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Preface by the Editors:
A Short Description of EUROFAMCARE

EUROFAMCARE is the acronym of the project “Services for Supporting Family
Carers of Elderly People in Europe: Characteristics, Coverage and Usage”
funded by the EU within the 5™ Framework Programme “Quality of Life and
Management of Living Resources”. As part of the Key Action 6: The Ageing
Population and Disabilities; 6.5: Health and Social Care Services to older Peo-
ple, it aims to provide a European review of the situation of family carers of
elderly people in relation to the existence, familiarity, availability, use and ac-
ceptability of supporting services.

Six-Country Study

In 2003 six countries (Germany, Greece, ltaly, Poland, Sweden, United King-
dom) formed a trans-European group representing some of the different types
of welfare-states in Europe and started a comparative study. Each country col-
lected data from about 1,000 family carers who care for at least four hours a
week for their dependent elderly (65+) family members in different regional
sites. The family carers were interviewed face-to-face at home using a joint
family care assessment instrument.

The views of potential service providers involved were obtained in 2004.
Quantitative and qualitative data from these interviews were entered in Na-
tional Data Sets and a European data base compiled for cross-national analy-
sis. A typology of care settings will be developed considering examples of
good practice and beneficial and obstructive circumstances.

Pan-European Review

Pan-European expertise, knowledge and background information about the
support, relief and expertise of family carers, recognising the variety of the dif-
ferent social, health and welfare systems in an expanding Europe, have been
achieved by reviews and expert interviews in the six project countries plus 17
further European countries.

AGE - the European Older People's Platform — as a member of the EURO-
FAMCARE group is contacting and informing policy makers and NGOs on the
European level and monitoring the development of actions for family carers.
AGE aims to raise awareness about the issue of family care and to stimulate
the political discourse.

Socio-Economics

A socio-economic evaluation, on the basis of the National Surveys and the
pan-European background information, will calculate the economic conse-
quences of family care, from perceived quality of life to European-wide politico-
economic implications.
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Transfer and Dissemination

The last step is a feedback research action phase based both on the study re-
sults and on the pan-European expertise. A European Carers’ Charter in pro-
gress will be further developed by the new European network organisation
EUROCARERS in order to stimulate further activities both on national and
European policy levels.

To promote wider and continuous transfer and dissemination, EUROFAM-
CARE reports and results will be published in a series called “Supporting Fam-
ily Carers of Older People in Europe — Empirical Evidence, Policy Trends and
Future Perspectives”. The Pan-European Background Report is the first publi-
cation of the series. The National Background Reports from 23 European
countries — the basis of the Pan-European Background Report — will follow this
publication.

We hope this will help to increase public recognition and support of all those
who are caring for their elderly family members.

Hamburg, October 2005

Hanneli Déhner and Christopher Kofahl
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Introduction by the Authors

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).

Elizabeth Mestheneos and Judy Triantafillou

' 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.



14 EUROFAMCARE - Pan-European Background Report

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:

m Family and informal care sector

m State or public sector

m Voluntary and non-governmental-organisation (NGO) sector
m 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:

®m 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 NABARESs
and covering national and European policies and their implications

m National Surveys (NASURS) 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)

m A Trans-European Survey Report (TEUSURE)
m 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:

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

® 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-hamburqg.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-
quences 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
m  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:

m “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.

®m 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

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

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

®m 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 Italy, 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 ltaly, 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 (LCIl) 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.



Key Issues 27

less often share a common household. A humber 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
quarters 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.

% This is 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, ltaly, 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

12 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 number of coun-
tries, family carers’ self help groups are also important in terms of offering
practical care support.

Bt 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.



Key Issues 35

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 Italian 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.g.
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 EUis 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
m 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

m 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:

®m 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
m  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, Fl, 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 Italy, 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-
quate 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 ltaly, 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-
quacy, 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, FI, 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, Fl, 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 ltaly, 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’,
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o 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
maijority 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). FlI 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 ISO 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
peril!

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

®m Encourage innovation in providing new services for family carers and older
17
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.

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.

= 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 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®®

®m 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 dispatrities 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
2 FR, PL
“' AT, DE
HU, PT
2 HU, PT, NO, FI, CZ, EL, PL, SI
* PT,EL, SI,NO, Fl, CZ
% PT,CZ EL
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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 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)

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

m 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

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

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

2 F|

* Fl,CZ EL, SI
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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.

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.

m 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.

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

= Tax allowances and benefits for family carers >’

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

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

= 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

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

30 BU

31 FI

2 FR

¥ AT, DE, IT, FI, UK, SI
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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.

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 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.

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.

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

= 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.

= Support formation of carers’ groups *°

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.

m 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.

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.

3.5 Formal Labour Force

® 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.

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.

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

*® DE,IT

% Hu, PT, IE

“° BE, DE, BU
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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.

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

® Innovative practices and new technologies including the legal basis to help
with assistive technologies and IT *2

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

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

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.

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-
emments 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

®m Involve family carers and older people in monitoring services improving
evaluation®

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

= 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
® PT
UK, DK, SE
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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.

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).

3.9.2 Family Carers
= More training for family carers and care support services>
= 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-

* 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

* AT, DE, BU, PT, Fl, UK, CZ, EL, FR, SI

*® FI,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®®

®m 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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5.1.1 NABARES Country List and Abbreviations
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Austria

Belgium
Bulgaria

Czech Republic
Denmark
Finland

France
Germany
Greece
Hungary
Ireland

ltaly
Luxembourg
Malta

The Netherlands
Norway

Poland
Portugal
Slovenia

Spain

Sweden
Switzerland
United Kingdom
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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

OP 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.

m 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)

®m 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)

m 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)

®m 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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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)

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

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

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:

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

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

Laundry service

Special transport services
Hairdresser at home
Meals at home
Chiropodist / Podologist

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

Care aids

Home modifications

Company for the older person

Social worker

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)

Daily private home care for hygiene and personal care
Social home care for help and cleaning services / "Home help”
Social home care for hygiene and personal care

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

Counselling and advice services for older people
Social recreational centre
m Other, specify
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