adequate break-

crowded facilities
600 €, av. 1000 —

income, families pay.
When in hospital FCs

for head nurses but
not for assistants. No

spectorate but focus
traditionally on envi-
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
down of numbers in each kind. 1400 single rooms, have to offer practical | minimum numbers of |ronment and space
Exact nos. unknown since many places best residential help in nursing. staffing for homes. stansjards rather than
not registered. Traditionally had to be self- | 10Mes approx 2000 € | g5 residential quality of care.
caring but increasing numbers are de- - cost depends on the | homes in local areas, Families often very
pendent on entry and many now effec- degree of depend- including religious concerned with level
tively nursing homes. ency. IKA penstlolns homes, also used by and quality of care.

are approximate ; ;
In a non represent study of those witha | 5 €pg-m" OnIyBi/n working family carers Private clinics regis-
FC 17% of the men and 29% of the tional il when can’t accom- tered with Ministry
, ) . | exceptional cases will | 5qate the OP with !
women being cared for spent their termi- | o |nsurance Funds and have basic levels
nal phase in a nursing home or clinic av the full costs them- FC who are of medical and nurs-
Private clini b K pay ' proximate often pro- ing staff, although for
rivate clinics - nUMDErs No known. Private clinics — In- | vide personal care, very intensive care
Sheltered housing — no surance funds will pay | food and company for needs, it is often still
Hospital stay — decreasing length of stay | for many of costs for | the OP when the necessary to employ
for OP terminally ill patients, (I\:/Iaretr is r?(cj)t a;t_\l\llork. private nursing assis-
ost residentia ;

Rehabilitation — 3 public + private units. homes encourage the tants as in state hos-
High demand, inadequate coverage, no active participation of pitals et e
home rehab service, although some in- family carers as it
surance cover for limited physiotherapy at both eases the care
home. tasks for the staff and
Hospice — palliative care — for cancer improves the well-
patients being of the older
Dementia - recent development of respite person.
care and FC support by Alzheimer groups

Hungary Residential 3.2% over 60. In 1993 28 742 | in rehabilitation insti- | Not financial Has begun Qualitative develop-

persons lived in such institutions, by 2001
was 41% higher). Unmet needs-. In 2000
11 767 persons were on the waiting list for
places, and 53% waiting > a year Founda-
tions, churches, private businesses Insti-
tutions may set other criteria, e.g. age.
New residential home, younger older per-

tutions the fee
charged may not
exceed 80% of in-
come of the recipient
of care

Private or NGO insti-
tutions which do not

In hospitals FCs have
to help because of
nursing shortages.
Costs of paying for
better medicines,
toilet needs, better
meals.

ment can also be
observed in the case
of residential homes,
especially in the wake
of investigations by
the ombudsman and
as a result of further
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
sons, built by foundations and churches wish to receive the training for the staff,
are of a high standard (in contrast to state per capita fund- but the standard of
rooms for 4-16 persons in the state home) |ing are free to set an care depended to a
and provide good services. — With mortal- | entry charge usually large extent on the
ity rate dropping and institutions’ “turnover | amounting to several maintaining body, the
speed” reduced. Consequently they were | million HUF (or the age of the institution
forced to raise the age for entry (e.g. to 70 | transfer of an apart- and the attitude of its
or 75 years) and also the sum to be paid | ment they are able to head.
on entry. sell), as well as a
Respite Used for respite care especially montbly Iee for the
by urban OP. care.= 1%

Sheltered housing
Hospital stay — frequent early discharge
because of high costs
Rehabilitation — some, inadequate
Hospice — palliative care — yes
Dementia
Ireland Residential — Ltd public and mainly pri- Means tested, client | Some supervision. The majority of em- There is no national

vate

6.196 beds in private and voluntary
homes with public finance support + 1,281
contract beds with contract of health
board with private sector as private care.
Plus 385 further beds. 80% of all beds get
public funding.

4775 beds in private and voluntary homes
90-95% occupancy rates. Maj over 75,
only 16% aged 65-75

Sheltered housing - yes
Hospital stay

or family may pay
costs Nursing home
care is means tested.
Tax relief allowed to
client or family.

Liaison with care
staff.

ployed staff are pro-
fessionally qualified.
Specialist training is
available for palliative
care and dementia
care. Training in nurs-
ing staff and care staff
is compulsory

nursing home inspec-
torate at the moment,
although plans for a
nursing home inspec-
torate are being made
and legislation is be-
ing drafted (2005).
Private nursing
homes must be regis-
tered with the HSE
and are required to
meet certain stan-
dards. However, in-
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
Rehabilitation - yes spection staff are

. I over-stretched and
Hospice - palliative care — yes 6 centres,
- - . under-funded and
7 specialists + specialist palliative care
teams and supported by NGOs care standqrds can
vary. The Irish Hos-
Dementia is under the remit of Psychiatry pice Foundation has
of Old Age services provided by the published standards
Health Service Executive. Provided on in- for palliative and be-
and out patient basis in non-acute hospi- reavement care.
tals. Psychiatry of Old Age services also
available in the community, although suf-
fers from staff shortages. Voluntary or-
ganisations also provide dementia ser-
vices such as day care, home care, and
respite care.
Italy Residential 2% of 65+ in homes. Bed The family costs for Families of 35-40% of | Yes — but though in Residential homes

vacancies in nursing homes, ranging from
34 per 1000 inhabitants in the North, to 13
in Central Italy, and down to 10 in the
South. Of all OP cared for in residential
settings, 73% live in the North, 15% in
Central Italy and 12% in the South

38% of residential facilities for OP are
public, 58% are private and the remaining
4% are mixed structures, with relevant
differences between social-assistance
and health-care structures, where not for -
profit institutions have a 42% and 25.8%
presence, respectively OP more depend-
ent in all institutions.

Respite — some

Sheltered housing — social housing
gradually becomes more used by higher

private care at home
are often lower than
the residential fees
Only 5% of elderly
people who make use
of services offered by
residential care do not
pay anything, whilst
expenses for 62% of
residents fall entirely
upon the family,
whereas in 33% of
cases health care
costs are partially
covered by the Na-
tional Health System
fund.

the residents probably
contribute equivalent
to 250-500 € p.m..
Especially in S. Italy
and for severely af-
fected OP relatives
often required both in
hospitals and in many
residential homes to
provide night assis-
tance and personal
care.

FC support may be
the condition sine qua
non for a OP’s admis-
sion to the caring
facility but has posi-
tive aspects to ensure

law difficulties in get-
ting all staff trained
because of shortages.

designed for self-
sufficient elderly peo-
ple are improperly
transformed into long
care hospital centres
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
dependent. non abandonment
Hospital stay — 1 / 3 of beds for severely
ill people occupied by > 65 patients Av.
period of stay is shorter in public V private
structures = 27 days V 91 days.

Rehabilitation — yes
Hospice — palliative care
Dementia NGO led project initiatives

Luxembourg |Residential - 4328 beds in 35 integrated |35.82. € per hour No. Funding is to OP | More than half are Yes — A Quality man-
centers and 14 nursing homes. i.e. 63,140 | versus 48 € for home | through the National |foreign workers agement system be-
aged 65+- = 6.8% - (higher than care Solidarity Fund (mainly EU) in the ing developed.
neighboqring countries which h_aye fl%) High incomes mean care and social sec-

One of hlghest levels o_f availability in EU. | 1,0t people can af- tor.

Expanding by 1350 units. ford it. And Nat Fund Yes — if not already
Respite — yes of Solidarity pays any qualified, professional
Sheltered housing — esp. for mental additional costs if training for assistant
disabled have started Integrated Centre | S0Mmeone can't afford nurses available.

for Older People with Disabilities opened, | full costs. (700 bene- Special courses in
with capacity for 56 senior residents, ficiaries) palliative care avail-
managed by the “Fondation Kraizbierg”. | But adequately able from Min. of
Hospital sta funded and staff well Health. Each em-

p y paid ployer in the social
Rehabilitation - yes sector has to guaran-
Hospice- palliative care yes, available tee 20 hours of ad-
and special training courses for staff in vanced training — thus
palliative care available from Min. of continuous training is
Health. compulsory
Dementia

Malta Residential > 5% of OP 65+ live in gov- | Private rates are Good care but FCs The majority of em- Mainly standards of

ernment and private run homes, but de-
mand increasing.

higher than those in
State owned or

important in providing
psychological sup-

ployed staff are pro-
fessionally qualified.

accommodation,
cleanliness etc.
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
Private homes (10) Church run residential | port, acting as inter- | The others, mainly
2 of the 7 State-owned residential homes homes d?penqlng on me:dmnes, _prowders thos,e offe_rmg hote_l

- . levels of ‘hotel’ ac- of information, type’ services receive
administered privately. 18 Church-run commodation and _ in-house trainin
residential homes providing around 600 ; : Also mundane caring 9
beds nursing services re- tasks for the OP

: quired. Costs 18 to 2Rl el e A ERek
Assessment Rehabilitation Team 46 € daily. as washing their
(ARTeam) decides on eligibility and prior- || 0 o clothes, personal
ity of cases. To enter one of these homes, |. .~ 9es care, cooking

Iderly person must be fully mobile and LIS Sl i
an eiderly person y mot than 1000 beds resi- | Meals, housekeeping,
capable of living independently. With one o .« |accompanying the

) dent pays 80% of his 4 i
exception, these homes do not have a ; patient to appoint-
nursing wing. A dependent OP goes to Hgiéz] (Bl oLt [kt t d taki
: still have 1380 € p.a. | MeNtS, and taking
a place where nursing facilities are avail- | for self. In other specimens and col-
able, such as SVPR or one of the private | homes the OP pays | lecting results.
homes. 60% of his total in-
Respite Resl. Homes used also for Res- | come, with same
pite care. condition. Estimated
. actual daily cost per
Shelt.ered eI resident amounts to €
Hospital stay 48.30 — subsidized by
Rehabilitation — Yes State.
Hospice — palliative care Less nuns means
Dementia h|gh_er use of lay pro-
fessionals and as a
result costs are rising
Netherlands | Residential 5% of OP live in residential Income related Low 1in 10 FC give care |Residential homes Large service organi-

homes, and about 2,5% in nursing homes
Respite - yes
Sheltered housing

Hospital stay 12% aged 65- 74 admitted;
13% 75 + V age 55-64 (7%) and 35- 54

co-payment (max.

€ 685.40 p.m.), High
co-payment (max.
€1,700.- p.m.

to people living in
health care facilities
or special housing
facilities (financial
affairs, groceries,
transport, washing /

have low level of
trained staff

Nursing homes for
dependent have
trained staff

zations have own
controls, but small
organizations do not.
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
(5%). 25% 75 years + contacted a medi- bathing, (un-dressing,
cal specialist feeding).
Rehabilitation Res. Homes used for re- In holiday periods
habilitation of both elderly and younger some nursing and
patients, and in diagnosis and functional residential homes ask
assessment. for extra help from
Hospice - palliative care — yes available. FCs because of per-
) sonnel shortages
Dementia
Norway Residential 9/ 10 older parents prefera | Payment relates to Good / Innovative Lack of trained nurs- | Action Plan has fo-

residential setting if they can no longer
live by themselves. Many units and shel-
tered housing - 5.2% of total 67+ in shel-
tered housing (15.1% by age 90), 6.6 all
aged 67+, by age 90+ was 38.5%. In-
crease in sheltered housing and decrease
in nursing homes. Shortage of beds has
declined.

Admission — is degree of dependency.

Sheltered housing 2000 / 2001, 80%
LAs had special units with sheltered living
for persons with dementia, (V 70% 1996)
LAs without such units are small (less
than 2500 inhabitants)

Respite 55% of LAs had special respite
arrangements for persons with dementia.

Hospital stay — earlier release

Rehabilitation — everywhere but a bed
shortage

Hospice — palliative care
Good / Innovative practice -2 LAs have

OP income = 75% of
baseline of the Na-
tional S.I. € 6,600,
supplemented with
maximum 85% of
other forms of income
(if any), after taxes.
There is a basic ex-
emption of € 730. On
average, users pay
about one third of the
total costs for nursing
home. Low income
residents pay less
Total costs vary be-
tween municipalities.
(€ 54.900) in 2004.
Irrespective of income
and costs, every resi-
dent is guaranteed a
minimum amount at
own, free disposal,
about € 250 p.m.

practice - FCs free to
develop their "care-
giver careers" in the
institutional setting.
E.g. spouses, visit
partners as a part of
their daily routines
give personal care
and assist at meals.
As an ideal, staff and
FCs have initial and
follow-up meetings to
clarify expectations
and consider the in-
volvement of the FC.
In principle, it is up to
the family caregiver to
decide how much
care they want to give
and the extent to
which they keep on to
the relationship.

ing and care person-
nel.

cused on modernising
nursing homes + with
single rooms for all
OP. LAs responsible
for quality and stan-
dards of primary
health and social
services, regardless
of who carries out the
services, cpr. super-
vision legislation.
Control and supervi-
sion are shared be-
tween the offices of
the County governor
and the County phy-
sician
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Country

% in residential care (60+, 65+)
Availability

Costs of residential
care - Affordability

Family care contri-
bution

Training of workers

Quality and control
of residential care

organized LTC in institutions built in
Spain, as part of their regular old age care
services

Poland

Residential — 78,935 people including
10.114 bedridden; 23.6% aged 61-74 and
29.8% aged 75 and more. Despite in-
crease in places may waiting to be admit-
ted. 811 homes 21.1 places per 10 thou-
sand people. This has increased by 3.3
places since 1990. 18.6 to 23.9 per
10,000 people post-production age. V.
uneven regional distribution though more
elderly also has more institutions. Ex mu-
ral activities for other OP e.g. meal,
therapeutic activities similar to the day
care centres.

Respite — no

Sheltered housing — No sheltered hous-
ing

Hospital stay

Rehabilitation

Hospice — palliative care

The cost of stay cov-
ered by the inhabi-
tant’s own pension
(3 / 4 of the pension)
and by their families,
but since this rarely
covers costs mainly
by social care funds.

75% homes financed
by LAs and managed
by them. Other institu-
tions are managed by
church and NGOs.
Over 130 private care
homes have a total of
2300 places- these
vary in price and are
more expensive. LAs
admit based on crite-
ria (medical plus loss
of fitness (need for
nursing care) or de-
cline in social condi-
tions (loneliness, lack
of family, lack of abil-
ity to manage the
household, very low
income etc.)

Yes to costs if they
can afford it. — Just
1%.

FCs do not care in the
institution or in a hos-
pital — conflicts with
prof. staff.

Yes

Varied but improving
standard. Privately
owned homes for the
aged are not under
supervision of social
policy officers (there
are documented
cases of extreme
neglect in the pri-
vately owned homes).
Care institutions or-
ganised by NGOs are
usually supervised by
local social centres.

Portugal

Residential 1,550 residential homes and
OP homes with 95.8% utilization / 50,607

Mainly private, Some
not for profit financed

Not active or partner-
ship, but institution

No.
Heads of institutions

Current transforma-
tion into intensive
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
65+, more women at all ages. 3.3% of by state. ask FC to participate |are qualified. nursing homes or
pop. Pref. for single elderly in outings, festivals. Encouragement of sheltered housing.
848 OP Homes, 56 Residential homes. with low income and training thru pro- Grandparent Plan
28,802 on waiting list in 1993 without FC in Old gramme of Integrated | under development to
Sh’ tered h : - ; People’s Homes support for the Eld- develop measures for

S O yies, T Cuimiel - erl the certification of
g ; ; Private OP Homes y- N :
transff)rmatlon of Residential Homes are v. expensive, institutional quality.
Hospital stay
Rehabilitation very few services:17-27%
of aged over 55, had access to rehabilita-
tion.
Hospice — palliative care
Dementia — no
Slovenia Residential 52 state homes. 4.3% of OP | Private- has to be Earlier release from | Yes, institutional care | Yes- homes are of a

=12,000. OP homes are full and long wait-
ing periods. 1/ 4 of cared-for people at these
homes die each year. Increasingly places
with v. dependent needing health care. Av
capacity around 200 beds; lowest 60 beds;
av., rooms have 1.97 beds

Some private homes with concession (8)
residences.

Respite - New facilities are hotels for the
elderly, where OP live mostly temporarily and
transitionally. They give FCs the chance to
take a temporary break since no proper res-
pite care. ‘Temporary admission’ only avail-
able in 2 public sector OP homes and in
hospitals.

Sheltered housing — new — 300 units in 9
places (studio and one-room apartments,
some 2-room apartments.) High interest

paid for. Entitlement
OP > 65 with mental /
physical problems.
The number of recipi-
ents of these services
depends on their
health conditions.

Cared-for people pay
for services them-
selves if they are
financially capable. 2 /
3 OP in homes en-
tirely covered the
costs of care from
own resources and
with the help of rela-
tives (out-of-pocket
payers), 27.5% of

hospitals — where FC
do not play any sup-
porting part—and
absence of rehab
facilities means FCs
faced by problems of
care.

FCs encouraged to

work with Residential.

home — and more
homes work as train-
ers / information for
FCs of OP in home
and in community.

is provided by trained
personnel: social
workers, trained
nurses, occupational
therapists, physio-
therapists- they have
finished specialized
education / training.
However these insti-
tutions also employ
untrained personnel:
sometimes unem-
ployed people are
offered work in institu-
tions for a limited
period e.g. a year.
This is a programme
to reduce unemploy-
ment, training in care

high standard except
for Human aspects —
but they are also well
controlled- A lot of out
work with three-
member control
commissions, ap-
pointed by the Minis-
ter from the list of
experts, perform
regular and irregular
professional and ad-
ministrative controls.
The list of 45 experts,
who are additionally
trained for control
work, is proposed by
the Social Chamber

95




Country

% in residential care (60+, 65+)
Availability

Costs of residential
care - Affordability

Family care contri-
bution

Training of workers

Quality and control
of residential care

but in reality they are occupied relatively
slowly because of high prices, inappropri-
ate locations and, above all, the fact that
people will not sell their home in old age
and move into a smaller apartment

Hospital stay — declining
Rehabilitation - inadequate
Hospice — palliative care
Dementia

them needed help in
the form of a co-
payment and only 8%
of people had the
costs of care entirely
paid. If OP not able to
pay, adult children in
the first place or mu-
nicipalities in the sec-
ond place are lawfully
obliged to help them.

People must pay for
hotel services fully
and their prices are
higher than for homes
of the public network.

Temp admission —
prices paid by OP /
FC

available but not
obligatory, and thus
not implemented eve-
rywhere. They do
basic hygiene care.

of Slovenia.
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
Spain Residential The ratio of residential places | Public -.requires high |Yes in hospitals- help | For higher level staff it | Mainly by Regions
was 3.4% of the over 65s, of which 1.26% |dependency and little |to maintain hygiene, |exists using administrative
were public- large increase. wealth moral support and criteria - structural
The ratio of public housing under care Private - exclusively | 9&neral supervision of (location, internal
was 0.05% of the over 65s,. Large Re- financial. 58.8% their needs. distribution, facilities,
gional differences- with Catalonia as places financed services, etc.) and
leader. Living alone, regardless of the wholly by the user, functional (internal
existence of children, and serious de- and the rest this by regulations, prices,
pendency facilitate access the public sector. 70% fire prevention, pro-
Sheltered housing Also 4,280 guarded | ©f the public cost for gramming).
housing places in the country distributed | LTC is for residential
around 396 houses. services. User's con-
) , tribution to the cost of
Respite tempora_ry stays was 0.03% in the public residential
1999,' almost entlrely on the community of places lies at around
Madrid (0.17%) and in the Basque Coun- | 750, of their pension.
try (0.09%) ,
. In 2000, private
Hospital stay monthly price almost
Rehabilitation 900 €. But differences
Hospice — palliative care — essentially | Petween profit-making
not available. institutions (some
) 1052 € p.m.) and the
Dementia - no rest, normally reli-
gious, charging
around half of the
others. Public resi-
dences in 2000 were
702 €. Av. Price =
42% of highest aver-
age salary and 63%
of the lowest average
salary
Sweden Residential / Sheltered housing — Under | 3 types of cost: hous- | Not expected though |50% care personnel | Yes municipality and
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Country % in residential care (60+, 65+) Costs of residential | Family care contri- | Training of workers |Quality and control
Availability care - Affordability | bution of residential care
one “‘umbrella” heading; “special housing” |ing, meals, and care. |families do partici- has at present the national boards. The
with service and care for OP comprising: | Av. net-income pate. In recent years |requested training for | monitoring authorities
nursing homes, OA homes, service among OP is 8 500 there is a shift in atti- | the work (upper sec- | work from the re-
houses, group homes Until early ‘80s, SEK p.m.. The aver- |tudes and care per- |ondary school-level), |gional level.
institutional care expanded with changes |age cost for housing |sonnel are more and | primarily due to diffi-
in population. But since stagnated. In is estimated to 2 500 | more focusing on the | culties to recruit care
2003, 110 900 persons living in different | SEK, food / meals to | (former) carer, to personnel with ade-
forms of institutional care or in “special 2400 SEK and cost | collaborate and cre- | quate training and
housing” for OP = service coverage of for care at 500 SEK | ate “carer- friendly skills
7.2% of 65 yrs+ and 19% among those 80 | p.m.. On av. 5 400 institutions.
yrs+. SEK care p.m. or
Just 13% of OP in private care. almost two thirds of

i ) ] income process of
Hospital stay - Earlier discharges from needs assessment
ho_spit_al means OP are more frail when carried out by the ’
going into other forms of sheltered hous- municipal care man-
ing or going home. ager. Access criteria
Rehabilitation — thru’ PHC may and do very
Hospice — palliative care — Palliative much differ from one
care available throughout the country. municipality to an-

. . other. However, the

Dementia — 25 000 beds in group homes | |oy el of dependency
and degree of cogni-
tive impairment is
often decisive.
Innovative aspects -
Admission is not
based on means-
testing.

Switzerland | Residential 1422 homes, corresponding Inadequate staffing —

to 76,024 Two thirds of the institutions are
financed by public funds, one-third by
private foundations.

migrant workers re-
sorted
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Country

% in residential care (60+, 65+)
Availability

Costs of residential
care - Affordability

Family care contri-
bution

Training of workers

Quality and control
of residential care

Respite — yes — in hospitals and some
cantons have hostels

Sheltered housing — no data
Hospital stay

Rehabilitation

Hospice — palliative care
Dementia — not in institutions

UK

Residential- Between 2000 and 2001 a
3% decrease in residential care homes
and a decrease of 3% in nursing homes
and private hospitals and clinics. Over half
(54%) of supported residents were in in-
dependent residential care homes, 27%
were in independent nursing homes and
16% were in Local authority staffed
homes. Maj over 85+

There were 431,200 residential places in
24,100 residential care homes and
186,800 registered beds in 5,700 nursing
homes and private hospitals and clinics.

Respite —widespread

Sheltered housing- 3.5% of people aged
65 to 69 to 19% aged 85

Hospital stay

Rehabilitation — full and specialised ser-
vices in hospitals, day care and home
care teams. Danger of ignoring the most
frail,

Hospice — palliative care — growth,
NGOs

Average cost for pri-
vate residential care
was £302 per week
and the average cost
for private nursing
care was £422 per
week — OAP is £80
per week. Majority of
the funding for the
care of older people is
provided by the public
sector.

OP assets pay for
residential costs (only
£12000 pounds left) If
individuals have more
than £19,500 in capi-
tal then they have to
pay the full cost of
residential or nursing
home care.

No

In house training for
lower grade workers —
professionals fully
qualified. Overall low
level of training for
care workers, with
training focusing on
minimal health and
safety requirements,
not philosophy of care
and the development
of interpersonal skills.

New requirement for
50% of care assis-
tants to have NVQ
Level 2 by 2005, pro-
viding a significant
challenge for care
homes

Nursing homes and
care homes have to
be inspected a mini-
mum of twice a year.
One inspection is
announced so the
homes are aware
when they are com-
ing, but one is unan-
nounced workers
know they are coming
but inspection is that
the inspectors turn up
unannounced. The
Care Standards Act
has now set national
standards so that
services should be
equivalent in different
parts of the country.
Inspection reports are
publicly available.
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Country

% in residential care (60+, 65+)
Availability

Costs of residential
care - Affordability

Family care contri-
bution

Training of workers

Quality and control
of residential care

Dementia 1.5 million of people over 85.?
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5.8 Annex 8 — Matrix of Home Based Services

Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordination Affordability ISO.
centres; Day Care centres; Public sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home

Austria Home Help and Local coordination Large regional disparities | With introduction of LTC Al- Inadequate quality control.
centres 5% aged 65 + get home care. |in organizational form, lowance about 1/3 persons | control based on clients or
17% among care dependent elderly — | quality, development and | receiving this cash payment family members’ complaints
growth slowed post 1990s in nos. of co-ordination of services. |is able to use more commu- periodic home visits, and teI;a-
clients and service hours. HH usually 2 x week; in nity services than before phone contact with t;eneficiar-
Few private services grlt:ca:_casesAS theezlggi 27% of total expenditures for |ies.

aily. Lower Austria ; ; ;
Day Care centres — Yes, growth. Soc)i/al Stations run by 4 health and social services is | ngirctural quality assessment"
_ y covered by contributions of | ced administrativelv e.q. cli-
Home health care -Partial coverage NGOs as one-stop-shops | ,sers and their relatives Y o e ye.g.
; ; ; ent / carer ratio etc.
Dementia services — yes and growing* | ©ffering services with , _
- high demand. Inadequate coverage. home nursing ar_md HH NGOs have internal quality
. . core competencies, + assurance programmes but
Respite care at home - in some re- some respite care. NGOs unknown results.
ions ;
9 , | provide 90% of commu- Training- Adequate- Most
Services used by 60% of persons living | nity and semi-institutional trained Regional standards. No
alone and 41% of persons sharing a care services; reimbursed nationwide regulations / stan-
household. by the prOVince or LA. dards for home & famlly help-
ers, geriatric aides.
Belgium Home Help and Local coordination Means tested with reductions | Adequate quality control. in

centres 4.9% of people 65-74 and
26.1% of 75 years + used home help in
2001.

136 local service centres- Flemish,
access to professional care and infor-
mation. 53 coordination centres in Wal-
loon area. Demand exceeding provi-
sion.

for heavily dependent. Priority
to OP with high dependency
and low income. Costs for the
OP relate to family income
Min. € 0.50 p.h., max. real
cost of help i.e. € 22.50 p.h.
av. Contribution € 3 per hour,
30% higher if help needed 8
pm-7 am or Sats.; 60% higher

Flanders must have mission
statement.

Training- Good. All trained
certificates compulsory.

H & SC workers being trained
to work with FC
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Countries

Availability of Home Based services
Home Help and Local coordination
centres; Day Care centres; Public sec-
tor; Home Health care — Dementia ser-
vices; Respite care in the home

Additional comments

Costs of using service care
Affordability

Quality & control of service —
ISO.

Training of Workers

Day Care centres — Yes, growth. 0.3%
of OP 65- 74 years of age and 0.7% of
OP 75 years + in 2001

Home health care - Comprehensive
coverage

Dementia services — yes and growing

Respite care 10,000 hours of sit-in
care p.a., at least half provided by vol-
unteers.

on Sundays and public holi-
days. Very dependent get
discounts.

Bulgaria

Home Help and Local coordination
centres 262 FC service offices with 35
172 places.

Day Care centres — Yes, growth; pro-
vide possibility for day nursing including
OP.

Home health care -Partial coverage —
integrated care with SS.

Dementia services — yes in day care
centres

Respite care- no though summer
camps offer some relief.

Social care includes bu-
reaux for social services,
homes for elderly people

and clubs of the disabled.

Soup kitchens provide
food for indigent persons
and families

Often difficult for people to
pay the fees. social assis-
tance benefits do not cover
costs.

Inadequate quality control.
Service dominated by quantita-
tive indicators

Training — Good virtually all.

Czech Republic

Home Help and Local coordination
centres approx. 10% uses domiciliary
services. 31% of communities covered
by HH service- 107 000 clients. 26%
lived in sheltered houses, 37% got
meals on wheels, 24% visited personal
hygiene centres, 13% used laundry

20% of 60+ have serious
health problems

Bigger LAs, establish
houses of nursing care.

1879 nurses mostly or-
ganised in private or not
for profit home care

GPs has a budget permitting
home care but expensive for
their budgets and agencies
are able to provide nursing
care on weekends and at
nights. And thus less pre-
scribed than hospital care —
which does not come out of

Inadequate quality control —
some HH service providers
have own standards of quality.
Ministry elaborated recommen-
dations for general social care
standards of quality.

Training- Inadequate — many
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Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordinati_on Affordability ISO.
centres; Day Care centres; Public sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home
services agencies. their budget untrained. No system of certifi-
Private services also available. Growth in private payment for Eatlon. (_thecg ASZ"J{‘;}'at'ontOf
; urses introduced the system
Day Care centres — Some day and some HS. e.g. physiothera- of registration and contir):ual
week centres - 0,6% visited day centres pists education of nurses but not
for OP Large demand. compulsory
Home health care -Partial coverage
Dementia services — Yes — some for
FCs thru’ Alzheimer Associations.
Respite care- Alzheimer linked FC
only. Other services not available in
home.
Denmark Home Help and Local coordination 50% of recipients get <2 | Free, though many OP feel Adequate quality control —

centres 15% 60+ get HH, Of 700,000
67+, 172,000 67+ had LT HH, + 8-7000
67+ receive short-term HH. 50% 80+
get LT HH., 80% for personal care,
20% practical help in the home (clean-
ing, shopping and laundry)., 60% to 80+

Growth of private services
Day Care centres - yes
Home health care - comprehensive

Dementia services — incomplete. Da-
neAge run volunteer-based respite
service for FCs,

Respite care — LA obliged under SS
Law to provide FCs caring f / t with it.

hours per week, av. hours
per week is 4.5 under 80
and 6.1 for 80+. 13,000
recipients 67+ < 20 hrs
p.w. 1,080,000 hours of
HH weekly

100,000 persons suffer
from dementia

they should contribute to LA.
Everyone eligible after a cer-
tain age.

12% 60+ buy in private home
help services in the home
while an additional 3% re-
ceive both public home-help
services and buy in private
services

Local government research
institute (AKF) carries out
evaluation and monitoring of
services in LAs

Training — Good, all trained
DaneAge trains volunteers
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Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordination Affordability ISO.
centres; Day Care centres; Public sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home

Finland Home Help and Local coordination Home care and home Some services free e.g. re- Good quality control — Govt.
centres 10.6% age 65+ get HH-4 /5 nursing 2 x per week. hab, HH for terminally ill, provides national recommenda-
from LAs, rest from private services. 80% HH from LAs, 13% nursing care at home, lab tions- and citizens asked regu-
Personal care and service plans made | o NGOs, private — tests at home. Client fees e.g. | larly for comments by LAs.
by multi prof (H+SS) teams for persons | 40, doctor — 22 € p.a. max. PHC Training- Good all trained.
in continuous need for care. Increased emergency — max 15 € for Only qualified can get a job.
focus on older OP. Slight decline in home nursing- depending on | 5ve project to promote work
numbers receiving HH and Home nurs- household income and size- ability and maintain well being
ing. fee va.ries from. 11-35€ Tax | 5t work because of high turn
Day Care centres - yes public and reductions available for pur- | o\
private increasing chase of domestic work.
Home health care - comprehensive Some contribution for costs of

. ) day care. (some free thru’ LA,

Dementia services - Yes some private / NGO and paid
Respite care — yes- NGOs and LAs — for) Respite partly paid for by
proposed to be mandatory in future for FC.
FCs.
Palliative care also at home.

France Home Help and Local coordination Regions vary - Multitude | Means tested for children of | Adequate quality control

centres —Access to a home-helper and
other domiciliary services (nursing ex-
cluded) is not a legal right.

Day Care centres — some, more
needed

Home health care - comprehensive
including hospitalization at home,
paramedical service. delivery of drugs,
Access is a legal right.

Dementia services — some; more

of private and public or-
ganizations based on
different financial
sources. Regional varia-
tions in range of services:
other services include
accompanying, adapta-
tion of the home, adminis-
trative help, home alarm,
keeping company, meals,
mobile library, repairs,
shopping, technical help,

OP.

Nursing and other paramedi-
cal community services are
financed by the N.H.I; higher
income recipients can be
asked for

co-financing, H.H is financed
from numerous private and
public sources

Other services e.g. house
alarm systems or meals on

Regional authority responsible
for management / supervision
provided in the APA pro-
gramme. Special computer
programs developed for quality
control (& in residential care).
NGOs elaborate with staff, indi-
vidual quality plans based on
their definitions, aims, and ex-
pectations.

Training. Inadequate — many
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Availability of Home Based services
Home Help and Local coordination
centres; Day Care centres; Public sec-
tor; Home Health care — Dementia ser-
vices; Respite care in the home

Additional comments

Costs of using service care
Affordability

Quality & control of service —
ISO.

Training of Workers

needed

Respite care — yes and also includes
granny sitting and day or night care at
home,

transportation, tutelage

wheels often financed by the
regional government with co-
funding from recipient.

untrained Low impact of new
care diploma as unskilled HH
staff easily find work & certifica-
tion has no impact on salary.

Germany

Home Help and Local coordination
centres 1in 15 aged 75 + get home
care. 18% of households.

Day Care centres — Growth; available
if FC cannot be guaranteed or if day
care is necessary to ease the burden
on family carers.

Home health care - comprehensive
Dementia services - some, inadequate
and need expanding

Respite care - some

HH by NGOs and profit
companies and offer
nursing care + different
kinds of HH. (N = 3,622)
said OP in need of care
or help doesn't receive
enough. Complementary
services e.g. shopping,
visiting, accompanying to
doctors and other local
services, gardening and
household maintenance
not offered despite high
need for such "light" ser-
vices. Regional variations
e.g. Bremen SC services
include: Meals on wheels,
FC counselling / discus-
sion groups, organizing
domestic care giving, help
with authorities, filling
forms, household tasks,
laundry, cooking, walks,
visiting the doctor and
collecting prescribed
remedies

Means tested social assis-
tance is available to finance
HH. The OP or FC contract
with the social service centre
where amount and type of
assistance is laid down. The
contract costs 20,- € p.m. and
every service hour after that
costs 7,15 €. This sum is
seen as compensation for the
mostly voluntary workers.

If HH is needed and no need
for care determined then the
OP or the FC must pay for it.
Community care and meals
on wheels are refinanced
either by the personal contri-
butions from the consumer or
partly from the social welfare
office.

Day care - When OP are
entitled to benefits the LTCI
pays all care-related costs
over an indefinite period.

Social care is paid for as well
as medical treatment care

Inadequate quality control
2001 additional legislation to
guarantee certain quality levels
through the LTCI. LTCI and
service providers must agree
contracts, regulating quality
standards but these refer only
to structures and process rather
than outcomes of care

No general monitoring body
which lays down criteria for the
assessment of service quality in
out-patient health care.

Training — adequate —mostly
trained The family carer / social
assistant are qualified No state
controlled training programme
but specialist community care
training is offered by various
educational institutions.
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Countries

Availability of Home Based services
Home Help and Local coordination
centres; Day Care centres; Public sec-
tor; Home Health care — Dementia ser-
vices; Respite care in the home

Additional comments

Costs of using service care
Affordability

Quality & control of service —
ISO.

Training of Workers

Greece Home Help and Local coordination Free at point of use. Although | Inadequate quality control
centres A third (253) of LAs have home primarily designed for OP Administrative criteria.
help services in 285 operating units; alone, many cover FCs that
47% of users lived alone. Growth in need support.
coverage. Some coordinated with social Private care — limited home | Training — Adequate. Mostly
& health centres for OP. services except for resident | trained Home help services —
Day Care centres — a few have just migrant workers — costing headed by trained SW.
started approx 5-600 € wages + low
Home health care - Inadequate rate of insurance for those
] . who are legitimate. Cheaper
Dementia services — a few support than residential care.
services
) ) Health care requires informal
Respite care — no services payments especially for home
visits.
Hungary Home Help and Local coordination Run by LAs as mandatory | Free for FCs. Funding Adequate quality control

centres 2% of 60+ receive HH. 4.5% of
OP get institutional help from the LA in
case of illness and nursing; proportion
highest in Budapest (8.2%) and lowest
in villages (3.3%).

Day Care centres — some have started
Home health care - Inadequate
Dementia services —

Respite care — some in day care cen-
tres have started

service. LA may contract
out the task to a civil or-
ganisation or market actor
under an agreement or
contract. 22.9% of all
recipients of HH lived in
small ageing settlements
12.6% of all persons re-
ceiving meals. Hot meals
important. family help
centres support FCS of all
kinds

through LAs and numerous
NGOs - 70,000— 15% for
health / social care. Funded
by state (26.2%), own reve-
nues (52.7%) and private
support Hungarian Red Cross
and the Hungarian Maltese
Charity Service play impor-
tant role in providing a high
standard service free of
charge and innovatory. All
FCs and OP in need are eli-
gible.

Health care requires informal
payments

Budapest Public Administration
Office using experts of 2 non-
state institutions (Foundation
for Social Innovation, Hungar-
ian Association of Social Direc-
tors) — HH also supervised by
Methodology Centre of the
Hungarian Maltese Charity
service. But inadequate integra-
tion between health and social
services.

Training — Adequate. Mostly

trained carers in the home help
service are nurses Participation
in training on quality assurance
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Training of Workers

is important
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Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordination Affordability ISO.
centres; Day Care centres; Public sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home
Ireland Home Help and Local coordination Inadequate HH and Day | medical card (for low income | Inadequate quality control No
centres 80% recipients elderly, less Care in coverage and individuals and families and usually in place. Line manage-
than 1/ 30 get service Provision by amount, and geographical | free for all aged 70+) ment — discrete reporting sys-
_health boards. 5% aged 75+. 2007 aim inquglities. a, type of Private services depend on tem.
is to cover 25% of those aged 75+ (by | condition / disability etc. | ircome. Training- Inadequate. Many
2020 estimated 5% of 80+.pop. and Unclear entitlement, untrained
10% 60+ in need of care) 133,000 of anomalies and inequali- The above applies to home
which 15,901 (2% government sup- ties Tax relief for employment of help only
ported) Chiropody very popular — | private carer— means-testing Workers i
Limited private home care 16% (of a sample of 937 Applies to all services d or eri n dgy car$ centrgs,
Day Care centres —. Inadequate cov- | In HeSSOP study) use it pmertia and resprie services
0 ; all undergo training.
erage e.g. home care, day centres. 12% would have liked to
Large expansion planned use it but could not ac-
cess the service. All
H:)me health care Good GP, Therapy health boards provide HH
3% but depends on demand.
Dementia services — some thru’ Barrier to use — lack of
NGOs, more planned in HN services knowledge 14% find it
and day care centres difficult. Stigma- 30% for
Respite care- partial - regional varia- | Meals on wheels & 20%
tions by the health board or NGOs Home Help
Italy Home Help and Local coordination Problematic relationship | Monetary transfers in south Inadequate quality control

centres 1% of 65+ get home care ser-
vices discrimination against rural areas
and southern regions. Inadequate cov-
erage and demand exceeds provision.

Day Care centres integrated centres
are very positive

Home health care - partial, regional
differences

between families and the
public service network,
where services consid-
ered the most helpful are,
at the same time, per-
ceived as the most in-
adequate (community
care centres, availability
of medicines, home care

and rural areas are often the
only kind of support available
to family carers because of
the lack of services.

LAs control and accredit but no
clear norms and definitions.
They fund and identify minimum
service standards to accredit all
those providers that respond to
these requirements.

Training- partial - yes for pro-
fessional level, But for lower
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Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordinati_on Affordability ISO.
centres; Day Care centres; Public sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home
Dementia services - partial assistance, specialized level workers attempts at Re-
Respite care — none at home health centres for Alz- gional level, but many unquali-

heimer’s disease, mone- fied.
tary provisions and home
health care)

Luxembourg Home Help and Local coordination 2 Foundations in charge | All needing help covered by | Adequate quality control Pub-
centres. Yes. Min. 3.5 hrs per week to | of aids and services dependency insurance. Par- | lic evaluation center (CEO)
qualify for OP (dependent person) within framework of de- tially qualified under Sl be- provides estimates of needs for
No private services pendency insurance. One | come eligible after 1 year. care and of benefits needed
oay Carecenires yos 7 conives |13 1 22T | Dopendant OP s s | U2 SEEAT T
by an NGO for psycho-geriatric cases | ion from Union of Sick- |y allowance of 23.85 € p.h. of Sickness Funds who classif

that can be used to benefit y
Home health care - comprehensive ness Funds. FC. > 7 hours care p.w. can dependency, pay for nursing
: , NGOs running respite be used by informal carer. 7- | S€rVices, negotiate with ser-
Dementia services -yes care services funded by | 14 hrs — service networks vices for provision of nursing
Respite care — yes (3 wks per year) Ministry. must provide half the hours. aids. Further quality develop-
and financed by dependency insurance. 14+ hours per week — com- ment assurance under devel-
pletely provided by help ser- | °Pment.
vices. Dependent OP re- Training.- Adequate Mostly
ceives annually double the trained, plans to extend training
amount of nursing allowance
to finance respite care and
give FC time for recreation.
Temporary stay in nursing
homes directly financed by
dependency insurance
Malta Home Help and Local coordination Cases discussed by In- Free Adequate quality control In-

centres Yes. 30 different services to
maintaining OP in community. Services
include Handyman Service, Home Care
Help, Incontinence Service, Meals on

ternal Board of Allocation
of Service after applica-
tion and medical report;
on acceptance goes to

Some private agencies pro-
vide

home and nursing care;

ternal Board of Allocation of
Service

Training- Good- Mostly trained
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Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordination Affordability ISO.
centres; Day Care centres; Publie sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home
Wheels, Telecare, etc. the area supervisor where | charges depend on the num- | 2 weeks training prior to re-
Waiting lists OP lives; allocation of ber of hours service used. But | cruitment. For part time Social
o . hours of service to OP not easily affordable by every | Assistants 446, mainly em-
Day Care centres —5% of OP in 14 made on basis of real family. ployed as Home helps with very
Gl needs. small no. of OP as clients with
_Home_ health care - Comprehensive Many FCs using HH ser- PTSAs selected f_rem_the same
including Domiciliary Nursing vices feel it an admission area of the beneficiaries in her
Dementia services — in day hospital, | of their inability to live up el
plus advice thru’ NGO. to family expectations, Others e.g. Memorial
Respite care — some organised by leading to an uneasy District Nursing Association,
NGO. partnership betvyeen FCs professionally trained.
and formal service pro-
viders.
Netherlands Home Help and Local coordination 36% of FCs do not ar- Needs assessment. Personal | Adequate quality control.

centres regional integrated needs as-
sessment agencies; only 1 in 5 chroni-
cally ill or disabled persons uses pro-
fessional assistance.

Day Care centres 17% uses care at-
tendance facilities and 10% reports that
the person they care for visit day care
facilities or activity centres

Home health care - Comprehensive

Dementia services — yes, some pilot
projects*

Respite care — yes a wide range of
forms at home, day care, by formal
services and NGOs

range formal home care
because the care receiv-
ers do not want strangers
in their house FCs of
someone receiving formal
home care also more
often use support ser-
vices for FCs (informa-
tion, advice and emo-
tional support services)
(48% V29% of the care
receivers without formal
home care).

Professional HH re-
stricted to few tasks:
washing / bathing, dress-
ing OP, heavy household

care budget so people buy
own care and many small
private home care organisa-
tions are arising.

Yes out of pocket payments —
53% reported no difficulties in
meeting these. OP after as-
sessment and if eligible for
non-institutional care, can ask
for care in cash or kind. And
can use it to pay FC / kin

Independent organisation moni-
tor the large home care organi-
sations which can receive a
quality sign. Organisations work
with care plans (set up together
with patient); Privacy guaran-
tee; Client / residents’ commit-
tees; Independent Complaints
committees.

Small private home care or-
ganisations not monitored and
controlled by government

Training. Adequate Mostly
trained compulsory for all levels
except the lowest level
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Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordination Affordability ISO.
centres; Day Care centres; Public sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home

tasks if there is no FC or
when there’s a longstand-
ing and intensive care
situation and transfer to
intramural care is threat-
ened.

Norway Home Help and Local coordination LA responsibility; family Part co-payment. LA pays Adequate quality control.
centres LA provided. 30% elderly 75+ | provides less instrumental | o in need- disability based, Supervision legislation. LA re-
received formal home help services. and personal care, but Individual entitlement — even | SPonsible.
30%_of the non-institutional population tota! level of he!p (frqm if FC available. Training- Good, Most trained
67+ in need of help to shop and clean. |family and services) in
5% needed care from others or could Norway is higher than in
hardly manage to dress or take care of | countries with more family
their daily personal hygiene on their dominated care systems
own. But insufficient public
Day Care centres — yes in nearly all LA | Services, and families
areas except very small LAs. supply more care than

) they find reasonable.
_Home_ health care - comprehensive Some FCs give care at
including locally available statutory the cost of their own
rehabilitation facilities health and welfare.
Dementia services — 80% of LAs have
special dementia services, and increas-
ing no. to support FCs.
Respite care- yes by LAs and NGOs
Poland Home Help and Local coordination Community assistance HH dependent on the income | Inadequate quality control.

centres Social care at LA, county, re-
gion. In 2002 LA services were used by
81.2 thousand people 2-3 times per
week, 2 hours services

includes financial assis-
tance (mainly permanent,
temporary and intentional
benefits) and services —
(e.g. home nursing ser-

and estimated needs of all
the members of the house-
hold

Free. But co-payments for

Administrative mainly.

NGOs - control is restricted to
the financial aspects and legal
basis of their activity and fulfill-
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Availability of Home Based services
Home Help and Local coordination
centres; Day Care centres; Public sec-
tor; Home Health care — Dementia ser-
vices; Respite care in the home

Additional comments

Costs of using service care
Affordability

Quality & control of service —
ISO.

Training of Workers

Day Care centres - LAs; Nos decreas-
ing.- 213

Dementia services — not at home
Home health care - inadequate
Respite care- no

vices, laundry services).
no social services market,
which would allow social
care centres to buy ser-
vices for elderly and dis-
abled from NGOS or pri-
vate Cos. 418.300
(160.700 1 person
households) households.
Y4 in cities. N.B. Earlier
attempts to integrate H
and SS led to lower
status of soc. Care work-
ers — current separation
has increased equality

medicines are heavy burden
for FCs,. Plus payments to
attend private clinics

ing their contracts.

Training. Adequate 6,500 em-
ployees in Social Care Centres
+ many volunteers and employ-
ees in NGOs + 11,000 Social
Care Centres employing 11,000
for specialised care.

Portugal Home Help and Local coordination Small charge for day care Inadequate quality control.
centres — attempts to integrate H and Costs for using some health SW specialists undertake con-
SS. services at home. trol and consultatiqns. Con_trol_
Day Care centres growth in nos. of economy of social care insti-
41,195 places in 1998 tutions based_ on annual (or
) quarterly) activity reports. Con-
Home health care - inadequate trol over NGOs limited to their
Dementia services - no service contracts and the finan-
Respite care- not in home, rare cial support from the ministry.
Most of this control is restricted
to financial aspects and legal
basis of the NGO'’s activity.
Training — inadequate- some
attempts to start wider training.
Slovenia Home Help and Local coordination The current organisa- LA vary but social home as- | Inadequate quality control.

centres around 5,000 people receive

tional crisis in health care

sistance subsidised approx.
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Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordinati_on Affordability ISO.
centres; Day Care centres; Public sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home
public home help. by 52 centres for social | system has substantially | 70%. This service is not Training — mixed - inadequate.
work, 5 old people’s homes and 3 private | reduced nursing care. eggally _developed in all mu- qualified home help staff= 660:
providers Physical condition nicipalities.
. Home assistants can be ex-
Day Care centres 20 OP homes had Numbers of social carers .
. . L perts or persons who obtained
centres; with capacity for around 300 declining because of lack of L .
cople funding for LAs 1 yr training for home social
P _ ' carers, confirmed by the Social
Home health care - inadequate Chamber of Slovenia. (1 year
Dementia services — NGOs have part time- 168 school hours.
started support services The position of a social carer is
. not a health profession. Trained
Respite care —no
nurse-carers
Spain Home Help and Local coordination HH care programmes in | Co-payments. Home help is | Inadequate quality control.

centres Sharp Increase in demand.
(75% in 3 yrs) 2.80% of 65+ attended
by HH service. 1 in 15 of those aged
75+. mainly women (over 60%); 53%
< 80 yrs. Av. 3.5-4 hours a week per
person, mean cost 9.5 €. p.h.

1.48% 65+ get public tele-assistance
service, in 10+ of the 17 autonomous
communities, increase in demand by
114.75%.

70% + of HH undertaken in private
sector.

Only 8% of population would wish to be
attended only by the public SS and
12% would wish to be attended by the
family and the SS together.

Day Care centres 0.11% dependent

Catalonia in 90% of the
primary care centres,
more than 75% offer
carer training and almost
69% specific “caring for
the carer” programmes.

expensive- the hourly service
costs more than 17 €). Where
OP received the funding (or
the FC) they use money for
irregular contracts by the
hour, without assuming the
corresponding labour costs,
so the municipal money con-
tributes to nurturing the sub-
merged economy daily

In a day centre, they must
contribute 25% of their pen-
sion

LAs responsible but doubtful
quality poor mechanisms of co-
ordination between services;
general scarcity of the service
and the high levels of co-
payment.

Training — inadequate for Pro-
fessionals- their profile not al-
ways suitable for the work, es-
pecially in supervision and
management; the scarce inter-
est of the workers in jobs con-
cerning the hygiene and per-
sonal attention to the OP; the
general poor connection be-
tween the workers and the us-
ers;
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centres; Day Care centres; Public sec-
tor; Home Health care — Dementia ser-
vices; Respite care in the home

Additional comments

Costs of using service care
Affordability

Quality & control of service —
ISO.

Training of Workers

people used a service,

Home health care - inadequate
Dementia services - no
Respite care - no

Sweden

Home Help and Local coordination
centres LA decide service level, eligi-
bility criteria and range of services.
Single-entry system; OP helped by LA
where he lives.

2003, 8% 65 years + got HH. Of 80+,
19% got HH i.e. despite growth in popu-
lation numbers HH less but contact
hours increased successively i.e. fewer
persons get more help. 28% get HH in
the evenings and night.

Comprehensive LA services e.g. trans-
portation services, foot care, meals on
wheels, security alarms, housing adap-
tations, handicap aids, etc.

LAs started FC resource centres offer-
ing training, counselling, support
groups, respite care, and other informa-
tion and resources for family caregivers

Day Care centres - Yes programs for
disabled family member

Home health care - comprehensive.
2.7% 65+ get home nursing care

Dementia services - Yes

Need assessment by LA
care manager. In some
LAs interdisciplinary care
planning teams for as-
sessment and co-
ordination of eldercare
services frequent, espe-
cially concerning a per-
manent move to institu-
tional care. 4% of all OP
with HH received more
than 120 hours p.m..

Co-payment but there is a
cap on how much the user
pays, to ensure they have
income left for their own ex-
penses. In more than half of
all municipalities, care man-
agement is based on a pur-
chaser — provider model.

Private, out of pocket paid
health care is extremely un-
usual

Adequate quality control. LA
monitors plus supervision by
the National Board of Health
and Welfare (focusing health
care issues and based on the
Health Care Act) and the
county Administrative Board
(focusing social service issues
and based on the Social Ser-
vices Act).

Training. Good

192 000 persons (home help-
ers / nurses aids) were em-
ployed in the home help ser-
vices. 25% were full-time em-
ployed, nearly 60 per cent
worked part-time and the rest
were on an hourly basis em-
ployment.
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Countries Availability of Home Based services |Additional comments Costs of using service care |Quality & control of service —
Home Help and Local coordination Affordability ISO.
centres; Day Care centres; Public sec- Training of Workers
tor; Home Health care — Dementia ser-
vices; Respite care in the home
Respite care- yes
Switzerland Home Help and Local coordination Cannot generalize results | Costs of home nursing not Adequate quality control.
centres.— Iarge Vari_ations between as cantons implement fU”y covered by HI Training_ only for health per-
cantons; some provide HH others do | qry different policies in H sonnel. Inadequate for others.
not.
& SS
Day Care centres — some, unequal The economic value of FC
coverage, attached to hospitals or run | a third of the elderly de- |/ 1 1o peen calculated to
by NGOs e.g. Spitex clare they don't want reach between 10 and 12
Home health care - comprehensive. home ctzsre Zervyltces bte- billions of Swiss Francs, ex-
Palliative care at home also available ?:rl;?generesyatohr;mvéan ceeding the cumulated
Dementia services — 90,000 persons ' spending of both the HC ser-
affected by Alzheimer vices and the OP home of
i ) Switzerland
Respite care- very little.
UK Home Help and Local coordination Whether the household After assessment by Social Adequate quality control.

centres. LAs now give more intensive
services to less users. 2002 av. contact
hours for each of the supported
366,800 households = 8.1 hours. 41%
of those needing care get visits from
H&SS or volunteers

64% provided by the independent sec-
tors, up from 42% 5 years ago

Day Care centres 65-74 year age
group, 32% of cared-for people attend
some form of daily club or day care /
hospital, with the figure being 29% in
those aged 85 and over

Home health care - comprehensive

was involved in heavy
care did not add signifi-
cantly to the likelihood of
using services.

(41%) of cared-for peo-
ple (of all age groups)
receive visits from health,
social or voluntary ser-
vices. Visits lower if lived
with FC carer (23%) V in
another household (50)
e.g. home help / meals on
wheels (9% / 31%).

People living in the same

services- means and needs
tested.

Social services - line manage-
ment and reporting systems
back through to an Executive
Director.

External providers such as vol-
untary organisations or com-
mercial sectors are managed
by their own managers / own-
ers / committee / board. Na-
tional Care Standards Commis-
sion guarantees quality.

All purchased home care ser-
vices are delivered under con-
tract with a legal Form of
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Countries

Availability of Home Based services
Home Help and Local coordination
centres; Day Care centres; Public sec-
tor; Home Health care — Dementia ser-
vices; Respite care in the home

Additional comments

Costs of using service care
Affordability

Quality & control of service —
ISO.

Training of Workers

with chiropody and HV or district nurse
being most popular.

Dementia services — Alzheimer Assoc.
has 25,000 members,300 branches and
support groups; gives information and
education for people with dementia,
FCs. & professionals. runs quality day
and home care,

Respite care- yes, was the essential
service in supporting FCs but funding
no longer guaranteed for this purpose.

household as the carer
are less likely to receive
visits from health practi-
tioners (15% / 30%

Agreement and a detailed Ser-
vice Specification. Theses are
subject to quarterly monitoring,
Annual Services Reviews and
independent service user sur-
veys run by SSD Contracts
Unit. ISOs.

Training — adequate

117




5.9 Annex 9 — Matrix: Care of dependent older People — current and future Supply of formal and in-
formal Care Givers

Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and 5 ¢ |
. formal carers
Combining trends
work and care 3. volunteers
Austria 40% work and care. Better educated |Low wage sec- |Yes-re- Yes. Large grey LM of | 1. Yes — partly
above av. For those with low | those with tor- 7.5-8 pr privatization of Young men migrants as care paid for- done
status jobs better jobs less | hour. Problems | | care. can undertake | @nd domestic by NGOs and
willing to care. etting help at ; workers from E LA
55% lived with or adjacent to g gering nep care instead
OP. 2/ 3 of dependent OP weekends and of military Europe. E.9. |5 vYes—no na-
get.FC night. service Czech Republic tional regula-
\ _ _ Shortage of or Hungary. Es- tions or stan-
Only 0.5% of Austrians list home health timated costs for dards
no one upon whom they can nurses. a 24-hour in-
rely in minor cases of need. home service are |3 Yes- some but
In serious cases of need as around 1,400 € many not
well there are few people p.m.. trained
(1.7%) who consider them-
selves without any support
from relatives or friends.
Belgium 5.89% of Belgians 16+ were | Greater mobility | Demand for No informal Yes —sitin No data 1. Yes —from

caring without pay for some-
one who is ill, dependent or
elderly.2 / 3 cared for by
family — no change

Maj aged 44-76, 69.33%
female. 66.36% married.
More likely than non carers
to be pensioners, house-
wives or unemployed. Of
those in paid work, 30% in

and less FC
available makes
future care diffi-
cult.

Belgian LM-
53.37% men,

31.92% women
aged 50-65 ac-
tive in LM

home services
larger than sup-
ply

Difficulties in
finding certifies
nurses

Good residential
care.

Govt. attempting

unregistered
carers.

Na data

subsidized
carers’ groups

2. Yes

3. Yes-sitin
services.
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and
Combining trends 2. formal carers
work and care 3. volunteers
pt/time. 39.26% 15 hrs per |2/ 3 of care to improve work-
week; 4% stopped temp. from families but |ing conditions
work because of caring. Av | OP think fami- and wages.
17.5 hrs care per week lies less willing
(1 >99) 59% live in same to care.
household. 14.89% hus- 11,000 self em-
bands, 46.82 parents, ployed nurses —
14.33% in laws, other family 30% not ft / time
cared for 16.99% non family in self empl. but
=13.31% work in hospitals
Breakdown by those needing
care and age.
Bulgaria 20% unemployment and 1 Unknown Inadequate, Yes- growth in Yes. - -
million émigrés leaves many bad, irregular hire of private 2 Yes
OP without FCs pay. But a large | carers (through
supply of quali- | migrant remit- 3. Yes for volun-
fied personnel. |tances) teers
Czech Children (53%), spouse High rates of Even in regions No data but -
Republic | (21%), friends (16%) and employment with a high un- some from ex
relatives (10%). FCs- 64% amongst women | employment rate Soviet Union in
women 36% of men. 80% of | till 55. there may be non registered

care provided at home.
Approx. 100 000 seniors
need assistance with basic
ADL, about 300 000 seniors
need assistance with IADL.-
approx. 400- 500 000 FCs.
The average time period of
this type of care is 4-5 years.
Women of LM age are the

vacancies in
social care. The
level of income
received by
caring profes-
sionals is so low
that many peo-
ple prefer to stay
rather unem-

domestic work
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and 5 4 |
. formal carers
Combining trends
work and care 3. volunteers
most frequent caregivers. ployed than to
80% are employed. work with older
people.
Denmark | Max. 55% OP get help with | female labour 100,000 full-time | Same as public | Yes No data — limited -

certain tasks with primary
providers being spouses and
children — but no accurate
data — Most help is for
house, transport.

force participa-
tion rates one of
highest Aged
44-50 expect to
spend more time
with FC than
older genera-
tions.

employees.
2.001 to 2002,
the% growth in
the number of
full-time em-
ployees in the
care sector for
older people at
4.4 per cent was
more than three
times the growth
in the number of
older people
aged 80 years
and over in that
year (1.4 per
cent).

Training aims to
address recruit-
ment problems
in the care (for
older people)
sector. 90%
female- attempts
to attract men.

use of private
works but
120,000 foreign
workers of whom
20 per cent were
from central and
Eastern Euro-
pean countries
and 24 per cent
were from Asia

2. Yes- basic
training system
in phases, in-
crease motiva-
tion for further
training
14-20 months
for domestic
work, and over
95% of those
working with
older people
have this level
of training.
Trainees re-
ceive a salary
as a trained
working care
worker.

3. -
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Country

Family carers

Trends in
availability of
FC

Combining
work and care

Public ser-
vices, labour
supply and
trends

Private
services

Volunteers

Migrant carers

Training

1. family carers
2. formal carers
3. volunteers

Finland 43% spouses, 22% children, |Huge increase |Problem of re- Increase of 25% | Yes esp. pen- | Low availability | 1. yes by Carers
22% parents (all kinds of in no of Older tention low sala- |in personnel sioners. But associations
FCs) women working | ries and emi- NGOs need 2. yes
30% aged 18-49 and attempts to | grate to work volunteers. o
00 < increase this elsewhere. Informal care 3. Finnish Red
33% 40-64 further accounts for grrjoss:nd
urc
39% 65+ Shortages fore- only 1% of
Men 25% of FCs seen care.
More single person house- Increase in no.
holds of 75 + years of men carers
Shortage of
working age
people.
France Nos increased with decline Developing Shortage of Few Large civil Yes butnodata |1. Yes
of older women’s LM partici- | mainly thru nurses in hospi- orgs — NGOs 2 Yes but often
pation. 3,2% in residential NGOs tals. No short- providing not taken up
homes, 0,6% profess help age in the other many volun-
only. Low LM participation of sectors (except teers. 3. Yes for volun-
group 55 to 64 years of qualified Neighbours teers
home-helpers, very important
but many ser-
vices easily
recruit unskilled
home-helpers).
Germany |60% 55+ More educated | Service led, not |Yes — much non |Yes. Volun- Est. 50,000 mi- 1. some - free
Unemployed / unskilled. in ft employ- needs led. declared. Large |teers com- grants as care 2 Yes-in all
ment. Decline in Shortages, a lot variety to meet | pensated. workers, Many areas

Civil servants, self employed

norms on FC.

of overtime.

needs of house-

paid thru LTCI
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and
Combining trends 2. formal carers
work and care 3. volunteers
and salaried combine work | LTCI helped (despite high holds. 1994 4 but many still 3. Yes
with FC, women retreat unemployment | mill. Households illegal. Private
M / ¢ accept residential care. from FC. rates) employed do- households 2"
FCs caring for OP not suffer- | P29 — differ- Dramatic prop- | Mestic help largest employer
: S -~ ences in atti- lems, inade- in grey LM. Work
ing from dementia signifi- 2 ” permits now
cantly more engaged in LM tudes to FC by | quate provision, permitted, un-
(30,9%) than those taking el el 20,000 new jobs known take Up
care of QP suffering from would have_ to and avoidance
dementia (25,3%). be creat_ed in because of
LTC tofill all higher costs for
existing and new soc. Insurance.
jobs and to re-
duce the amount
of overtime.
27,000 unem-
ployed. geriatric
care profession-
als at Federal
Labour Office;
quality of appli-
cants qualifica-
tions also dete-
riorating
Greece Estimated 636,114 aged 60+ | Attempts to in- | Low prestige of | Some signs of | Orthodox Yes- many work- | 1. some
need part or full time care. crease LF par- |job and gener- | private services |Church and ers, 13% esti- 2. some
No data on numbers of FCs. | ticipation of ally low pay of nurses start- | other mated in domes- 3
Men increasingly involved as | Women- but make many ing for the better | churches run |tic work and - some
FCs currently low decide thatitis | off. voluntary many of these in
. especially for not a desirable services that | care for OP-
29% of all households care | 5 4er women labour choice. include FC rough estimate

for someone who is depend-
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
E\éailability of vicesl, Iab%ur services 1. family carers
su an
_ oY 2. formal carers
Combining trends
work and care 3. volunteers
ent; this includes children, (45+) plus high | Overall tradi- support. Or- | that 6.4% of
the dependent disabled as unemployment. | tional low num- thodox had Greek house-
well as dependent older High numbers bers entering 23,000 giving | holds employed
people. cohabiting with | nursing. several hours | someone to help
OP — as spouse of voluntary OP.
and child, but work per year.
decline with But low levels
increasing in- overall of
come / educa- voluntarism.
tion.
Hungary Of all OP- 11.3% relied on Low / declining | Inadequate Hardly any be- | Available and | No -
daughters and 8.7% sons. LM activity rate | nursing. cause of eco- as employees, 2. Most have
Brothgrs declinfad to 1.5%, for wo_men ~ | Shortages of nomic situation | at lower training.
slight increase in help by huge increase in | orkers in public of OP. wages than i
; 0 ; Hahili i i Some innova-
sisters 4.1% Increase in nos | availability. Live | actor low public sector. X o
of sons as carers because of |less with OP. wages’ low Important in tive training
late marriage. Very little pt / status.’MainIy providing ];/rc(:l:?]g';\l;;e?);lfgr
Rural areas adoption of time work women. services to to become
OP.
young people (19.2% OP No changes in carers. 90% of
rely on friends) and (34.4%) | amount of Fc Men as alter- employees of
neighbours as FCs. Spouse, given to OP. But native to mili- NGOs are
Ds and sons most import numbers of po- tary service trained com-
FCs. tential FCs Huge increase pared to 60—
steadily declines in civil organi- 70% for the
for OP. zations- public sector.
13? in health important
and care
fields.
Ireland Huge increase in LM partici- | Demographic 4.6% in nursing |Large private The voluntary | No statistical 1. Yes — 13 week
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
i\éallablllty of \S/Lcrt)esl,ylzk;%ur services 1. family carers
. 2. formal carers
Combining trends
work and care 3. volunteers
pation of women to 50% bulge of people |home care. sector — hospi- | sector is a data available, modular skills
(2003) and highest rate of aged 65+ will be | Growing de- tal, nursing significant anecdotal evi- training in 17
increase for those aged 45- |in 2040s. mand home, therapies, | provider of dence of some locations
64 yrs. 1/ 3 worked part Women carers ; _ | home nursing services in migrant women o ~
Services gener 2. Training pro
time. 38.6% male, 61.4% have marginally 3 among others. community, working in do- ; -
ally under: vided by volun
female (Census 2002) lower rates of funded and un- | 48% of the primary, hos- | mestic and care tary organisa-
Half FC provide care for employment der-staffed es- | POPulation avail | pital, long-stay | sectors tions for home
parents / in-law; 1 in 4 for (47.4%) as pecially: nursing | ©f care as pri- | and respite care person-
spouse; 1in 5 another rela- | WOMen not car- therapies chi vate patients in | care. The nel. While rec-
tive. ing (50.9%). erapies chi- | public hospitals | HSE funds ommendations
. Increase in no. | "OP0dy or in private voluntary have been
5-6% of adults as carers- of men carers. | respite commu- |hospitals. Some | organisations made reqard-
154,000-185,000 of which ; ; i . >gare
133,000 and 159.000 adults | WWomen may be nity / home staff shortages | to provide ing certification
Jlvan WUV adults e based services |in private sector |services it
of working age less willing to X of home helps,
= , care in future home help especially nurs- | cannot pro- these recom-
In Careors Cllmcs 43% were | \yith formal em- Poor pay and ing vide itself. mendations
60+ 22% 7-=80 ployment rising, working condi- Volunftary. have not yet
25% men and greater tions for home organisations been imple-
demand for helps and no are some- mented by
support from promotion. HH times pro- Government.
govt., public not attractive to )[/r:ded It_hrough 3. -
service. Still work with older e relgiaus
majority of organisations,

women FCs not
in paid employ-
ment

No relation be-
tween higher
education and
hours of caring.

people. Some
staff shortages

but many are
independent
and commu-
nity-based.
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and
Combining trends 2. formal carers
work and care 3. volunteers
Italy 75-80% of elderly care is Decline because | Local labour 600-700,000, A number of | Attitude of local 1. —
carried out in the informal of increase in supply of home | 50% of total self help and | workforce has 2. Yes for those
network of an extended fam- | numbers of care workers for | registered work- | advocacy increased re- employed in
ily Increase in FC age (61 women in LM OP much lower | ers are foreign- | groups and course to foreign formal institu-
men, 60 women), in nos of (20% in 1970 to | than the de- ers. Used for active in some | workers who, at tions and ser-
sons caring but 2 / 3 women |36% IN 2003) mand, since home and night | areas. least during the vices. But few
are the FCs rising to 81% for | and increase in |local people care, used in (www.aimaro | first period of migrants —
heavy care. 10% are over 80 |retirement age. |unwilling to ac- | private hospi- ma.it) their stay in Italy, 94% have
years cept a job that is |tals. And public more ready to training
Decline in multi-generation considered tiring | for night care work in occupa- (though often
households. and wearing. “badanti” (pri- tional sectors educated
) Trend of State in | vately paid car- that are charac- ; )
Carers have more income providing more | ers terized by great ?a;?nhi:i};s?"iér?f
than non carers. 60% not cash not ser- uncertainty and sonal assis-
happy with economic situa- vices. (used by are considered tants (36%)
tion. Working women give carers to pur- menial by the and 16% of
less time to care. Carers chase in private locals Thus a ¥
; ; i employed
lhav?te:]hlgher education services) large and grow- home care
evelihan non carers 756,446 care ing number; workers have
allowances were many illegal. none or a just
granted to Italian Increasing efforts sufficient un-
citizens of over to legalise them. derstanding of
65 years of age, the ltalian lan-
for a total cost of guage
3,622,322,940 € 3
Luxem- 465 FCs recorded as giving Overall no cur- | Some beginning More than half in |-
bourg help to family member- rent shortages |to emerge health and social

94.2% female. — mean age
43.7 - Mostly serving people
aged 70+ (80%)

since wages are
high and attract
workers from

services are of
foreign origin
(mainly other EU
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and
Combining trends 2. formal carers
work and care 3. volunteers
neighbouring countries)
countries; but
long term fear of
shortages in
nursing person-
nel evidenced
by decline in
enrolment in
Nursing School.
Malta Of the 259 family carers Decline because | Decline in num- | However no A lot of work | No 1. Yes
benefiting from the Govern- | of increases in bers entering difficulties in thru Church 2. Yes- available
ment’s Carer’s Pension 59% | numbers of OP, |religious voca- |recruitment for | with elderly but not com-
cent were females as com- | residential mo- | tions (nuns) has | part time care Good pulsory in pri-
pared to 41% men. Another | bility and in- led to increasing | workers. Neighbour vate sector.
study had 74% of FCs fe- creasing LM reliance on paid Scheme; So-
male. participation of | lay workers. cial Clubs; 3. The volunteers
74 5% of interviewed FCs women. However no Self-Health ngeaeCrhcgeLOtqu;’
were child FCs. But more OP difficulties in Care; Aware- wth))m are
) involved in care | recruitment for ness Pro-
78.7% respondents in one i ; themselves
- : of grandchildren part time care grammes .
research cohabitant with OP. workers. . elderly, receive
in Schools

18.1 per cent lived between
1-2 kilometres away.

Low (31%) LM participation
of women 16-64.

Some evidence of increasing
male participation in FC

training given
by Caritas so-
cial workers at
the headquar-
ters. They also
attend re-
fresher semi-
nars organised
every 3
months.
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and 5 4 |
. formal carers
Combining trends
work and care 3. volunteers
Nether- no nation-wide registration of | 71% of FCs Yes- volun- Low-4.15-6% |1. yes
lands FCs. aged18-65 teers also % of the migrant | 5 veag _ but not
3,7 million — 29% of Dutch | Years, of whom funded by | population in for lower levels
60% active at govt. nursing and car-

population over 18 years —
provided care for a relative,
friend or neighbour in need
in 2001. More than two mil-
lion people took care of
someone 64 + years.

400,000 (18.8%) intense and
long term.

Age breakdown of Fc show
more aged 54% = aged 45-
64

The preference for help from
relatives / acquaintances has
declined especially among
higher educated people.
They more often call for as-
sistance from private care-
givers

the LM-set to
increase.

Some care
leave. Being
developed work
leaves:..

FCs same rates
of employment
as the general
population (64%
of the people
between 18 and
65 years), and
same education
level. FCs, who
work fulltime
provide less
hours per week
than FCs with a
part-time job or
without a job.
Increase of fe-
male L.M. par-
ticipation, migra-
tion away from

ing jobs. The
greatest impedi-
ment for entering
this part of the
LM is require-
ment for higher
education and
poor command of
the Dutch lan-
guage.

tho’ opportuni-
ties for on the
job training ex-
ist.
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and
ST trends 2. formal carers
work and care 3. volunteers
parents) and
ageing of FCs
affect trends in
FC. growing
tendency that
more people
may choose not
to care.
Norway 5% respondents 16-74 gave | The proportion | Shortages esp. | Some are de- Yes- both Legal migrants 1. Some
some care / help to adults in | of the population | in urban areas- | veloping informal important un- 2. yes- but not all
own household in 2000 (due |aged 16-74 giv- | high turnover (neighbours skilled care employees
to old age, disability or ill- ing family care and friends) workers. Also trained
ness). = 160,000 people. 8% |as well as time and formal in | legally and ille-
- or approximately 255,000 | spent on family NGOs. 3. yes

people - helped people in
other households. Care /
help given by people aged
75+ not included. Total in-
formal care received by peo-
ple aged 67+ from people in
own as well as other house-
holds, amounted to 49,000
man years. Women give 2.5
times as much family care as
men. The gender difference
is at its smallest for the old-
est caregivers

care has been
somewhat re-
duced from
1990 to 2000
people in low
income house-
holds more often
give help to
other house-
holds than do
members of
better-off
households. But
overall FC has
not been re-
duced, but has
rather in-

gally in private
homes. Mainly
housework and
to a very small
extent care work
for the elderly.
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and 5 4 |
. formal carers
Combining trends
work and care 3. volunteers
creased, in the
last 30 years
Poland FC- daughter 37.1%), No special No problem Ditto — all levels | Yes — Maltese | Very few for bet- | 1. no- very rare-
spouse (29.2%), son leave. About 1.3 | because of high |can be em- Association ter off from Bye- Alzheimer
(20.9%), grandchildren work and care. |rates of unem- | ployed helped start lorussia. groups
(15.5%), 92% of OP believe | proplem of un- | Ployment. But up a no of 2. Yes for state
that in case of sickness they employment low wages and NGOs. instits. — not
can.c_;ount on help from their amongst young migration to Used in hos- always in prac-
families makes them other EU coun- pices tice, Not in pri-
unable to help Lrles ir(nay hfave vate homes.
financially. nock on et-
Y fects. Plus fi- 3. Yes -some
nancial prob-
lems mean less
people hired
than needed.
Portugal Est. 2.3% of pop. cares for High rate of No problem. But | No — low earn- Few of the No official data. 1. No
OP mainly women - 25% of |female employ- |problem of low |ings. 50,000 work | Influx from 2. Heads of insti-
FCs are male. ment —61.2% earnings — limit with OP — not | E.Europe, Ex tutions and
Even when housekeeper choice available attractive for P_ortuguese colo- services are
employed, FC pays. supervi- and the num- volunteers. nies cheaper and qualified, not
sion, management, emo- bers recruited Informal sup- h|gh§_r Ie\_/el of others.
port from qualification esp.

tional support, transport and
financial management.

neighbours /
friends. some
local parish
support thru’
Catholic
Church.

women as
housekeepers.
Medium and
above income
groups use
housekeepers —
mainly less inti-
mate care of OP.

E.Europeans
often more
educated than
locals of other
migrants.

3. —
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and
Combining trends 2. formal carers
work and care 3. volunteers
Legalised as
domestic em-
ployees.
Slovenia FCs caring for 30-40,000 High rates of social carers Available Yes- growth in | Not applicable 1. some
(10% of OP) (excluding those |female employ- | numbers drop- organizations 2. some
in institutions) Daughters, who | ment but in 90s | ping due to insuf- providing
were most frequently in touch | many at 50+ ficient funds to volunteer 3. some
with their parents, belonged to | offered early enable additional support e.g.
the 33 to 55-year age group retirement on full | recruitment. Red Cross,
and sons mostly to the 40to | pension — which Caritas.
49-year age group. It has also |is no longer pos-
been revealed that sisters, sible and will
female pensioners, are also increase strain
an important part of the infor- | on FCs who
mal network of the elderly work. Act
Amending the
Social Security
Act not yet im-
plemented but
adopted, allows
for FCs to be
registered as
‘family assis-
tants’.
Spain 12.4% households contain a | 75% of OP have | No information |Few emerging | Very small Immigrants, 1. Some
FC for the elderly. i.e., al- more than one private organ- participation mainly illegal, 2. Yes- full certi-
most 5% of people over 18 | child alive (av. ized services. of volunteers |important-, out- fication
give informal help to an OP | No nearly 3). Contracting or the church |side help is
approximate total of Almost 24% private care in caring for | sought for a few |3- Some e.g. for

Alzheimer,
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Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and 5 4 |
. formal carers
Combining trends
work and care 3. volunteers
1,464,299 people, of which | share a home associated with | the elderly hours, but with some Regions.
83% are women mainly 45- | with some child living alone (0.1%), increasing de-

64 of low level education and
housewife. 22% employed
(36% part time work 64% full
time. 28% of the population
identifies an elderly person in
their family in need of care
and special attention, and
almost 21% classify them-
selves as carers to some
extent.

FCs- spouse 12.4%, daugh-
ter 26%, son 15%, sister
1.4%, brother 0.4%, grand-
daughter 8%, grandson
5.4%, daughter-in-law 5.6%,
son-in-law 6% other relatives
14%, neighbours and / or
caretakers 5.6%, friends 4%,
household employees under
1%.

and 43.5% live
in the same
town, But gen-
erational and
L.M. changes
especially for
women, there is
a feeling of un-
certainty among
current carers.
They perceive a
lack of reciproc-
ity with respect
to the coming
generations of
carers, and un-
certainty as
regards the fu-
ture of those
receiving care.
Esp. acute
among the older
carers and those
that are more
alone

12% of FCs

stopped work to
deal with caring-
Women without

(4X < chances
of contracting it;
absence of chil-
dren. OP with
high income and
education leads
to higher use of
private service

pendency stays
in the home of
OoP

Remain in this
work until their
situation is legal-
ised. Problems:
excessive work-
ing days, domes-
tic activities be-
yond caring for
the person, low
wages, illegal
situation. Bal-
ance is generally
positive for the
families and for
the immigrant
carers. Both
positively value
the affective rela-
tionships they
establish with the
OP.

131




Country Family carers Trends in Public ser- Private Volunteers Migrant carers | Training
availability of vices, labour services 1. family carers
FC supply and
Combining trends 2. formal carers
work and care 3. volunteers
studies or with
primary educa-
tion have a
greater propen-
sity to give up
paid work.
Sweden “Rediscovery” of FC e.g. The integration | Care workers (at |2 /3 OP live Voluntary No data 1. Yes —from
CARER 300 project of carer support | all levels includ- |alone. orgs. Don’t subsidized car-
1. Increasing% OP relying on into f[he formal ing.physicians) Public / private provide hands ers’ groups
FC+ / -services, and declin- | S€rvice care major problems | iy byt private | ON care, but 2. Yes —in ser-
ing% relying on public ser- | Management in recruitment s ot out-of- much informal vice — only half
vices+ / -EC system. and retenthn, pocket pay- volunteer help of 180,000
2. > 80% female LF partici v | ments carors g workers are
pation. (highest in EU) (early retirement with public lower levels
and sick leave) funding o
A hlgh service 3. Yes-. sitin
system focusing services
on home care
rather than insti-
tutional.
Switzer- 23.1% of population aged Few measures | Shortages of Yes, especially |-
land 15+ have been caring - with- | yet in place to workers and women for do-

out payment - for a person
aged 65+ in the year prior to
survey = 1.36 mill persons.
Pre-retired active pop. 50-59
years (36.9%) and young
retirees 60-69 years (35.1%)
provide more care than other
age groups. more than 1 out

support working
FCs. Urban /
rural and canton
differences. Men
aged 50-59 and
60-69 years old
in equal propor-
tions as FCs

migrants re-
cruited to work
in geriatric insti-
tutions and ser-
vices.

mestic work. No
data, currently
being studied.
Mainly from S.
Europe and Latin
America.
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Country

Family carers

Trends in
availability of
FC

Combining
work and care

Public ser-
vices, labour
supply and
trends

Private
services

Volunteers

Migrant carers

Training

1. family carers
2. formal carers
3. volunteers

of 4 older retirees aged 70-
79 years old (26.3%) and of
40-49 years old (25.9%)
provide care to another re-
tiree.

F /T paid work-
ers, students
and disabled
retirees report
giving less care
(still 11.9- 19.4%
of FCs). 33% of
retired, part time
workers, work-
ing in the family
company or at
home report
caring for an
OP. 21.8% un-
employed report
providing care.

UK

16% over the age of 16 are
currently carers; 1in 5
households contain a carer.=
6.8 million people in 5 million
households Regional varia-
tions e.g. North East (20%)
lowest in London (11%), 18-
19% in N.W., S.W. and
Wales. Peak of 24% at age
45-64, decreases to 16%
aged 65+. FC women 18% V
14% men, no gender varia-
tions in the proportions of
men and women who are co-
resident carers. Women

None identified

Recruitment and
retention a ma-
jor issue with
respect to both
qualified and
unqualified staff.
In the former
casework with
older people is
not accorded the
value and status
of acute care.
With respect to
unqualified staff,
turnover is high

See public sec-
tor- same.

Large volun-
tary sector —
many self help
FC groups

No data on illegal
migration.

Migrants re-
cruited and dis-
proportionately
employed in
health and social
services.

1. Yes- St. John’s
Ambulance-
provide certifi-
cation

2. NVQ qualifica-
tions for formal
but not quali-
fied profes-
sional carers.
Formal profes-
sional carers
are fully quali-
fied and regis-
tered.

133




Country

Family carers

Trends in
availability of
FC

Combining
work and care

Public ser-
vices, labour
supply and
trends

Private
services

Volunteers

Migrant carers

Training

1.

family carers

. formal carers

volunteers

more likely to care for some-
one in another household
(12% / 9%); to be the main
supporter whether in the
same (35% / 30%) or an-
other household (25% /
19%); and to provide 20
hours or more care per week
(29% / 26%).

52% are looking after a par-
ent or parent-on-law, 16%
are caring for a spouse, and
8% for a child One third of
carers co-reside with the
person they are caring for,
while two thirds live in an-
other household. Co-resident
carers are more likely to be
spending 20 hours a week or
longer providing care (63% /
11%). Spouses are majority
of co-resident FCs especially
75+,

and wages low,
further exacer-
bating an al-
ready difficult
situation

2
3.
3

. Yes
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5.10 Annex 10 — Matrix: Other Issues

Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-
being of FC tions Responsibility for heritance & recip-
FC rocity
Austria 69% FC said physi- |— Pensioners’ organi- |- Low IT usage by 72% of FC felt
cal burdens; 79% zations affiliated to OP. Medical alert or |transfers were im-
psychological bur- political parties. alarm systems as a | portant. And only
dens; social isola- Umbrella organiza- personal emergency | 28% felt that inheri-
tion severe problem tion response system tance plays "a neg-
but few covered - ligible role” in inter-
0.2% of all people | generational rela-
aged 65 years or tions.
over.
Belgium 1998 setting up of | Yes, important. 2002-3 20% men, No role
Central Report Point 9% women 65-74
for Elderly Abuse used IT (9% M, 2%
and Centre for help W Internet)
for mistreated eld- e sl e
erly people) provides informa-
tion, organizes
computer courses
for elderly people
and internet panel
discussions on top-
ics that concern OP
and FCs.
Bulgaria No data - - - Yes play a part.

State intervenes if
family take property
of Op and then do
not provide care.

Czech Republic

Only a few, but sev-
eral strong NGOs of

Some home alarm
systems operated

Not legally
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Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-
being of FC tions Responsibility for heritance & recip-
FC rocity
OP who provide by Zivot 90 and the
some services that Centre of Gerontol-
also help FCs. Alz- ogy. Czech Alz-
heimer Association heimer Society has
an exception database of ser-
vices see
www.gerontologie.c
Z
Denmark 1 small study No data - Yes one to support |less than 1% in 1 Unlikely
showed FCs esp. cooperation be- study got help from
ageing spouses tween FCs and family members or
providing care and professionals. other members of
support are con- www.pgruppen.dk - | social networks with
cerned about their Relatives of Frail personal care that
own health and Older People but less than 5% aged
well-being and other NGOs (2) also | 60-75 years live
worry about what support OP and with children. LA
would happen if FCs obliged to provide
they could no longer respite help to
care for the spouse. spouses, parents or
other close relatives
caring for a physi-
cally or mentally
disabled person.
Finland - Absence of data 3 main groups — 1/3 60+ get some | Yes gerotechnology | No.

largest national
wide, bi-lingual.
Funded by slot ma-
chines Association.

1 focuses on care-
givers

help

e.g. locomotion
devices in / out of
house, eating,
sleeping, security
e.g. timers for lights,
locomotion recogni-
tion, security tele-
phone, doorbell

Increase in OP liv-
ing alone. 60% of
75+ live in 1 person
households.
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Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-
being of FC tions Responsibility for heritance & recip-
FC rocity
alarm. For FC nigh
alarm- wakes FC up
if OP moves from
bed in night.,
France Risks of depression | Debate on mal- 2- but not very No data. Yes, but no data Probably but no
is twice higher treatment anc_i o §trong in terms of Old parents - 50% | ©-9- use > mobile data / research
Amongst FCs than abuse of OP in insti- | impact. have 1 child nearby phones and Internet
in the general popu- | tutions and (less 1 km.), and by 50+. Websites
lation. at home by informal 90% a child liv- on socio- _
and professional ing < 50 km; 31% | 9erontology with
carers are living in the info and advice for
same village or FCs.
town and 67% in the | New technologies
same Depart. have an indirect
impact on FCs- thru
alarms
Germany Study of 1911 FCs- | 10,8% (n=46) re- 2 major Founda- 62% of OP live in Yes gerotechnology | Yes important-

those who spend
large amounts of
time reported physi-
cal complaints such
as exhaustion, pain
in arms and legs,
heart trouble and
severe stomach
pain more than for
general population.
symptoms more
pronounced in FCs
of cognitively im-
paired persons

ported violence,
whereas psycho-
logical maltreatment
and financial dam-
age were reported
more frequently. -
related to > need for
support and care +
a decline of physical
strength. Domestic
violence hidden.
OW more often the
victims of domestic
abuse But FCs act-
ing violently towards
their OP only 22%

tions and many
NGOs, pressure
groups and FC
groups but 6% regu-
larly visit coffee-
groups for FCs or
counselling hours.
2% meet in private
self-help groups and
3% regularly meet
in groups for family
carers with profes-
sional counselling.
Only about 16% of
all FCs regularly
and 37% occasion-

the same household
with FC, 8% FCs
live in the same
house or very
nearby, about 14%
live less than 10
minutes away,
about 8% live more
than 10 minutes
away, remaining 8%
of OP in need of
care no regular
family care-giving or
support.

Amongst terminally

promoted in LA
centers or charitable
organisations and
the gerotechnologi-
cal industry pro-
vides the exhibits
mostly for free be-
cause there is a
great interest in
selling new tech-
nologies e.g.
"Skala-mobiles",
complete barrier-
free furnishing,
emergency-calls,
adapting sanitary

study showed that
42% people be-
lieved social-
normative obliga-
tions for FC-giving
is purely altruistic.
Moral obligations
and financial con-
siderations are not
mutually exclusive.
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Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-
being of FC tions Responsibility for heritance & recip-
FC rocity
of all reported cases | ally take up coun- ill >81% FCs were | environment or sev-
of abuse against selling and advice. |female: wives, eral appliances in
OP. Also unknown daughters or daugh- | order to balance
no. of cases of ters in law. 32% of | functional handi-
abuse of OP against these FCs were caps or impair-
FCs. also in paid em- ments.
ployment and for
daughters propor-
tion was 61%!; 87%
of them additionally
were responsible for
their own household

Greece No data. Small old | data from 1989 — Virtually no general |No data. 42% of all | mobile telephone Yes- reciprocity
qualitative study of | known financial and | carers’ groups and | FCs assess to be has helped commu- |important. Property
24 FCs, 8 had bad |emotional abuse in | no representation at | rather heavy and nications between | often transferred at
health, 11 deterio- | some cases national level. Exist- | 41% of FCs ex- FC and OP. Low marriage of chil-
rating health. 7 ing ones are for tremely physically rates of Internet dren, with parents
clinical depression. carers of those with | and mentally bur- connection amongst | having usage.

Only 3 no psycho- Alzheimer- over 20 |dened and only 7% | OP.
logical problems. of these. assessed no to be

50% mentioned burdened

positive aspects of

care.

Hungary 30-50% of people in | No data. Pre 1990 | The large NGOs 80% of OP counted | Alarm bell systems | Yes — private own-
the 70-79 years age | the practice of con- |work to support and |on FC in official — low tech but af- ership as a resource
group, and maj of tracts for support train FCs. affairs, household fordable and linked | for OP that they can
OP > 80 years need | gave opportunities tasks and nursing. | OP to families and | pass on to children.
help in day-to-day for abuse against Fewer can count on | neighbours through- Reciprocity and gifts
activities the elderly. Today financial help out country. social | fom parent to child

one of the greatest and family connec- throughout life.
problems is robbery tions of the elderly
of the elderly.

Ireland Overload has nega- Yes 4. Y2 in separate 70 community Reciprocity a de-
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Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-
being of FC tions Responsibility for heritance & recip-
FC rocity
tive effect on physi- Caring for Carers- | households. based projects sup- | bate — increasing
cal & mental well 69 groups, Carers Hours increase with | Ported Community | role of grandpar-
being — at risk Assoc- 16 groups, + | dependency. Application of IT — | ents. in child care
groups for own 2 others. Caring for Carers Onlv anecdotallv.
health 76.8% c?;eggr: ) initiated IT project nh y ) fhy
. person, .0/ TOr Z. with Mid Western nneritance or nome
24% FC in poor 3,4% for 3+ Health Board — Issue whether
health, 30% thought . family home + other
1-19 hrs- 60.3% FC | CICentre Ennis and y
health has suffered, : assets should be
- Ennis | Age Town.
25% injured. 13.4% - 30-49 hrs. taken into consid-
o Target group 1500 i X
26.7% - 50 hrs +. not yet main- eration for funding
streamed. LTC.
Poorly developed
and poor legislation.
Internet for shop-
ping.
Italy - Elder abuse dis- 2 major Alzheimer High cost, mainly Problems of guardi-

cussed with ref to
residential homes
but less so about
FC. Results on FCs
feeling tyrannised
by OP also appar-
ent (spouses and
daughters espe-
cially mention this).

groups working
nationally.

A.U.S.E.R. (NGO
for elderly care)
recently published a
“manifesto of carers’
rights” and a na-
tional conference on
“Supporting carers
for the rights of the
persons cared for”

privately paid - Se-
curity alarm sys-
tems, video-
telephones, mecha-
nized shutter lock,
tele-medicine de-
vices, transponder
or mechanised door
(or window) opener,
data network (for
rapid shared access
to Internet), bed-
room intercom, vis-
ual and auditory
signals, remote
control apparatus of

anship of OP prop-
erty if they are not
able to look after
themselves.
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Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-
being of FC tions Responsibility for heritance & recip-
FC rocity
certain functions via
phone, SMS or
Internet, Internet
websites for FCs
mainly dedicated to
families of Alz-
heimer’s and psy-
chiatric patients.
Luxembourg No data. No data No — Alzheimer 35% of dependent | Tele Alarm, ?
Society of LU pa_rtly people needed in Senior hot lines
a_md many organiza- | excess of 24 hours provide information
tions including per week. Mean
NGOs for them but |time was 21.2 Luxembourg pro-
not of them. But hours. — this has grammes and web
there are 3 organi- | increased. site ,
zations of senior 3.5hrs-13.99-38 5% www.luxsenior.lu
citizens.
14-23.99 — 26.5
24-33.99 — 20.8
34-43.99-7.4
44-63.99 - 4.6
64-83.5 - 2.1
But this coves
younger people —
and more time
needed by younger
(19-40) since handi-
capped. But next
group are those
aged 90+, then 80-
89, 70-79.
Malta No studies- 1 done |- No carers groups, - Telecare The majority of
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Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-
being of FC tions Responsibility for heritance & recip-
FC rocity

with 100 FCs for there are pension- Service links OP Malta’s elderly per-

this report. 65.6 per ers organizations with FCs. sons bequeath

cent of the inter- their property to the

viewed family carers child who takes care

replied that they of them when they

spend whole day in become dependent.

the care of their OP, .
Deep embedment in
family support net-
works of interde-
pendence, of giving
and receiving. OP
are a boon to their
working children
e.g. financial assis-
tance, baby sitting,
etc, conflict resolu-
tion.

Netherlands 150-200,000 FCs 11% of FCs of OP | Many such groups | 2,4 million people Houses are created | No data

over / burdened if
partner or spouse
because involves
care for24/7/12,
more often deprived
of income, use less
services for FCs.
FCs under 65 have
more trouble com-
bining work and
care when providing
personal care and /
or psychosocial or
emotional support.

with dementia had
engaged in physical
aggression. 30% of
FCs reported
chronic verbal ag-
gression

including support
centers for informal
carers (and the
national organiza-
tion for these sup-
port centers Xzorg),
voluntary (terminal)
home care organi-
zations, organiza-
tion for informal
caregivers (LOT),
and the Expertise
center for Informal
Care (ElZ2).

19% of the Dutch
population over 18
years provide FC at
least 3 months + or
8+ hrs per week.
400,000 (18.8% of
all FC) intense care
for 65+, 830,000
long term less in-
tense. Av. FC help
for 17.9 hours per
week FC give do-
mestic help (75%)
psychosocial sup-

in which people can
live throughout their
whole lifespan with
alarm systems, ICT-
technology etc.
Some professional
home care organi-
sations are offering
computer technolo-
gies for older people
and their caregivers
to ask nurses by the
use of webcams
and internet ques-
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Countries

Health and Well-
being of FC

Abuse in FC situa-
tions

Carers groups

Hours of care,
Responsibility for
FC

New technologies

Property and in-
heritance & recip-
rocity

port (81%), personal
care (34%), though
for terminally ill FCs
provide much per-
sonal assistance
(66%). 67% of FCs
give multiple forms
of care. 40% FCs
without assistance
60% get help from
secondary informal
caregivers.

tions about care

Norway

FC spouses of OP
with dementia found
that the majority
report negative ef-
fects of caregiving
on their own health

Estimated as be-
tween 3% and 6% -
studies in the Nordic
countries abuse of
elderly varies from
1% to 8%. More
frequent experi-
ences of violence by
middle and OW in
cities. (5%) than
country.

Voluntary organisa-
tions for elderly and
for FCs to give in-
formation and sup-
port as well as be-
ing watch dogs and
co-operating agents
in relation to the
formal service sys-
tem. 13% (but rising
nos of) LAs had
established support
groups for caregiv-
ers; fewer had spe-
cial courses, train-
ing or consultation
services for care-
givers.

Study of complete
cohort from age 80
to the death of each
cohort member
showed total no. of
years of FC re-
ceived by women
was on average 8.8
years and for men
5.3 years (i.e. after
the care receiver
reached the age of
80). Hrs of informal
care to older (and
disabled) people
increase with age of
caregiver, with a
peak for middle
aged women (aged
45-66 years)
Women give 2.5

There are Offices
for Assistive Aids in
every County.
Safety alarms and
other equipment are
widely used by eld-
erly and their car-
ers.

Yes- considerable
transfers from OP
as inheritance, pre-
inheritance and gifts
though this is shown
not to influence the
amount of care
giver to older par-
ents by children -
generally. If parents
are in need of nurs-
ing, previous help
from parents to
children result in
more nursing by
children, and most
so for fathers Eld-
erly in general give
more help and eco-
nomic support to the
younger genera-
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Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-
being of FC tions Responsibility for heritance & recip-
FC rocity
times as much f. c. tions, compared to
as men. women the help they re-
give more help than ceive. For mothers
men do to other amount of help re-
households — no ceived also de-
differences within pends on whether
same household. she had helped her
children
Poland No data No data. Extreme Not FCs. Pension- | No national data. No data Yes- legally con-
cases in some pri- | ers’ organizations Where co resident trolled. Importance
vate homes. affiliated to political | difficult to measure of reciprocity — esp.
parties. — some studies since so many are
have suggested 100 co-resident, and
hours a week, support of Op pen-
sion for unem-
ployed.
Portugal 56.1% depression No accurate data. No rep. groups of 39% care alone, Green Paper 1997 | Not property, but

(26.5% severe,
moderate)

Needs and prob-
lems vary by in-
come levels — lei-
sure an issue for the
better off, financial
help for the worse
off.

Research reveals
very little — mainly
emotional or psy-
chological abuse.
(affective blackmail
by both parties)

FCs. Some Alz-
heimer, Parkinson
groups.

Where they exist
NGOs are effective
in improving local
initiatives and provi-
sions. (e.g. training,
support in kind, self
help)

61% have support
from social agen-
cies, relatives or
housekeeper.
68.3% care for more
than 4 hours p.d..

56.6% care every
day, 6.9% occa-
sionally, 17.2% FC
relies on formal
support, 6.9% have
rotational care.

to favour disadvan-
taged in Inf. Soc.
Network of disabled
and elderly, Min. of
science and Tech-
nology offers free
Internet.

Portugal Telecom
(text, text phone,
Grid. emergency
terminal with free
hand phone,. Alarm
Service,, portable
amplifier, luminous
call sign, discounts,

exchange of goods
and services and
reciprocity
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Countries

Health and Well-
being of FC

Abuse in FC situa-
tions

Carers groups

Hours of care,
Responsibility for
FC

New technologies

Property and in-
heritance & recip-
rocity

financial facilities in
gaining access to
equipment.

Slovenia FCs very isolated 2 OP abused by Not per se but >2/3 OP received | ‘Red button’, tele- Critical importance
and high bodily and | their children. Family | strong NGOs — esp. | help from close rela- | alarm system of the | of reciprocity — esp.
physical strains members or relatives | Pensioners Asso- tives several times a | Home help centre currently where high
(27.3%). No spare were responsible for | ciations week and a50% offering help to peo- | unemployment rates
time(15%) and less | three quarters of every day. Some ple in a health crisis | and families get
time for their family | incidences of abuse. FCs caring for 2 and the lonely ones | support from OP.
(1_0%). FCS_ most FCs commit abuse persons. FC._52.5% is no’g gaining USers | Can be misused
miss financial help because they are so caring for their par- | despite hea_lvy in- where FC is not a
and home help; the | worn out. ents for over 6 years | vestments into it. relative
third place occupied | 10 99 from institu and 1/3 for>10
by help in accommo- | o wohere the years. < 1/3 for up However OP unwill-

: - : y ing to see large
dation of OPinOP | }iy/eq to one year. i s s
. apartments since
home 45.8% carers Type of help by FCs- thF:a wish to leave
did not know who to . y :
handling finance roperty to their
turn to for help. (80% rs), household propery :

° ' children- so won't
tasks. (75%), accom- pay for care.
panying (70%), help
with nutrition (62.5%)
nursing and personal
hygiene (55%). latter
provided by different
persons — children
(53.6%), other close
relatives (39.3%) and
home nurses
(28.6%)

Spain Combining FC and | Only academic de- | Yes. Especially 56% of FCs provide | Tele-assistance was | 63% of FCs indicate

working out of home
negative health
effects.- increase in

bate — no reso-
nance,

Alzheimer’ groups —
subsidized by govt.

daily care; 22%
every week, 14%
occasional. Mostly

given to less than
1% of the elder

that OP do not
given them an eco-
nomic reward, 23%

144




Countries Health and Well- Abuse in FC situa- | Carers groups Hours of care, New technologies |Property and in-

being of FC tions Responsibility for heritance & recip-
FC rocity

morbidity, worsens OP in associations | all day or two hours | |nternet growing- for | regularly receive
perception of health of pensioners or a day FCs "The Experts compensation and
status, and in- widows also subsi- | FC spends av. 7 hrs | Centre” experiment | 13% do from time to
creases use of HSs. dised publicly or by |a day caring, and | to resolve problems | time.
64% FCs less lei- non profitmaking | may receive help in caring for the Negative perception
sure, 51% tired, entities, intended to | one hour a day. elderly, sponsored | of the impact of
48% no holiday, encourage the eld- | From rest of net- by the Red Cross | caring on the family
39% no visit to erly tolead anac- | work and the Obra Social | economy but an
friends, 32% de- tive life and to offer High% of OP in de Caja Madrid. A expense especially
pressed, 29% them a medium for Spain report fair to website offering a in families with a
health deteriorated, socialising. bad health consulting service | medium-low eco-
27% can’t work, _ Users are able to nomic status, since
26% No time to look 59% live together | find free profes- pensions are low
after other people, permanently, 16% | sional advice on and does not cover
23% no time for live together tempo- | e.g. health, meals, | the costs they
themselves, 21% rarily, 26% live in advice on legal and | cause
financial problems, separate dwellings | pusiness matters,
12% reduced their or in other forms — | volunteer force,
working day, 12% large urban /rural | addiction etc.
gave up work, 9% variations in living
conflicts with part- alone for OP.
ner. 71.4% of main
carers psychologi-
cally not well

Sweden No data No data though Yes - 3 main groups | No data 3 Yr action plan No data though

recognized as a
problem especially
where caring forced
on FC -

growing in impor-
tance - Dementia
Association (1984)
has about 12 000
members and 110
local organisations
in most areas; The
Alzheimer Associa-

(1999-2001) stimu-
lating LAs to de-
velop an infrastruc-
ture of services
targeting family
caregivers. The plan
funded LAs to ex-
pand services for

assets of different
kinds play a role in
the negotiation of

family obligation
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tion Sweden, (1987. carers e.g. by set-
the Carers Sweden, ting up caregiver
1996 - national um- resource centres
brella organisation, that offer training,
and to promote counselling, support
carers’ intereston a groups, respite
broad scale, care, information
through advocacy-, and resources for
information- and family caregivers,
awareness raising including day pro-
activities. grams for their dis-
abled family mem-
bers. The experi-
ences and outcome
of the Carer-300
project has been
systematically fol-
lowed and evalu-
ated the recent
years. ACTION
telematics interven-
tion programme
used with 40 fami-
lies is successful.
Switzerland Study comparing N | Under examined but | Yes- for Alzheimer | Majority FCs pro-

and S cantons
showed differences
40% reported de-
pression, 26% of
Basel FCs & 18% of
FCs in Ticino
showed depressive
symptoms. In Basel,

n NGO exists to
deal with abuse.

and other /

vide 3 - 20 hrs p.m.,
the peak duration
being 6-10 hrs care
p.m. Women spend
only a very slight
amount of time
more than men p.w.
16.4% of men and
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up to 70% of FCs
indicated health-
related problems.

18.9% of women
give 21 hours + for
FC p.m.

Members of the
family provide an
average of 17.9
hours of care per
week over a mean
duration of 6.5
years

UK

Differences in la-
bour market in-
comes after epi-
sodes of care 2/ 3
or 4 years not dif-
ferent from those
not involved in care
over these intervals,
but longer episodes
related to larger
gaps in incomes
between carers and
non-carers. with six
or

2,400 complaints
made to Action on
Elder Abuse 50%
approx by relatives,
28% by a paid
worker, 11% by a
friend of the victim,
most cases taking
place in the victim's
own home. Accord-
ing to the survey,
one in three old
people suffers some
form of psychologi-
cal abuse; one in
five is physically
abused and the
same number have
their savings inap-
propriately used;
more than 10% are
neglected and 2.4%
sexually abused

Carers UK led by
carers with National
and regional offices
114. Income from
public grants (36%)
19% donations from
trusts and public
bodies, 15% from
legacies, 6% from
corporate donations
and sponsorship,
and 4% from mem-
bership subscrip-
tions.

Princess Royal
Trust for Carers —
113 networks. Offer
grants and training.

Crossroads Caring
for Carers — 202
centres — for breaks
to 39,000 carers

4 million carers
work and care (1/9
women and 1/10
men combining
work with the sup-
port of a frail older
person

Social Services may
provide text phones,
flashing or vibrating
alarm clocks or door
bells and loop sys-
tems for listening to
the television. Dis-
abled living centres
provide advice and
access to mod.
Support technolo-
gies in UK e.g. Envi-
ronmental control
systems., PCs, CD-
Roms and ISDN
lines provide OP
and FCs with ac-
cess to information.

When someone
goes into a residen-
tial home they may
be required to sell
their home, so indi-
viduals who are
likely to benefit from
the inheritance of
property may be
influenced in their
decision to care for
their elderly relative.

147




Countries

Health and Well-
being of FC

Abuse in FC situa-
tions

Carers groups

Hours of care,
Responsibility for
FC

New technologies

Property and in-
heritance & recip-
rocity

with paid, trained
care staff.
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