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Foreword and acknowledgements

The family care of all those in Greek society who are dependent on others for support in the
activities of daily living has long been a neglected issue. There is a tacit assumption by both
citizens and the Greek state that the work of family care is entirely the responsibility of families
and only in the minor sense of some tax concessions, is there any recognition that there are
additional responsibilities and costs when undertaking care.

In 1990 two of the authors of this report undertook a small, qualitative study for the European
Foundation for the Improvement of Working and Living Conditions in Dublin on the family care
of dependent older people in Greece (Mestheneos, Triantafillou 1993). In depth interviews with
family carers in 2 remote villages in the island of Lesbos as well as in Athens, provided a rich
source of information on their situation, experiences, problems and satisfactions in caring for
their dependent older relatives. At that time services for older people were very slowly develop-
ing and there was little recognition of the needs of family carers for support. Yet demographic
changes over the past and the imminent decades means there are a greater number of older
people surviving for longer periods and needing help from a declining number of family carers.
At the same time other social changes such as urbanisation, women’s increasing participation
in the paid labour market and even the intensity of work, makes the issue of family care one
that requires public debate and reflection. Is family care of dependent older people only a mat-
ter for private individuals and households or should the public sector take on some responsibil-
ity for helping and supporting family carers in the work of caring? Greek governments have ac-
cepted the common European Union goal, originally expressed in the Treaty of Lisbon, of at-
tempting to increase the employment rate’ by ensuring that more people enter or stay in the
labour market. This necessitates encouraging more women and more older workers to enter
and remain in the labour market since this is the only way of increasing national wealth and
payments into the social insurance funds, which currently bear the costs of longevity and the
increased numbers receiving pension.

These policy issues are not unique to Greece; all the Member States are faced by most of
these same dilemmas. Again there is nothing specifically unique about the amount of family
care being given in many countries in Europe; in virtually all countries with the partial exception
of some of the Scandinavian countries with well funded and high quality health and welfare ser-
vices, the main support for older dependent people is the family and the individual carer. How-
ever there is a growing difference between those countries like Greece which still provide very
little acknowledgement of the needs of family carers, and those countries which recognise that
family carers need to be supported for both economic, practical and moral reasons.
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1 Introduction
Judy Triantafillou and Elizabeth Mestheneos

1.1 Aims and structure of the EUROFAMCARE project

The main aim of the EUROFAMCARE project was to evaluate the situation of family carers
of older dependent people in Europe. It aimed to fill a knowledge gap concerning the char-
acteristics, coverage, existence, acceptability and usage of services supporting family carers in
Europe at both the trans-European and the pan-European levels, with the objective of formulat-
ing suggestions:

= at the macro-level, on implementing comprehensive, more carer-friendly policies for older
people in Europe;

= at a meso-level, for developing new partnerships between service providers, local authori-
ties and caring families, and implementing innovative user-oriented services and

= at a micro-level, on how to systematically and adequately disseminate knowledge about
caregiving, thus contributing to significantly improving the situation of the cared-for older peo-
ple and at the same time improving caregivers’ quality of life.

The main core questions the research aimed to address were:

= Which services are available and able to promote positive effects and to avoid negative
consequences and implications in caring for elderly family members?

= Which approaches and services already exist in the different European countries?
=  What are family carers’ experiences in using these?
=  What are the barriers that keep family carers from using support services?

= Do these services really reach the persons in need of support and do they really fit with the
needs and demands of caregivers?

= What are the criteria for effective, sufficient and successful support measures for family car-
ers, where can such measures be found, and what are their deficiencies?

» How can they be implemented and disseminated?

The project intended to promote a partnership approach in family care, with the main focus
being on the perspective of family carers and their dependent elderly relatives, rather than the
currently predominant service provider-based approach.

At a trans-European level, a core group consisting of six countries Germany (co-ordination),
Greece, ltaly, Poland, Sweden and the UK, conducted primary research studies of family
carers and the dependent older people they cared for, as well as of providers of relevant
support services as follows:

1. A baseline survey of ca. 6000 family carers (1000 per country) using an agreed proto-
col for sample selection and implementation of the survey, a common assessment
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tool/questionnaire (CAT) for face-to-face interviews with the sample of family carers,
data input and mainly quantitative, but some qualitative, data analysis.

2. Afollow-up study of the original sample of family carers 1 year after the baseline inter-
views

3. A service-provider study, consisting of interviews with key personnel providing ser-
vices to family carers and/or older people, analysed using mainly qualitative methods.

These research studies form the basis of this report — the Greek National Survey Report.

A further report which is used and referred to in the Greek NASUR is the Trans-European
Survey Report (TEUSURE) which provides an overview and synthesis of the results of the
total survey sample from the 6 core countries, with relevant comparative analyses aimed at
illustrating differences between country samples and specific sub-samples, as well as providing
answers to the research questions. These analyses attempt to determine the factors involved
in the interdependency between the family carers’ needs and the needs of the cared-for older
person and to elucidate the effects of specific supporting services and informal networks on the
different parameters of family care such as satisfaction and burden, self-rated health status,
perceived quality of life, quality of support and costs.

At a Pan-European level, the six core countries and a further 17 European countries wrote Na-
tional Background Reports (NABARES) using a standardised evaluation protocol (STEP) to
describe the current situation of family carers and policies and services for their support, includ-
ing examples of good practice. The reports were based on secondary analysis of existing in-
formation and expert interviews and/or focus groups, and provided the input for a Pan-
European Background Report (PEUBARE), which has been translated into Greek and is
available on www.sextant.gr The Examples of Good Practice from all the NABARES have
been collected together into a further report which is also available on the EUROFAMCARE
website.

To complete the information obtained from the above studies and to ensure optimum use of the
results, the project included:

= a socio-economic evaluation (ECO) giving a cross-European overview on the costs of
care giving and support measures.

= apolitical evaluation at the European level, consisting of a European Policy Report, writ-
ten by the EUROFAMCARE partner AGE- European Older Peoples’ Platform, together with the
organisation of events that focused on the dissemination of the project results, the implementa-
tion of policy change, the identification of opportunities and barriers in the implementation proc-
ess, and the exploitation of the potential for improving the health and well-being of family carers
and the older people they care for.

Finally, an integral part of the EUROFAMCARE project, implemented by the Trans-European
group and AGE throughout the 3 years but concentrated in the final year and subsequently,
was the research action phase, REACT which aimed at the dissemination of the findings at lo-
cal, national and European levels, with the objective of implementing changes in policy and
services for the support of family carers and initiating new partnerships in care for older people.
The reactions of the target groups were also designed to provide a feedback to the researchers
on the utility of the research.
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One of the major outputs of the REACT phase was the contribution of EUROFAMCARE to the
creation of a new European-level NGO for carers, EUROCARERSs, which aims to establish a
European network of carer’s organisations and researchers in this field to promote knowledge
about family care and lobby for greater awareness of the immense work done by carers for de-
pendent older people and the general society, as well as the development of policies and prac-
tices for their support.

A draft of a European Carer’s Charter is under development and the idea of a European Carers
Day has been undertaken as one of the tasks of EUROCARERSs to inform the public and stimu-
late better support for family carers.

A further outcome for the REACT phase in Greece is the development of a special information
page for family carers on the 50+Hellas web site www.50plushellas.gr, dedicated to providing
support and information to both family carers and those they care for.

1.2 Introduction to the Greek National Survey Report

The Greek NASUR was a unique opportunity not only to answer the more general questions set
at the European level, but to also collect basic data on family care in Greece through the survey
of a 1000 carers. The report follows a common format adopted by all participating countries,
though the data refer specifically to the Greek findings.

Chapter 2 gives an overview on the state of the art of the literature on family carers of older
people in Europe and support services for them, in particular focussing on the partnership ap-
proach to care and the international literature on this. It also refers to the very limited bibliogra-
phy reported in the Greek NABARE .

In Chapter 3 the EUROFAMCARE Common Assessment Tool (CAT) is described in detail. The
chapter focuses on the development of items and instruments, questionnaire pilots, item’ trans-
formation, scale development and the psychometric characteristics of scales used as well as
the translation process into Greek.

Chapter 4 deals with the Greek sampling and recruitment procedures and discusses the prob-
lem of representativeness.

In Chapter 5 there is an overview of the main characteristics of the national sample. The first
part shows the profile of the cared-for older people: socio-demographics, financial situation,
living and household situation, health status, level of dependency and needs for support. The
second part describes the profile of the family carers: socio-demographics, education and em-
ployment, financial situation, family and general caring situation, health situation and quality of
life, as well as factors influencing their decision to care and their views on future care provision.

While the earlier chapters are mainly descriptive, Chapter 6 deals with the development of a
typology of caregiving situations in Europe, using a cluster analysis approach. It gives an an-
swer to one of the core questions of the project concerning the relation between care situations,
motivations for care and willingness to continue caring. After outlining the methodology, the
clusters and their distribution are described. The implications of this for the situation of Greek
caregivers are underlined.

In Chapter 7 the analyses focus on the use of services by both older people and their family
carers, as well as the take up of allowances and the experiences of family carers: the costs,
their preferences and satisfaction with services. This chapter gives answers to the questions as
to service availability, family carers’ experiences in using them, the barriers that stop family car-
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ers from using support services and the degree to which services reach those most in need of
support.

The topic of Chapter 8 is the Greek service providers’ study. The aim is to add the providers’
perspectives to the family carer’s views. The methodology is initially described followed by the
study results that focus on coverage, usage, access and costs from the provider’s perspective
using a qualitative approach. Additionally the importance of quality characteristics and types of
service as well as future developments in services are described.

Chapter 9: The one-year Follow-up Study provides a time limited but important longitudinal
dimension to the research, given the dynamic nature of care and the need to understand the
factors influencing changes in care arrangements.

Chapter 10 summarises the main findings of the Greek National survey and the implications of
these findings for family carers, service providers and policy makers.

The results of the research project aim at aiding policy and decision-makers in Greece to un-
derstand the critical importance of supporting family carers in the coming decades, of improving
their situation and in particular of helping to increase support measures, thus maintaining family
carers’ high motivation and ensuring that they remain as a valuable resource in the growing
work of caring.

Additionally, the in-depth comparative knowledge from the six systematically chosen countries
covering very different welfare and socio-economic systems, offers the potential to Greek deci-
sion-makers of using the findings as a guide to:

e how best to target support
¢ which family carers need support
e what types of support and services are most needed

¢ how to create user-oriented services.

The project results are being constantly discussed with a broad audience in various ways in
each of the participating countries and at European level. However readers are welcome to
contact the researchers and make further comments.

The last stage of this research is concerned with this feedback from all those involved or poten-
tially involved in supporting family carers. One of the aims of the project is to identify sugges-
tions for the implementation of strategies to support family carers at the national level and pos-
sibilities to promote the partnership approach in family care.
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2 Issues and challenges in carer support: a consideration of the lit-
erature

Elizabeth Mestheneos and Mike Nolan

2.1 Introduction

‘How can family carers best be supported in their difficult task?’
(Mestheneos and Triantafillou 1993)

The above question is just as relevant today as it was over a decade ago, yet despite increas-
ing awareness of the needs of family carers in several European countries (Phillips 2003), we
are in many respects no closer to having a comprehensive answer. As Mestheneos and Trian-
tafillou (1993) noted, historically the study of family care has been relatively neglected by re-
searchers and policy makers at a pan-European level. A series of important studies conducted
under the auspices of the European Foundation for the Improvement of Living and Working
Conditions during the early and mid 1990’s did much to raise awareness of issues to do with
family care of older people in Europe (Jani-le-Bris 1993, Mestheneos and Triantafillou 1993,
Steenvoorden et al 1993, Salvage 1995).

These studies highlighted the fact that European countries share a common policy objective of
keeping older people in their own homes, and that the family is central to the success of such a
policy (Jani-le-Bris 1993). However, they also concluded that there was a virtual absence of
effective support services for family carers (Jani-le-Bris 1993), and the limited support that was
available differed widely both within and between countries (Mestheneos and Triantafillou 1993,
Salvage 1995).

2.2 Research on family care in Greece

One of the first qualitative reports on family care in Greece, (Amira 1990) described the role of
family care, while a later report by the same author and others, evaluating the “Help-at-Home”
programme, provides a cost benefit analysis of the service, comparing this to the costs of resi-
dential car, though this was not focused on the benefits to family carers (Amira 2002). Triantafil-
lou and Mestheneos in a qualitative study and in a number of articles on family care and ser-
vices supporting older people and family carers have reviewed the support given to family car-
ers and the private arrangements they are forced into making e.g. the use of migrant care work-
ers. Since this original study there have been no further studies on family care though data from
the European Household Survey and the EuroBarometer study provide some information on
the probabilities of older people living near their families with some data on attitudes, patterns of
help and support etc. (Walker, 2001, lakovou 2000, 2001)

European research studies, such as PROCARE, provide descriptions of the services available
for older people in Greece, together with some reflections on their use by family carers and
whether or not family carers are “integrated” into the work of care teams. (Sissouras et al 2002,
Leichsenring et al 2004.) The National Action Plans for Social Inclusion, published originally in
2001, are based on government plans for various groups of vulnerable people in the population,
including older people though no specific mention is made of family carers of dependent older
people. (Hellenic Ministry of Health and Welfare. 2003, EC 2001). Aspects of Greek public pol-
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icy to support older dependent people are reviewed in the OECD and WHO reports. Only one
research based article has been written on elderly abuse for the Council of Europe (Pitsiou,
Spinelli 1995).

2.3 Historical and policy changes in attitudes towards family care

Fifteen years ago, at the time of the original European Foundation study, political debates and
policy initiatives in the area of family care were limited. In many Northern European countries
there was no expectation that the family would care for older people, as this was seen as the
role of the state (Jani-le-Bris 1993). Conversely, in Southern European countries, the notion
that anyone other than the family would care for dependent older people simply did not arise
(Jani-le-Bris 1993). Whilst there were a limited number of specific policies directed at family
carers’ needs, for example in France, and especially the UK (Jani-le-Bris 1993), the consensus
was that there was a need for policy initiatives on a European level (Steenvoonden et al 1993)
and for member states to recognise how much they relied on the family to support older people
(Salvage 1995). Salvage (1995) called for a ‘well grounded discussion’ as to how family and
formal service systems could work in partnership, so that the needs of both older people and
family carers were acknowledge and addressed.

More recently there have been a number of large-scale multi-country European studies that
have directly or indirectly sought to address several of the above issues (CARMEN, OASIS,
PROCARE, SOCCARE). The promotion of partnerships between family and professional car-
ers features prominently in the conclusions of these studies (Alaszewski et al 2003, Kréger
2003, Lowenstein and Ogg 2003, Banks 2004, Nies 23004a), as does a call for the develop-
ment of more creative and innovative services to address the needs of both older people and
family carers (Lowenstein and Ogg 2003). Indeed it is suggested that ensuring the wider avail-
ability of support for family carers should be amongst the foremost policy aims for Europe
(Kréger 2003). However, notwithstanding the greater insights into carers’ circumstances pro-
vided by recent work, Cressen (2003) argues that our understanding of their role and needs
remains ‘incomplete, fragmented and problematic’.

The main aim of this chapter is to identify several of the ‘unresolved issues’ relating to support
for family carers (Pearlin et al 2001), and in so doing to examine how the results from the Greek
national survey as well as the findings from the Greek National Background Report connect
with these, whilst also raising questions that require further exploration.

2.4 Supporting family carers: identifying some key issues

Studies exploring the circumstances, experiences and support needs of family carers have pro-
liferated over the last 30 years, particularly in North America, certain European countries, nota-
bly the UK, and Australasia and though ‘hardly mentioned’ in the 1960’s (Brody 1995), by the
1990’s family care had become one of the most researched areas in the field of social gerontol-
ogy (Kane and Penrod 1995). This ‘explosion’ in research activity (Fortinsky 2001) generated a
‘voluminous literature’ (Schulz and Williamson 1997), much of it focussing on interventions de-
signed to maintain family carers in their role. Yet despite this there is still little clear evidence
for the effectiveness of existing models of support (Braithwaite 2000, Thompson and Briggs
2000, Cooke et al 2001, Pusey and Richards 2001, Whittier et al 2002). Indeed Pruchno (2000)
suggests that 40 years of research has ‘only scratched the surface regarding our understanding

13



The Greek National report EUROFAMCARE

of the caregiving experience’, with Pearlin et al (2001) concluding that there remain ‘several
unresolved issues’ surrounding how best to support family carers.

In reflecting upon the ‘critical’ questions in caregiving intervention research that remain to be
fully resolved, Schulz (2001) suggested several key areas including:

o WHO is the primary target of support?
o WHAT is the area targeted, for example, cognitive, affective or psychomotor domains?
o HOW is support delivered most effectively?

These are important considerations that will be addressed later. However, others have argued
that an even more fundamental issue is that of WHY support family carers (Nolan et al 2002); in
other words, what are the underlying motivations and goals in supporting carers, particularly
from a policy perspective?

2.4.1 WHY support family carers?

Early interest in family, or ‘informal’, care as it was originally called, was primarily academic,
with the issue being brought into the spotlight by feminist concerns about the disadvantaged
position of women as the main provider of family care (Jani-le-Bris 1993). Initially there was
relatively little attention to carers’ needs in the policy and practice fields; however, over time,
particularly in North America and the UK, family care became ‘highly politicised’ (Chappell
1996) and moved from the ‘margins’ of social policy to occupy ‘centre stage’ (Johnson 1998).
This trend is far from universal and, as many of the 23 National Background Reports (NA-
BARE'’s) demonstrated, family care is still not on the policy agendas of several European coun-
tries, including Greece, and has only recently figured in a number of others. Just as Jani-le-Bris
(1993) noted, in the Northern European countries, typified by Sweden, family care was until
recently a ‘non-issue’ as the state provided for the support needs of older people with there
being no expectation that family help was needed. The situation was the exact reverse in sev-
eral Southern European countries, typified by Greece, where the family is seen to have a
‘taken-for-granted’ role in supporting older members, with the state playing no role other than in
cases of extreme economic hardship or the absence of family. Consequently, as will be high-
lighted later, support services for family carers vary considerably throughout Europe, being vir-
tually non-existent in several countries and piecemeal, fragmented and ad hoc in a number of
others.

However, as noted in the Swedish National Background Report, within the past decade, there
has been a growing recognition that demographic changes are creating increasing needs for
care in an ageing population, which together with declining birth rates and more women working
outside the home have resulted in fewer numbers of younger generation family members avail-
able to help provide care, and leading to an acknowledgment of the state’s inability alone to
provide all care for older people and a “re-discovery of family care.” Thus in Sweden, as in
some other countries, there is now a growing awareness, albeit by no means universal, of the
importance of supporting family carers. Following a ‘state of the art’ review of comparative so-
cial care research across Europe, Kréger (2001) concluded that ‘after a long period of disregard
informal carers are finally now recognised as the bedrock of care for older people’ thereby giv-
ing far more prominence to their hitherto ‘mainly invisible and undervalued role’. So, for exam-
ple, in Italy where there have never been specific policies for family carers (Polverini et al 2004)
the debate on carers’ rights is now growing (Colombo 2002). Similarly, the German NASURE
notes that, despite a wealth of social research into the needs of older people, little of this has
focussed on family carers, but that, as in Italy, the issue is now receiving greater attention.
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However, despite these and other advances, family carers remain ‘invisible and undervalued’ in
many states.

This lack of recognition requires urgent attention if the major policy goal of providing ‘integrated’
care for older people in Europe is to be achieved (Banks 2004, Nies 2004a). As these authors
note, supporting family carers and strengthening the integration between formal and informal
systems of care is essential (Banks 2004), with one of the most important future research ob-
jectives being to find better ways of supporting family carers (Nies 2004b) and, as noted earlier,
ensuring that they work in ‘partnership’ with formal systems (Nies 2004a). However, as noted
in the Greek section of the PROCARE report (Sissouras et al 2004), to date the interplay be-
tween informal carers, professionals and other paid workers has received little attention (Nies
2004b), and the ‘well balanced’ dialogue required is notably absent (Nies 2004a). Therefore,
whilst the need for greater synergy between family and formal carers is widely recognised, the
challenge is to get them to cooperate more fully (Soderno 2004). Clearly carers’ needs must be
seen as a legitimate and important policy objective in all European countries if the necessary
dialogue is to be initiated.

Even in countries where carers’ needs are high on the policy agenda e.g. UK, Netherlands, and
there have been ‘striking’ recent developments in carer support (Moriarty and Webb 2000), the
motivation underlying such initiatives is still primarily instrumental, driven largely by economic
and pragmatic concerns rather than altruistic or humanistic ones (Ward-Griffin and McKeever
2000). Kroger (2001) concludes that the greater recognition now afforded family carers was
motivated by the realisation that all of Europe would face a ‘crisis in care’ within 20 years unless
policies to support family cares were instigated.

Therefore, implicit within most policy initiatives designed to support family carers is the goal of
either maintaining existing family carers in their role and/or ensuring an adequate supply of fu-
ture carers, a goal that is particularly important given that future generations may be less in-
volved than current ones (Klie and Blaumeister 2002) while the availability of paid carers for
older dependent people needing long term care is also problematic.

More recently there have been calls in these countries to consider more fully carers’ rights as
citizens. This has stimulated a renewed focus on their well-being and quality of life (Nies
2004a), and ways of compensating them for the missed opportunities that caring can demand
(Banks 2004). In policy terms this development is reflected in the recent ‘bold new vision’ for
carers launched by the Scottish Executive (Scottish Executive, Office of Public Management
2005a). These new proposals are based on the belief that the contribution that carers make to
society must be fully recognised, the economic impact of that contribution accepted, and that
carers have to be wholly included in a society that provides adequate support for their needs.
Interestingly, the term ‘unpaid carer’ is preferred to family carers, signalling another shift in em-
phasis with ‘unpaid carers’ being seen as the major providers of care rather than as clients or
recipients of services per se. This ‘bold new vision’ is underpinned by two key principles:

e greater recognition of, and respect for unpaid carers as key partners and providers of care;

o the development of a rights based policy framework to support unpaid carers who are seen
as ‘people first’ and unpaid carers second.

The goal is to ensure that people have the opportunity to choose when, how, and if to care, and
to promote unpaid caring as a ‘positive life choice’. In order to achieve these aims it is argued
that carers should have rights to:

o flexible employment;

. adequate financial support and planning;
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o accessible information and technology;

o practical support;

o regular breaks from caring;

. adequate housing;

. training and health care;

o good transport links;

) accessible leisure and recreational opportunities.

Essentially, therefore, carers should have rights to the same opportunities as other citizens,
including the right not to care, to choose an appropriate level of care, and to receive appropriate
support from agencies adequately resourced to do so. While in the UK, the Scottish Executive
responsible for policy in Scotland for family care recognises that many of its recommendations
will require significant changes in existing professional culture and practice, in Greece we are
very far from putting most of these issues on the policy agenda, since even the role of family
carer is still largely unrecognised, both by the general public and by policy makers. One promis-
ing recent development was the conference in November 2006 on “The Caring family” organ-
ized by IKPA (Institute for Social Welfare and Solidarity) which was also supported by 50+ Hel-
las. .

Thus, whilst in countries where the topic of family care is on the policy agenda, motivations for
supporting family carers remain primarily pragmatic, there is some evidence of an emerging
‘rights’ based framework in a few countries; whereas, the answer to the question WHY support
family carers in Greece may continue to be evaded by governments for as long as state inter-
vention and support for dependent older people is perceived as necessary ONLY when the
family “fails” to be able to provide for all needs of all its older members. This attitude is per-
petuated by the poorly elaborated welfare state rights of Greek citizens, which has implications
for the conceptual interest and ability of local authorities or the national government to consider
that they need to support FCs.

However there have been signs of change as in the National Action Plan for 2007 — 2013 de-
veloped by the Greek Ministry of Health and Social Solidarity reference is made to the need to
support families caring for dependent people,

A closely related issue in family care is WHO to support and it is to this question that attention is
now turned.

2.4.2 WHO to support: Older people, family carers, or both?

The question of who to support simply does not arise in several countries, as no formal support
for family carers exists, and support for frail older people is often limited as well, as is the case
for Greece. The Pan European Background Report, based on 23 national reports, suggested
the existence of three main models of support:

o Scandinavian model — where the emphasis has traditionally been on supporting the
older person. Whilst this remains the case, dedicated services for family carers are beginning
to emerge.

o Southern European, or family model — where the primary responsibility for supporting
older people rests with the family and where public services to support family carers are limited
or non-existent.
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) A smaller group of countries — where carers are recognised as citizens with specific (al-
beit still rather limited) rights. These include the UK, Ireland and the Netherlands.

Nevertheless, in all of these countries the majority of support is still targeted at the older person,
and most of this is instrumental. Debates about whether to support the older person or the fam-
ily carer have been evident for some time, with Jani-le-Bris (1993) advocating a two pronged
approach, with the majority of services supporting older people, but with there also being a
range of services specifically for family carers. More recently others have reached a similar
conclusion, calling for wider and more creative services both for older people and family carers
(Lowenstein and Ogg 2003). Whilst most effort has necessarily to be directed at supporting the
older person, such support can have indirect benefits for carers themselves. There were also
indications that in several countries dedicated support services for family carers are emerging
(see www.sextant.gr and http://www.uke.uni-hamburg.de/eurofamcare for the Good Practice
Guide). WHO currently provides support to family carers is a closely related issue with the na-
tional reports suggesting that family carers’ first point of call, and most frequent form of support,
is informal, with help being provided by family, friends or neighbours. Increasingly in a number
of countries, family carers are purchasing help directly, often in the form of ‘live in’ support
workers. This is particularly prevalent in Southern European countries, resulting in a growing
and often unregulated workforce, with few safeguards on the quality of care provided (see
PEUBARE). This is the situation in Greece, and as the findings from the National Survey indi-
cated, was important for a significant section of the population. In many countries the only for-
mal source of support for carers comes from voluntary, charitable or religious organisations. In
Greece several such voluntary initiatives are playing a growing role in supporting family carers
e.g. the Greek Alzheimer’s’ Association, the Hellenic Gerontological and Geriatric Association,
the Athens Association for Alzheimer and related disorders, as well as several others. (see
www.50plus.qgr).

The evidence from the 23 national reports suggests that generally speaking formal state sup-
port for carers is either non-existent, is targeted indirectly at the older person, or is fragmented,
ad hoc and reactive rather than systematic, planned and proactive.

This raises the question of WHAT is meant by carer support.

2.4.3 WHAT do we mean by carer support?

The question of what is meant by carer support is not straightforward since it can either be di-
rect (that is targeted at the carer themselves) or indirect (targeted at the older person with po-
tential benefits for the carer) (Twigg and Atkin 1994). The only form of carer support mentioned
in all 23 National background reports is the provision of respite care, usually seen as the provi-
sion of temporary care for the older person, with the main objective and benefit being respite for
the carer. Respite care is one of the most requested forms of help (Briggs and Askham 1998,
Pickard 1999, Zarit et al 1999, Scottish Executive 2005b), but despite the indication that it is
present in some form in all the EUROFAMCARE countries, including Greece , there is consid-
erable variation in the number of places available, and the range, quality and flexibility of provi-
sion. Even in the UK where ‘breaks for carers’ were an explicit and resourced target of the
‘Carers National Strategy’ (DoH 1999), provision remains inadequate (Scottish Executive
2005b).

The listed types of support for family carers that are found in practice include information about
available services, services that ease their load, assistance in accessing services, advocacy,
training, expert carer programmes, individualised counselling and support groups, emotional
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support, assessment of need for support, respite care, financial support, benefits and entitle-
ments, home aids and adaptations and new technologies.

Askham (1997) has suggested that support for carers should be defined as any intervention
that helps carers or potential carers to:

. take up, or decide not to take up, a caring role;
o continue in a caregiving role;
o end a caregiving role.

Implicit within this definition is the suggestion that carers may need varying types of support at
differing points in their caregiving history, tailored to ‘successive stages’ of caring which often
have their own specific needs (Jani-le-Bris 1993). Most reflect an instrumental motivation un-
derpinning much carer support, with most effort being currently directed at services intended to
maintain carers in their role. Thus systematic efforts to prepare carers for their role, for exam-
ple following a sudden episode like a stroke, are notably absent and such carers often enter the
caring role without having exercised an informed choice, or being given the necessary skills and
information they need to provide effective care (Brereton and Nolan 2003). Similarly, little sup-
port is provided when carers have to select a nursing or care home, and on-going attention to
carers’ needs post-placement is the exception rather than the rule (Davies and Sandberg 2000,
Davies 2003, Sandberg et al 2003).

Conceptually, carer support has been primarily informed by a stress-burden model (Nolan et al
1996, Schulz and Williamson 1999, Zarit et al 1999, Fortinsky 2001), and remains the dominant
theoretical perspective (Guberman 2005, Huyck 2005, Turner 2005). While it would be wrong
to underestimate the important insights that research into stress and coping has provided, an
unintended consequence of this work has been a preoccupation with the negative or pathologi-
cal aspects of care to the relative neglect of sources of satisfaction and reward (Twigg and At-
kin 1994, Nolan et al 1996, 2003). Compounding this largely one-dimensional view, research
and assessment often fail to capture the dynamic nature of family caring, with several com-
mentators calling for support that pays more attention to the context of care and the ways in
which caring demands change over time (Qualls 2000, Dilworth-Anderson 2001, Whitlach et al
2001).

Others have suggested that the pre-occupation with burden has resulted in support that carers
do not always see as relevant to their needs (Qureshi et al 2000), and has ignored the potential
of a ‘strengths -based’ approach in which support is designed to help carers to find balance and
meaning in their role (Berg-Weger et al 2001). Whittier et al (2002) argue that there is a grow-
ing literature on the potential benefits/rewards of caring and that this should be harnessed to
better effect in designing more innovative forms of support. and thus move beyond the ‘usual
recitations of burdens experienced’

Another key consideration when addressing the ‘WHAT’ of carer support is to reflect upon the
primary target of action (Schulz 2001): for example, is the target cognitive, with the intention of
changing the way carers think about their role or the knowledge they have of it? Is it affective,
seeking to influence the way they feel about caring, or is it psychomotor, with the aim of
changing behaviour or developing specific skills and abilities? All are legitimate goals but as
yet there is little evidence as to what works best and when. This is often because the goals of
an intervention are unclear, lack a sound theoretical basis, or because the measures used to
indicate success are either absent or inappropriate.
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Intervention studies often make a leap of faith from a relatively discrete intervention (such as an
educational programme) to a longer-term outcome such as reduced burden or improved gen-
eral well-being, without paying adequate attention to intervening effects. (Zarit and Leitsch
2001) Interventions need to be targeted on aspects of caregiving that are the most amenable
to change (Braithwaite 2000.

However this sort of carefully tailored approach, increasing advocated within the research
based literature, is not reflected in the way that support services are currently delivered to fam-
ily carers. Most of the NABARE's, to the extent that they describe support services for carers at
all, talk in terms of support that is reactive, ad hoc and fragmented. Most still focus on reducing
burden, often indirectly via services aimed at the older person. Whilst services such as coun-
selling and personal support are increasing in some countries, supply is often limited and there
is a need for a more expansive range of interventions and better systems of care and case
management (Kofahl et al 2003). The type of comprehensive support for carers identified in the
National Family Caregiver Support Program in the USA (see Whittier et al 2002), or envisaged
by Kroger (2001) or the Scottish Executive (2005a) (see Table 1), is not widely evident in
Europe. Even where services are fairly well developed, relative to other countries, gaps are
particularly apparent between urban and rural areas (Schultz and Nieswandt 2000), for black
and minority ethnic (BME) groups (Wingenfeld 2003) and gay/lesbian carers (Scottish Execu-
tive 2005a). The design of the CAT questionnaire used for the national surveys was intended
to throw light on the existence and availability of services for older people and family carers,
and to more clearly identify gaps in provision (see chapter 7).

Table 1: Suggested constituents of comprehensive carer support programmes

National family caregiver | Kréger (2003) Scottish Executive (2005a)
support programme
(USA)

Information about available | Services to ease carers’ work- | Training and information
services load

Assistance to access servi- | Advocacy Expert carer programmes’
ces
Individualised counselling, | Information and advice Assessment of need for support

support  groups, training,
problem solving

Respite care Financial support Benefits,  entittements  and
employment
Supplemental services that | Emotional support Respite and breaks

complement the care pro-
vided for caregivers

Respite Practical support

Networking Counselling and psychological
support

Training Aids and adaptation

Using new technology

2.4.4 WHEN to support carers?

Askham’s (1997) definition of carer support cited earlier suggested the need to tailor support to
specific stages of caring, and this and other recent studies indicate that carers’ needs change
over time and that support should be tailored so as to reflect these differing needs. While these

studies do not suggest that caring follows a uniformly similar path , they do identify ‘threads of
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continuity’ (Aneshensel et al 1995) or ‘discern consistency’ (Montgomery and Kosloski 2000) in
the care giving experience that provide ‘markers’ for the type of support that is most appropriate
at a given point in time. The implications of this for the design and delivery of appropriate sup-
port for carers were eloquently captured by Aneshensel et al (1995) as follows:

‘The form, content and timing of interventions should depend to a considerable

extent on where carers are in their careers, and involve an understanding of

what has passed before, and what is likely to be ahead. That is, the problems

encountered today should be viewed against the backdrop of yesterday and with
an eye towards tomorrow.’

Bearing in mind that services must be responsive to carers’ changing needs, Nies (2004a) sug-
gests that good support needs to be:

o simultaneous — that is provide several services in a coherent way that are consistent
with daily routines;

o sequential — that is able to adapt to changing needs over time.

The importance of services being available ‘on time’ and the impact of this on their acceptability
to carers will be discussed more fully later.

Aneshensel et al (1995) used the metaphor of caring as a ‘career’ while others have developed
and tested these temporal models (Nolan et al 1996, 2003) showing that caring has 3 broad
sequential phases :

) recognising the need/taking it on;
) working through it;
o reaching the end/a new beginning.

This model has been used to compare and contrast the varying experiences that carers have
with services. For example, the ways in which carers ‘recognise the need’ for care and ‘take
on’ the role differ widely in conditions such as dementia (Keady and Nolan 2003) and stroke
(Brereton and Nolan 2003), and these differences have numerous implications for the nature
and type of help that is most appropriate. Although most carers would welcome some formal
support at an early stage, their initial experiences of professional help are often not positive and
carers can easily lose confidence and trust in services, thus limiting their subsequent use
(Thorne et al 2000, Brereton and Nolan 2003). Consequently, many of the difficulties carers
face in their early career are the result of ‘system induced setbacks’ (Hart 2001) that inhibit fur-
ther contact with formal support.

Similarly, experienced carers develop a very strong sense of their own ‘expertise’ (Nolan et al
1996, 2003) and expect formal services to recognise and respect this. Such an induction is
particularly important at the outset and needs to be repeated at major transitions in order to
help carers to plan for the ‘critical junctions’ in their caregiving journey. Such phased support
was advocated several years ago in the ‘PREP’ model (Archbold et al 1994), with the acronym
standing for:

PReparedness - with early support focusing on providing carers with the knowledge and
skills that they need to care;

Enrichment - highlighting the importance of working with carers and the cared-for per-
son to try and ‘enrich’ the experience of caring and to enhance the caring relationship;
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Predictability - helping carers to focus on potential future events and plan for these in a
proactive fashion.

Such a structured model stands in marked contrast to the largely instrumental, ad hoc and reac-
tive support services described in most of the National Background reports. The provision of
inappropriate support may explain why several studies in a number of countries have indicated
the on-going problems that carers have in their contact with formal services, particularly when
caring for someone with dementia (Lundh et al 2003a), or learning disabilities (Grant and Whit-
tell 2003, Llewellyn 2003).

Assistance with transitions in the later stages of caring is also often deficient, with carers fre-
quently being left to make difficult decisions, such as selecting a care home without adequate
information and advice (see for example Davies 2003, Pearson et al 2003, Sandberg et al
2003). Carers’ need for support does not end when the cared for person is placed in a care
home or dies. Such needs are often ignored in the situation of post-placement, despite the po-
tentially valuable contribution that carers can make to life in a care home (Davies 2001, Lundh
et al 2003b, Sandberg et al 2003). A recent survey of over 4000 carers in Scotland indicated
that more than 50% would value some form of post-caring counselling, yet such services are
often conspicuous by their absence (Scottish Executive 2005a).

There is much to be learned from considering caring as a temporal experience, as the insights
that such an approach provides can indicate the type and acceptability of help needed, and how
it can be delivered.

2.4.5 HOW and WHERE should support be provided?

With respect to HOW and WHERE support is best provided Schulz (2001) raises several ques-
tions, for which there are as yet no definitive answers e.g. should support be delivered on an
individual or group basis, face-to-face or remotely, using the growing availability of information
and communication technology (ICT), is support best provided in the carers own home or else-
where? To a large extent answers to such questions will depend on the purpose of the inter-
vention and the goals of support. However, one area in which there is considerable potential
for the development of innovative services is in the application of ICT. Enabling older people to
engage fully with the new ‘information society’ by promoting ‘e-inclusion’ and ‘e-accessibility’
are key EU policy priorities (EC Research Directorate General 2003, Ministerial Declaration on
E-inclusion 2003), and a recent extensive review of the available research evidence indicates
that with appropriate training and support older people can develop IT skills with beneficial ef-
fects, including increased self-esteem, better subjective mood, reduced social isolation, and
enhanced social networks/intergenerational ties (Magnusson et al 2004). The benefits of ICT
should also be available to family carers and recent studies have indicated the numerous ad-
vantages that can be achieved by helping carers feel better prepared, assisting carers to iden-
tify the rewards and satisfactions that they experience, as well as reducing carers’ social isola-
tion (Magnusson et al 2005). However, such interventions need to be provided early in the
caregiving experience, indicating the inter-related nature of the WHAT, WHEN, HOW and
WHERE of supporting carers.

2.5 Developing better carer support services

One of the enduring paradoxes in providing carer support is that despite the currently limited
provision and carers’ obvious needs, not all the available support is necessarily used. This was
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highlighted in several of the country specific National Survey Reports (NASURE), and has been
identified in a number of studies (see for example Moriarty 1999, Pickard 1999, Braithwaite
2000, Qureshi et al 2000, Zarit and Leitsch 2001). The reason that carers do not always accept
the support offered may be because they do not see current services as relevant to their needs
(Pickard 1999, Braithwaite 2000), or have concerns about the quality and continuity of care pro-
vided (Moriarty 1999, Pickard 1999, Qureshi et al 2000, Brereton and Nolan 2003). For exam-
ple, a recent evaluation of the CARER 300 initiative in Sweden, that was designed to stimulate
the development of carer support services within municipalities, indicated that carers often did
not use such services because of concerns over quality and costs (National Board of Health
and Welfare 2003). Similarly, the chapters on carer support from the German and lItalian
NASURE’s indicated that not all available services are necessarily utilised in these countries.
The key question is WHY?

Good quality support is valued and highly appreciated by carers (Lowenstein and Ogg 2003),
but usage and uptake is influenced by several factors including: family culture (that is readiness
to use services); family norms and their preferences for certain types of care and the availabil-
ity, accessibility, quality and costs of the support available (Lowenstein and Katz 2003). In re-
spect of the usage of services for older people more generally, Bojo and Ancizu (2003) argue
that this is primarily determined by knowledge, image and availability. In situations where pub-
lic knowledge of services is high, where services have a positive image, and there is easy ac-
cess, then uptake is likely to be good. Whittier et al (2002) have suggested that there are five
reasons why carer support may not be used. These are:

. Availability

o Accessibility

o Appropriateness
. Acceptability

o Affordability

These seem to distil the key messages from several studies and are useful in considering how
better support services might be developed.

2.5.1 Availability

Clearly services cannot be used if they are not available, and the NABARE’s provided eloquent
testament to the widely divergent nature of carer support from the non existent, to those fo-
cused primarily on the older person, albeit with some indirect benefits for the carer. Even in
those countries where support for carers has become a policy priority, services remain largely
reactive rather than proactive, and innovation is relatively limited (National Board of Health and
Welfare 2003, Audit Commission 2004). For example, despite the considerable attention given
to carers’ needs in the UK over the last decade, a recent evaluation concluded that:

‘The Government’s aspirations for carers of older people are not being realised
in practice for the majority of them. A clearly articulated and coordinated ap-
proach is needed from all concerned if this is to change.’
(Audit Commission 2004)
Particular difficulties have been noted for several marginalised groups of carers such as those
in rural areas, those from black and minority ethnic groups, and other minorities such as gay
and lesbian carers (Scottish Executive 2005b).
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Availability is, in part an issue of resources, but things are unlikely to improve significantly until
there is greater recognition of carers as individuals with rights of their own. Such formal recog-
nition needs to permeate policy and practice throughout Europe.

2.5.2 Accessibility

Accessibility, relates to a number of dimensions with the most obvious being the physical ac-
cessibility of services. Carers are often older people themselves and services that are geo-
graphically remote or do not provide disabled access have obvious limitations. Basic infrastruc-
ture such as adequate transport and a good built environment are therefore essential. Another
key factor is knowledge and awareness of services, for even if services exist, carers cannot
access them if they do not know about them. Despite living in the age of the ‘information su-
perhighway’ one of the biggest single complaints from carers is a lack of information about
available services and how to access them. For example in Germany the public are often un-
aware of the limited services that are available for carers (KDA 2003). Even in countries such
as the UK where carers have certain statutory rights, for instance, to an assessment of their
needs, most remain unaware of this (Audit Commission 2004, Scottish Executive 2005b). Cer-
tainly this is one area where immediate improvements could be made, and, as indicated earlier,
ICT could have a major role to play.

However, greater knowledge is only the first step to increasing accessibility, and most carers
still have to learn how to get into the ‘system’ and use it to their best advantage. Most formal
services are accessed via some form of ‘assessment’ and it is here that difficulties often arise
and barriers constructed. A full and adequate assessment of need should be the foundation for
an appropriate package of care and support (Nies 2004a, Audit Commission 2004, Scottish
Executive 2005a, e), and several years ago Aneshensel et al (1995) recommended that ade-
quate support should be based on a multidimensional assessment of the issues arising from the
‘unique’ caring situation, that thus fix specific goals at a ‘specific point’ in time; includes a broad
and comprehensive range of interventions and the use of multiple evaluative criteria to judge
their success or lack.

While the new policy rhetoric in several countries states that assessment should provide the
opportunity to engage carers as ‘true partners’ (Audit Commission 2004, Nies 2004a), recent
evaluations suggest that this is rare. Not only does this represent a ‘lost opportunity’ to forge
positive relationships (Audit Commission 2004) but even worse assessors often adopt a ‘gate-
keeping’ role, and use assessment as an opportunity to ration existing resources rather than to
think creatively about a range of possibly unconventional but innovative solutions (Audit Com-
mission 2004, Scottish Executive 2005a). This is not to say that innovative services do not ex-
ist, several examples are provided in the PEUBARE (and summarised in the Good Practice
report. www.sextant.gr), but they are the exception rather than the rule. More usually carers
see assessment as offering empty promises, with there often being a poor fit between carers’
and service providers’ views of the support required (Scottish Executive 2005c, e). The need
for greater innovation is recognised in several countries.

Exacerbating the problems of assessment, eligibility for services is determined largely by the
objective circumstances of carers. Thus in the UK the dominant approach to the assessment of
carers’ needs targets services primarily at carers providing ‘regular and substantial’ care, which
is generally equated with more than 20 hours of care per week (Hirst 2001). Several recent
studies in Canada and the USA have noted that carers’ needs are still not routinely considered
by practitioners (Guberman 2005), and even when they are, the dominant focus is on burden
(Guberman 2005, Huyck 2005, Turner 2005). Eligibility criteria for services, usually in the form
of an assessment of the activities of daily living that carers undertake for the cared for person,
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remain prevalent (Albert 2005, Bedford 2005). Whilst assessment should provide a ‘new lens’
through which better to understand carers’ needs (Fancey et al 2005), resulting in customised
support tailored to individual needs and priorities (Zank 2005) this is rarely the case. Guberman
(2005) has called for a move away from a service driven model towards one that provides car-
ers with genuine choice where assessment processes are more interactive and holistic, giving
carers the opportunity to determine more fully what they need.

2.5.3 Appropriateness and acceptability

In carers’ eyes the appropriateness and acceptability of services are closely related attributes
and therefore will be considered together. As noted earlier, the paradoxical situation often ex-
ists where, despite considerable need for support, carers do not always make full use of the
limited help available since it is deemed inappropriate or of unacceptable quality. Carers make
subtle judgments about the relative ‘costs and benefits’ of support and reject help if the former
outweigh the latter (Clarke 1999, Montgomery and Kosloski 2000). Essentially, carers want to
be reassured that those providing support are ‘up to the job’ (Brereton and Nolan 2003, Brere-
ton 2005), and if formal carers do not have the requisite knowledge, skills and attributes then
help will be unacceptable.

The acceptability of help is often dependent on the quality of the personal relationship and rap-
port between professionals and carers as this determines whether carers have ‘confidence and
trust’ in the individuals involved (Brereton and Nolan 2003, Brereton 2005). It is therefore unfor-
tunate that such relationships between carers and service providers are often fragmented or
non-existent rather than close and supportive (Eframisson et al 2001). Work in Italy suggests
that formal services often still see families as barriers to getting the work done (Taccani 2004).
The difficulties that can result are eloquently captured in the following quote:

‘Thus the caregivers not only had to deal with the demands and stresses related to the care of
the ill person, they also had to battle the health care system and the professionals who worked
within it. Rather than becoming allies and partners, the health professionals were seen as a
barrier to what the caregivers considered to be necessary care and the best interventions for
the cared-for person.’ (Jeon and Madjar 1998)

To make matters worse, professionals’ interactions with carers are not always positive, and the
acceptability of support is also linked to other factors such as socioeconomic status or carers’
perceived role. So, for example, the German NASURE indicated that residential care is a less
acceptable option to families from lower socioeconomic groups, who are consequently unwilling
to see this as a viable alternative. The Italian NASURE suggested that carers often reject ser-
vices because they see themselves as irreplaceable, and the reluctance of carers in Sweden to
use services that they see as either too expensive or of inferior quality has recently become
clear (National Board of Health and Welfare 2003). Important lessons about the appropriate-
ness and acceptability of support can potentially be learned from the experience of countries
that have a longer history of providing services to carers, for instance the UK.

In terms of the appropriateness and acceptability of support Nolan et al (1996) argue that the
best services are those in which there are overt, planned and systematic attempts by service
providers to complement carers’ efforts and to provide support that is sensitive and responsive
to the caregiving dynamic and the ‘expert’ knowledge held by carers.

Recently Nolan et al (2003a) have suggested that two key factors determine whether services
are acceptable or not; these are the degree of symmetry and synchronicity that exists. Symme-
try concerns the extent to which there is agreement between carer and service provider as to
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the intended goals and outcomes of the service, and when, where and by whom it will be pro-
vided. Synchronicity concerns the timing of support so that it is consistent with carers’ needs at
differing stages of their caring ‘career’. When there is agreement about the intended goals and
outcomes of services, and when support is delivered ‘on time’, then services are likely to be
accepted readily. Conversely, when neither of these two criteria is met, then services are likely
to be rejected. There is therefore a need to be far clearer about what carers themselves see as
the goals of support.

A potentially very informative study was conducted by Nicholas (2001, 2003) who adopted an
‘outcomes’ focussed approach to the delivery of appropriate support for family carers. Under-
pinning this study was the belief that any appropriate support for carers has to ‘understand the
nature and complexities of caring and the relationships between unpaid carers and those who
provide services to support them’. The carers identified selected essential elements to the
achievement of appropriate and acceptable services: these should:

o0 promote a good quality of life for the cared for person and for the carer;
0 give carers recognition and support in the caring role;

o provide support that is consistent with the carers’ values, routines, expertise (Nicholas
2001).

Based on the existing literature, and her own work, Nicholas (2001, 2003) identified a number
of key principles that should inform the development of future services for carers. These were
that:

o the definition and recording of outcomes should be carer-centred, specific and relevant to the
individuals concerned.

e reaching a common understanding of the intended outcomes requires a thorough and sensi-
tive assessment.

o the carer should be actively engaged as an ‘expert’ in the process of identifying and review-
ing outcomes.

o the evaluation of outcomes should begin with clarity about the goals intended.

The similarities between Nicholas’ practice-orientated study and theoretical and conceptual de-
bates are striking and suggest that the key to the appropriateness and acceptability of support
for carers is the extent to which carers are actively engaged as ‘partners’, and seen as having
important sources of ‘expert’ knowledge to contribute to negotiations about relevant services.
The value of seeing carers as ‘co-experts’ was recognised some time ago (Triantafillou and
Mestheneos 1993, Nolan et al 1994, 1996) but has only recently permeated the policy rhetoric
(Audit Commission 2004, Nies 2004a, Scottish Executive 2005a).

In considering the research literature on outcomes of carer support, one potentially interesting
contribution is that of Schulz et al (2002). Whilst their focus was on studies relating to the sup-
port of carers of people with dementia, the arguments advanced have much wider relevance.
In ‘taking stock’ of the intervention literature Schulz et al (2002) concluded that too much em-
phasis is placed on ‘statistical significance’ and too little attention given to ‘clinical significance’,
drawing upon Kadzin’s (1999) work where clinical significance ‘generally refers to the practical
value of the effects of an intervention, or the extent to which an intervention makes a ‘real’ dif-
ference in the everyday life of the individual’ (Schulz et al 2002). Subsequently, Schulz et al
(2002) suggest four dimensions of clinical significance that can be used to judge the appropri-
ateness and effectiveness of carer support. These include:
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0 symptomatology - the extent to which support helps individuals return to normal functioning
or experience an improvement in symptoms.

0 quality of life - the extent to which interventions broadly improve an individual's quality of life.

0 social significance - the extent to which interventions are important to society, as evidenced,
for example, by their impact on service use, such as reducing admission to care.

o0 social validity - the extent to which treatment goals, procedures and outcomes are accept-
able, as assessed by the client or expert ratings of the interventions and their effects on par-
ticipants’ lives. (Schulz et al 2002, p590)

On the face of it such arguments appear to have a great deal to offer in terms of reconciling the
differences between existing forms of support and the types of support that carers see as ap-
propriate and acceptable. Unfortunately, the authors significantly limit the force of their conclu-
sions by asserting that in order to be clinically significant results firstly have to be statistically
significant, seemingly contradicting their earlier carefully made arguments. Moreover, they rely
primarily on expert (as opposed to client) perceptions when defining social validity, and go on to
state that of the dimensions of clinical significance:

‘Researchers and policy makers would likely agree that social validity is important but that it is
probably not the most valued indicator of clinical significance.’(Schulz et al 2002)

It seems that within these few lines Schulz et al (2002) reveal the Achilles heel within their own
position, and also powerfully illustrate two of the major barriers to developing more effective
support services for carers. The first is the widespread failure to grasp the fact that social va-
lidity is the single most important criterion; for if the goals, procedures and outcomes of
services are not acceptable to carers then, unless they are in the direst of circumstances, they
will reject the support offered. Secondly, the continued emphasis on the views of researchers
and policy makers’ reflects a professionalised view of the world in which the ‘terms of engage-
ment’ remain substantially defined by academics and professionals (Humphries 2003). This
manifestly fails to recognise carers as partners and co-experts (Nolan et al 2003, Audit Com-
mission 2004, Scottish Executive 2005a), and is a situation that must be addressed if the ap-
propriateness and acceptability of carer support is to improve. A specific section of the CAT
questionnaire developed by EUROFAMCARE addressed the type of support carers would like
and the quality criteria they apply (see chapter 3), and thus contributes to informed debate in
this area.

2.5.4 Affordability

The income levels of both those being cared for and those providing care as well as the actual
real costs of providing care have to be reviewed in understanding the current use of services.
Though many services are provided in all countries free of charge by the public sector, or the
dependent older person or the family carers are provided with extra income to cover additional
caring costs involved, the suitability, adequacy, availability and the ability of the family carer to
control the service delivery, means that many are forced to pay extra for services or else bear
the brunt of care on their own.

The high extra costs e.g. out of pocket payments, that have to be incurred by those aged over
50 years using health services in Greece has been researched recently (SHARE, Axel Borsch-
Supan et al eds. 2005), while other data on how the Greek population perceives, uses and
evaluates health and health services, completed in 2003, provides a basis to evaluate the
socio-economic distribution of health, (dis)-satisfactions with health services and their current
cost to the Greek population.( Kyriopoulos, Gregory, Haralambos 2003) These findings are par-
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alleled by the Greek National survey results which confirm that Greek family carers bore the
highest costs of all the 6 countries in providing care for their dependent relatives.

2.6. Moving forward

As noted at the start of this chapter, the academic literature on family care has grown signifi-
cantly over the last 30 years and more recently the attention of policy makers has been directed
at supporting carers. However, most of the research and policy initiatives have been concen-
trated in North America, a small number of European countries and Australasia. As the NA-
BARE'’s indicated, despite the rhetoric, family carers are not on the policy agendas of several
European countries and others have only recently turned attention to their needs and circum-
stances.

The aim of this chapter has been to identify some key issues in relation to carer support and to
consider areas where there is a need for further improvement or development.

The literature considered in this chapter has identified several key questions about carer sup-
port that remain ‘unresolved’ (Pearlin et al 2001), including:

WHY support family carers?

WHO to support?

WHAT do we mean by carer support?

WHEN to provide support?

HOW and WHERE is support best provided?

In addition it has been suggested that if better support services for carers are to emerge, then
consideration will need to be given to the: availability; accessibility; appropriateness; acceptabil-
ity and the affordability of current and future services.

Although EUROFAMCARE was not intended to address all of the above issues, it nevertheless
sheds considerable light on many of them, and for the first time provides a genuinely pan-
European perspective on policies relating to the support of family carers.
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3 Assessment tool

Costis Prouskas, Kevin McKee, Cristian Balducci, Beata Wojszel, Barbro Krevers and Eva
Mnich

3.1 Introduction

This chapter describes the assessment tools that are used for family carers in the EUROFAM-
CARE project and is the same as described in the EUROFAMCARE Trans-European Survey
Report (TEUSURE) Chapter 3.

The Common Assessment Tool (CAT) used in the EUROFAMCARE study was developed over
a period of several months. It comprises a series of items and scales that were developed by
the partners specifically for this project, or selected for use from among a range of standardised
and validated published instruments. Development was achieved through a series of meetings
involving representatives of all partners, database searching for published instruments and evi-
dence of validity/reliability, and extensive discussion via email. Once items/instruments had
been selected, their availability in partner languages was determined. Where equivalent ver-
sions were not available in all languages, back translation was performed following established
protocols to ensure that satisfactory equivalent meanings and verbal stimuli were achieved in all
languages (Brislin 1970, Sechret, Fay, Zaidy, 1972 p.41). Formatting of the CAT took place,
and the draft questionnaire was tested in two pilot studies carried out in each partner country.
Following the first pilot study, substantial revision to the CAT occurred. The second pilot study
indicated the need for further minor revision. The final instrument therefore represents a third
version of the original.

Iltems and instruments were developed by the partners or selected from the research literature
with reference to a model of carer service use and quality of life as a guiding framework. Figure
1 presents this model. Derived from the work of Aneshensel and colleagues (Aneshensel et al.,
1995), the model conceptualises the relationship between constructs that are hypothesised to
impact on carer and elder service use and carer quality of life.

Figure 1: Model used as guide for questionnaire item and instrument development
and selection

Adapted from Aneshensel et al. (1995)
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Following further development, the constructs were operationalised in the CAT via a series of
variable categories: Elder’s demographic and background characteristics; Elder’s disability and
need; Carer’s demographic and background characteristics; Carer’s caregiving situation; Carer
quality of life (QoL); Financial circumstances; Service use; Characteristics and quality of ser-
vices. In addition, some variables in the CAT addressed issues related to the administration of
the questionnaire. The CAT also included a project consent form. Finally, each EUROFAM-
CARE partner was allowed to include a small number of country-specific items in their own ver-
sion of the CAT. In the Greek case the final question asked about the carers’ biggest worry (Ti
sas kaei) as a way of concluding the interview and ensuring the family carers had an opportu-
nity to freely express themselves.

In addition those family carers who were grandparents were asked a few questions about their
role as carers of their grandchildren. 194 respondents provided answers on their caring work
with grandchildren. 2

The items and instruments in each of the above variable categories will be described in detail
below. Where items/instruments were drawn from the research literature, the source will be
referenced. Where no reference is provided, the item/instrument was developed by the partner-
ship for the purpose of this study, or drawn from previous unpublished work of partnership
members.

3.2 CAT Items and Instruments
3.2.1 CAT administration

A series of items were required to clarify the source of the data. These included the name of the
interviewer (open response format) and the number of the interviewer (allocated via a national
list). The country and country region were allocated a pre-set code, and the locality was indi-
cated as metropolitan (1) urban (2) or rural (3). The data collection site was allocated a pre-set
code, and each interview allocated a case humber, which was the number of the interview car-
ried out by each interviewer (i.e., the first interview=1, second interview=2, and so forth). The
date of the interview was indicated (dd/mm/yyyy), and whether or not the elder was present at
the interview (yes=1, no=2).

Mode of recruitment

This item, indicating the manner in which the respondent had been recruited, had eight optional
responses: health or social care professional (1); priest/parish/religious organisation (2); door-
to-door (3); voluntary organisation (4); advertisement (5); lists (6); other (7); and snowball (8). If
other (7) was selected, the interviewer was asked to specify; and if snowball was selected (8),
the interviewer was asked to additionally indicate which channel had produced the respondent
(i.e., to enter the appropriate code (1-7) from the above options)

Elder’'s demographic and background characteristics

Elder's gender (male=1, female=2) and age (open response format) were identified, as were
Elder’s nationality and ethnic origin (open response format). Elder's marital status was catego-
rised as one of married/cohabiting (1), widowed (2) divorced/separated (3), or single (4).

2 This was done to provide quantitative data for a post graduate student undertaking work on Grandpar-
enting within the Marie-Curie Training Network. See www.sextant.gr
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Elder’'s residence and cohabitation status

Elder’'s usual place of residence was categorised as at home (1), in a care home (2), in shel-
tered housing (3) or other (4); if other, the respondent was asked to specify. To determine
Elder's cohabitation status, the respondent was asked who Elder lived with. For each of the
following options, the response categories were yes (1), no (0) and, where appropriate, not ap-
plicable (8): alone; with their children; with their partner; with paid carers (in their own home);
with others (specify). For those Elders not living in a care home or with their carer, the respon-
dent was asked to indicate the total number of people in the Elder’s household (including
Elder), and, of those, how many were aged 14 years or less (both open response format).

Elder’s disability and need

The respondent was asked to identify the main reason the Elder needed care and support, and
up to four other reasons.

Need for support

This construct was sub-divided into a series of domains: health needs; physical/personal needs;
mobility needs; emotional/psychological/social needs; domestic needs; financial management
needs; financial support needs; and organising and managing care and support needs. For
each need, the respondent was asked to (a) indicate whether Elder required help completely (2)
partially (1) or did not have a need for help (0); (b) to indicate who helped Elder with their need,
checking all those applicable from the options of no one, the respondent, other informal carers,
and services/support organisations; and (c) indicate (yes=1, no=0, not applicable=8) whether
the respondent would like Elder to have more help to meet their need.

Mental health problems

The respondent indicated whether his/her Elder had any memory problems (yes=1, no=0).
Those indicating ‘yes’ were asked if a doctor had given a cause for the memory problems
(yes=1, no=0). Those indicating ‘yes’ were asked if the cause was dementia (1) or other (2),
and if ‘other’ to specify the cause.

Behavioural problems

The respondent was asked a general question as to whether Elder suffered from any behav-
ioural problems (yes=1, no=0). In addition, three items assessed the frequency of specific be-
havioural problems. These items were drawn from the behavioural component of BISID (Behav-
ioural and Instrumental Stressors in Dementia; Keady & Nolan, 1996), and adapted. The items
assessed ‘wandering in or outside the home environment or behaving in a way that endangers
their safety’; ‘having difficulty holding normal conversation, having no insight into their problems,
or becoming uncooperative with requests’; and ‘behaving in ways that you find upsetting’. Re-
sponse options were ‘most of the time’ (3), ‘'sometimes’ (2), rarely (1), or ‘never’ (0).

Dependency

A single item, drawn from the COPE questionnaire (Carers of Older People in Europe; McKee
et al., 2003) asked ‘How dependent is the person you care for’, with response options ‘severely
dependent’ (4), ‘moderately dependent’ (3), ‘slightly dependent’ (2), or ‘independent’ (1). The
respondent’s perception of the older person’s level of dependency was assessed in greater
detail through the 10-item Barthel scale (Mahoney & Barthel, 1965), a 6-item IADL scale de-
rived from the Duke OARS assessment (Fillenbaum & Smyer, 1981), plus an additional item on
mobility. The six items drawn from the IADL scale assessed Elder's capacity to carry out
housework, prepare own meals, go shopping, handle money, use the telephone, and take
medication.
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For the majority of items, response options were ‘unable’ (0), ‘with some help’ (1), and ‘without
help’ (2). For the two Barthel items assessing incontinence, the response options were ‘yes,
frequent accidents’ (0), ‘yes, occasional accidents’ (1), and ‘no accidents’ (2). For the Barthel
item assessing capacity to get around indoors, there were four optional response categories:
‘unable’ (0), ‘in a wheelchair without help or walking with major physical help’ (1), ‘walking with
some help guided or supervised (2), and ‘without help, may use any aid’ (3). For the Barthel
item assessing capacity to transfer from bed to chair, there were four optional response catego-
ries: ‘unable, no sitting balance’ (0), ‘major help, 1 or 2 people, physical)’ (1), ‘minor help, verbal
or physical’ (2), and ‘without help’ (3).

Carer’s demographic and background characteristics

The respondent’s age (open response) and gender (male=1, female=2) were identified. Nation-
ality and ethnic origin were determined, both with open response formats. Marital status was
categorised as one of married/cohabiting (1), widowed (2) divorced/separated (3), or single (4).
Membership of a religious denomination was determined (yes=1, no=0), if ‘yes’ the respondent
was asked to specify (open response). Religiosity was determined by asking the respondent if
he/she was ‘not at all religious’ (0), ‘quite religious’ (1), or ‘very religious’ (2). The respondent
was asked if he/she had any children or grandchildren (response format for both items: yes=1,
no=0), if ‘yes’ the respondent was asked to indicate the number of children (both items: open
response). The total number of people in the respondent’s household, including respondent,
was requested (open response), as was the number of those children aged 14 or less (open
response). The respondent was asked to indicate his/her highest educational attainment (open
response). The respondent also indicated whether he/she was currently in education (yes=1,
no=0), and , if ‘yes’, the number of hours spent in education per week (open response).

Carer employment status

Whether the respondent was currently employed was established (yes=1, no=0), and, if ‘yes’
the number of hours work in an average week was established (open response). Occupation
was categorised as: ‘private sector employee’ (1), ‘public sector employee’ (2), ‘self-employed’
(3), ‘other, please specify’ (4). An open response item asked for type of work. For non-working
respondents only, an item asked whether the respondent’s status was ‘retired’ (1), ‘unemployed
and seeking work (2), ‘on long-term sick leave but intending to return to work’ (3), ‘a house-
wife/husband’ (4) or ‘other, please specify’ (5)

Carer’s caregiving situation

An initial question determined the number of people of 65 years of age or older to whom the
respondent provided support/care for more than four hours a week (open response). The num-
ber of hours support per week provided to Elder, the number of people not elderly to whom the
respondent provided care and support, and the total number of hours of support/care per week
provided to all people apart from Elder, were all determined as open response items. Relation-
ship to elder was determined by a forced choice item (response categories: spouse/partner=1;
child=2; brother/sister=3; daughter-/son-in-law=4; uncle/aunt=5; nephew/niece=6; cousin=7;
other (specify)=8). The proximity of the respondent to Elder was assessed, using an item drawn
from the COPE questionnaire (McKee et al., 2003) (response categories: in the same house-
hold=1; in different households but the same building=2; within walking distance=3; within 10
minutes drive/bus/train journey=4; within 30 minutes drive/bus/train journey=5; within 1 hour
drive/bus/train journey=6; over 1 hours drive/bus/train journey=7).

The typical week was assessed by asking the respondent to specify the periods they provided
care or support for Elder for each day (Monday-Sunday): early morning (approximately 5 to 9
a.m.), morning (approximately 9 a.m. to 12), afternoon (approximately 12 to 5 p.m.), evening
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(approximately 5 to 10 p.m.), and night (approximately 10 p.m. to 5 a.m.). Duration of caring for
Elder was assessed in months (open response)

Role inflexibility

Two adapted items drawn from the Social Restriction Scale (McKee et al., 2001) assessed this
construct: The respondent was asked ‘If you were ill is there anybody who would step in to help
with Elder?’ and ‘If you needed a break from your caring role is there someone who would look
after Elder for you?’ The response options for both items were ‘Yes, | could find someone quite
easily’ (1), ‘Yes, | could find someone but with some difficulty’ (2), and ‘No there is no one’ (3).

Decision to care

When prompted by the question ‘what factors influenced your decision to care for Elder?’, the
respondent could indicate ‘yes’ (1) or ‘no’ (0) to each of a list optional factors, which included
the following: a sense of duty; there was no alternative; the cost of professional care would be
too high; emotional bonds (love, affection); caring for elder makes me feel good; elder would
not wish for anyone else to care for them; because of my religious beliefs; | found myself in
these circumstances almost by chance without making a decision; there are economic benefits
for me and/or elder; a personal sense of obligation toward elder as a family member; other
(specify). The respondent was also asked to specify the principal reason from those indicated.

Positive and negative aspects of care

The COPE Index (McKee et al., 2003) was used to assess the respondent’s perception of their
caring role. This 15-item instrument contains two subscales: a six-item Negative Impact scale,
and a five-item Positive Value Scale. Three items also assess the perceived level of support
received from family, friends, and health and social care professionals respectively, and one
item assesses perceived financial difficulties. An example item is: ‘Do you feel you cope well as
a caregiver'. Response options for all items are: always; often; sometimes; and never. A ‘not
applicable’ option is available for some items.

Future care role

Gilhooly’s (1986) scales assessing carers’ willingness to continue caring and their acceptance
of institutional care were adapted and developed into two items addressing the respondent’s
perceptions of their future role. One item asked ‘in the next year, are you willing to continue to
provide care to Elder’, with response options ‘yes, and | would even consider increasing the
care | give if necessary’ (1); ‘yes, and | would consider increasing the care | give for a limited
time’ (2); ‘yes, | am prepared to continue to provide care if the situation remains the same’ (3);
‘yes, | am prepared to continue to provide care to elder but only if | have some more support’
(4); and ‘no, I am not prepared to continue to provide care to elder no matter what extra support
| receive’ (5). A second item asked ‘ Would you be prepared to consider elder’s placement in a
care home?’, with response options ‘no, not under any circumstances’ (1); ‘yes, but only if
elder's condition gets worse’ (2); and ‘yes, even if elder's condition remains the same as it is
now’ (3).

Caregiving and employment.

Respondents were asked if ‘caring for Elder has caused any restrictions to your working life or
career’. For currently employed carers, this was quantified as a reduction of working hours (re-
sponse options yes=1; no=0). Respondents selecting ‘yes’ were then asked ‘how many per
week’ (open response) and ‘what difference has this made to your income per month’ (open
response). Finally, the respondent was asked if the difference was positive (1) or negative (2).
Restriction for non-working carers was quantified as ‘| cannot work at all' (response options
yes=1; no=0) and ‘| have had to give up work’ (response options yes=1; no=0). Non-working
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carers responding ‘yes’ to the last item were further asked ‘how many hours per week were you
working before you gave up work’ (open response). Three further items (all response options
yes=1; no=0) were asked of all carers regarding restrictions to working life or career:
‘can/cannot develop professional career or studies’; ‘can/could work only occasionally’; and
‘other’, with the instruction to specify if selecting ‘yes’ to the last item.

Carer quality of life

A single item assessing carer health was taken from the Short Form-36 (SF-36; Brazier et al.,
1992). It asks the participant to record the general health status on a five-point scale, anchored
by ‘excellent’ (1) and ‘poor’ (5). From the same instrument, a single item assessed overall qual-
ity of life for the preceding two weeks, with responses recorded on a five-point scale anchored
by ‘very good’ (1) and ‘very poor’ (5).

Information on carers’ psychological well being was gathered using the World Health Organisa-
tion-5 Well-being Index (WHO, 1998), a five item scale in which each item addresses an aspect
of psychological health over the previous two weeks, and asks the participant to record how
they have felt on a six-point scale, anchored by ‘all of the time’ (6) and ‘at no time’ (0).

Financial circumstances

Respondents were asked to indicate their net household income per month (specified
amount=1; don’t know =2; refusal to answer=3). Respondents selecting 2’ or ‘3’ to the item
were shown a card indicating a series of income bands (country specific) from which they could
indicate an approximate net household income per month (with 99 coded for non response). An
identical procedure followed for the determination of the Elder's net household income per
month. A further item asked if Elder received any pension or financial support of any kind from
the state (response option yes=1; no=0).

Caregiving costs

The respondent was asked whether caring had resulted in any additional financial costs. Poten-
tial costs were indicated as ‘adaptation of the home environment or furniture’, ‘travel costs’;
‘special food’, ‘medicines’; and ‘other (specified) (response options for all items, yes=1, no=0).

Caregiving allowances

Four items (country specific) asked whether the carer or elder received financial support or al-
lowances because of the care situation. For each item, the response options were ‘Elder yes=1,
no=0; Carer yes=1, n=0’, dependent upon the appropriateness of the designated recipient for
the respective allowance/financial support.

An additional item allowed the respondent to indicate whether they or their elder received any
other form of financial support (specified; response options as above). The total amount of
benefits received for carer and elder were then required (open response format), indicated for
both as per week (1), per month (2) or per year (3).

Service Use

Respondents were asked to exhaustively list the services used by themselves and their Elder in
the previous 6 months. Separately for each service listed, the following questions were asked.
First, whether the service had met carer's/elder’'s needs (mostly yes=1, mostly no=0). Second,
whether the respondent or elder paid for the service when utilised (yes=1, no=0). Third, if the
answer to the previous question was ‘yes’, to indicate the cost (open response) per unit (open
response in terms of quantity such as per visit, per hour, etc.). Fourth, how often elder/carer
used the service (open response in terms of time, e.g., daily, weekly, etc.). Finally, the number
of the previously expressed units of the service that had been received by carer/elder in the last
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6 months. Carers were asked if there were any services they or Elder still needed that they had
stopped using (yes=1, no=0). Those carers responding ‘yes’ were then asked to specify up to
the three most important services they had stopped using, and to indicate for each specified
service whether the reason they had stopped using the service was because it was ‘too expen-
sive’; ‘too distant’; because of the ‘low quality of the service’; because it was ‘not available any-
more’; because carer/elder was ‘no_longer entitled to use it’; or ‘other’ (specified). A similar
question protocol was used to identify if their were any services that the Carer or Elder needed
but had not used so far (yes=1, no=0). Again, where the answer to this item was ‘yes’, the re-
spondent was asked to specify up to the three most important services they had not used, and
to indicate for each specified service whether the reason they had not used the service was
because it was ‘too expensive’; ‘too distant’; because of the ‘low quality of the service’; because
they ‘didn’t know about it’; because carer/elder was ‘not entitled to use it’; or ‘other’ (specified).

Respondents who used no services in the previous six months were asked to list the three most
important reasons why carer/elder did not access services (open response). All respondents
were then asked to list the three most important factors (e.g., people, organisations, facilities)
that had been the greatest help to them accessing services; and the three most important fac-
tors that had caused the greatest difficulty to them in accessing services (both open response).

Characteristics and quality of services

A series of items were developed to assess carers’ perceptions of the importance of different
forms of careqiving support. Fourteen items were used to assess this domain. Each item was
preceded by the statement ‘How important is support that gives you...’; an example item being
‘Information and advice about the type of help and support that is available and how to access
it. Each item had the response options ‘very important’ (2), ‘quite important’ (1), ‘not important’
(0), and for selected items ‘not applicable’ (8). A second component of the question asked for
each item ‘Is this [support] currently being met?’ (response options mostly no=0, mostly yes=1).
The respondent was then asked to rank order from all those forms of support indicated as ‘very
important’ the three most important forms of support (response format adapted from Krevers &
Oberg, 2002).

A series of items were developed to assess carers’ perceptions of the importance of different
service characteristics. Twelve items were used to assess this domain. Each item was pre-
ceded by the statement ‘How important are the following characteristics of a service for you...’;
an example item being ‘Help is available at the time you need it most’. Each item had the re-
sponse options ‘very important’ (2), ‘quite important’ (1), ‘not important’ (0). A second compo-
nent of the question asked for each item ‘Is this [characteristic] currently being met?’ (response
options mostly no=0, mostly yes=1, and for selected items not applicable=8). The respondent
was then asked to rank order from all those service characteristics indicated as ‘very important’
the three most important service characteristics (response format adapted from Krevers &
Oberg, 2002).

3.3 Item transformation

A number of variables pertaining to the different CAT categories were transformed in order to
assist data analysis. Variable transformation was driven by a careful examination of the distribu-
tion of the original variables and guided by both the model used as a framework for the study
(Figure 1) and the relevant literature on caregiving and service use. Transformations mainly
consisted of recoding variables’ response categories. In a number of circumstances this re-
coding was followed by a combination of two or more recoded variables to create new theoreti-
cally relevant third variables (e.g., summary measures). A summary of the transformed items is
presented in table 1 and 2.
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Elder’'s demographic and background characteristics

Elder's marital status was recoded by aggregating together the categories ‘widowed’, ‘di-
vorced/separated’ and ‘single’ (1) of the original variable vs. ‘married/cohabiting’ (0), whilst
elder’s usual place of residence was recoded so as to differentiate elders who lived ‘at home’
(1) from those living in a ‘care home’ or ‘sheltered housing’ or ‘other places’ (0).

Elder’s disability and need

A measure of elder’'s cognitive status was constructed by combining the variables assessing
elder’'s memory and behavioural problems. The variable cognitive status consisted of the follow-
ing categories: ‘no cognitive disorder’ (0), for elders without memory or behavioural problems;
‘behavioural problems without cognitive disorder’ (1), for elders reporting at least ‘rarely’ one of
the behavioural problems listed in questionnaire, but not reporting memory problems; ‘age as-
sociated memory impairment’ (2), for elders with memory but no behavioural problems; and
‘suspected dementia’ (3), for elders showing both behavioural and memory problems.

A measure of elder’'s dependency was derived taking into account both cognitive and functional
disability. To this end a disability index was first derived, which took into account ADL, IADL,
and the additional mobility item (see section 3.2.3.4). These items were first dichotomised as to
separate elders with the highest degree of disability (1=not able or not continent, where appro-
priate) from the less disabled others (O=able with or without help or continent, where appropri-
ate) and then summed to produce the disability index, which had a theoretical range of 0 to 17.
The dependency variable was then constructed by combining a dichotomous version of the
cognitive status variable above — where elders without cognitive disorder were differentiated
from those with cognitive disorder — and a dichotomous version of the overall disability index —
where the median (50th percentile) of the distribution was used to distinguish elders with
no/slight disability from elders with more severe functional disability. Thus, the elder's depend-
ency variable was made up by the following categories (groups) of elders: ‘cognitively able and
no/slight disability’ (0); ‘cognitively able and more severe disability’ (1); ‘cognitively impaired and
no/slight disability’ (2) and ‘cognitively impaired and more severe disability’ (3). A three-category
ordinal measure of elder’'s dependency was also made available for more complicated — rather
than merely descriptive — analyses, in which the ‘cognitively able and more severe disability’
category was merged with the ‘cognitively impaired and no/slight disability’ category of the
original dependency variable.

Table 1: CAT transformed elder-related variables

Variable name Categories/Levels Values

Elder's marital status

Widowed, divorced/separated or single 1

Married/cohabiting 0

Elder’s usual place of residence

At home 1

Care home/sheltered housing/other places 0
Elder’s cognitive status

No cognitive disorder 0

Behavioural problems without cognitive disorder 1
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Age associated memory impairment 2

Suspected dementia 3
Elder's dependency

Cognitively able and no/slight disability 0

Cognitively able and more severe disability 1

Suspected cognitive disorder and no/slight disability 2

Suspected cognitive disorder and more severe disability 3

Carer’s demographic and background characteristics

As with the recoding of the elder-related variable, carer's marital status was recoded by aggre-
gating together the categories ‘widowed’, ‘divorced/separated’ and ‘single’ (1) of the original
variable vs. ‘married/cohabiting’ (0), while carer’s relationship to elder was recoded by differen-
tiating ‘partner/spouse’ (0) from ‘child’ (1) from ‘son/daughter in law’ (2) from ‘others’ (3). The
number of children aged 14 or less in carer’s household was dichotomised as ‘no children aged
14 or less’ (0) vs. ‘at least one children aged 14 or less’ (1). For the variable carer’s highest
educational attainment, a synthesis was achieved at the European level by recoding the coun-
try-specific categories into three levels of educational attainment: ‘low’ (1) vs. ‘intermediate’ (2)
vs. ‘high’ (3). Finally, a variable indicating carer’'s employment status was created, which distin-
guished ‘retired’ (0) vs. ‘all other non working’ (e.g. housewife/househusband) (1) vs. ‘working’
(2) carers.

Carer’s caregiving situation

The proximity of the respondent to Elder was recoded as ‘cohabitant’ (1) vs. ‘non-cohabitant’
(0).

From variables reporting on respondent’s caregiving in a typical week, a measure indicating the
number of nights of caregiving was derived. This was done by creating a new dichotomous
variable for each day of the week, indicating whether caregiving activities were carried out dur-
ing the night and early morning (from 10 p.m. to 9 a.m., see 2.5 above) (1) or not (0). By sum-
ming together all these seven variables representing each day of the week, an index reporting
on the number of nights of caregiving in a typical week was produced, with values ranging from
Oto7.

From the same typical week variable a further index was derived, which indicated the number of
units of caregiving provided during the weekend. This was built by summing together the peri-
ods in which the carer provided care or support to elder on Saturday and Sunday. This measure
could range from 0 to 10 (week-end entirely devoted to caregiving).

Financial Circumstances

An index was created, which reported on the number of additional costs (travel costs, special
food, etc.) due to caring. The theoretical range for the additional costs index was 0 to 5 (maxi-
mum number of additional costs).

Service use

Two indexes reporting on the number of services used by elder and by carer were also created
and used as measures of service use. These indexes were built by creating a new variable
(1=service used vs. O=service not used) for each service that could be potentially used by the
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elder and by the carer. Since in the questionnaire it was possible to report a maximum number
of 30 services, of which 15 were used by the elder and 15 by the carer, both the new indexes of
elder and carer _service use had theoretical ranges of 0 to 15 (maximum number of services

used).
Table 2: CAT transformed carer-related variables
Variable name Categories/Levels Values
Carer’s marital status
Widowed, divorced/separated and single 1
Married/cohabiting 0
Carer’s relationship to elder
Partner 0
Child 1
Son/daughter in law 2
Others 3
Number of children aged 14 or less in carer’s household
None 0
At least one 1
Carer’s highest educational attainment
Low 1
Intermediate 2
High 3
Carer’s employment status
Retired 0
All other non-working (e.g., housewife/househusband) 1
Working 2
Proximity of the respondent to Elder
Cohabitant 1
Non-cohabitant 0
Number of nights of caregiving in typical week
0-7
Units of caregiving during week-end
0-10
Additional costs index
0-5

Number of services used by elder
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0-15

Number of services used by carer

0-15

3.4 Scale development

In this section, the psychometric procedure followed in order to construct scales from individual
CAT items will be described. Descriptive statistics for Elder-related scales are presented in
Table 3, while descriptive statistics for Carer-related scales are presented in Table 4.

Elder disability and need

The three items of the BISID (Keady and Nolan, 1996; see 3.2.3.3) were used to develop a
measure of behavioural problems. Participants’ responses to these three items had a satisfac-
tory internal consistency (a=.78). Thus, responses to the three items were summed to produce
a behavioural problems scale with a theoretical range of 0 to 9 (highest frequency of behav-
ioural problems). The strong positive skew obtained on the scale implies that it is not optimally
suited to discriminate individual differences at lower levels of behavioural problems in this sam-

ple.

The six items of the Duke OARS assessment of IADLS (see section 3.2.3.4) were first recoded
(1=not able vs. O=able with or without help to carry out activity), before being analysed for their
internal consistency (a=.78), and finally summed to produce an IADL scale with a theoretical
range of 0 to 6 (highest number of activities for which elder needed help). The scale mean and
median were quite high (M=4.27, SD=1.74; Median=5.00) indicating that the cared-for elders
had, on average, a high degree of impairment on these kind of activities.

The individual items comprising the Barthel Index of ADLs (Mahoney & Barthel, 1965; see sec-
tion 2.3.4) were then considered. The two Barthel items with four response categories had their
two middle categories collapsed, prior to determining the internal consistency of the items,
which was high (¢=.92). The Index makes use of a weighting system for scale scoring, with
each item response score multiplied by 5 prior to summing, producing a theoretical range of0 to
100 (totally independent on activities of daily living). There were a high number of missing val-
ues on this scale (N=239, 4%). Mean and median values were moderately high (M=69.70,
SD=29.75; Median=80.00), indicating that the majority of elders had a high level of indepen-
dece on ADL activities.

To have available for analysis a more sensitive measure of functional impairment than ADL and
IADL taken alone, the disability index was used (see section 3.3.2). The index had an excellent
internal consistency (a=.93). Due to the number of items comprising the scale, there was a high
number of missing cases (n=306, 5.2%). The mean and median (M=5.43, SD=5.04; Me-
dian=4.00) indicated a relatively low level of functional disability in the sample.

A further indicator of elder dependency was built through summing the items assessing need
for help in different domains (see section 2.3.1). Items were recoded into dichotomous vari-
ables (partial need for help (1) vs. no need for help (0)). The newly created items had satisfac-
tory internal consistency (a=.69), and were summed to produce a scale of overall need for as-
sistance with a theoretical range of 0 to 8 (highest need for assistance). The scale mean and
median were high (M=6.02, SD=1,79; Median=7.00) indicating a substantial need for help.
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Table 3: Elder-related scales

Scale name N N missing (%) | Mean (SD) Median Skew. (SE) Kurtosis (SE) | Min. Max. Alpha
Behavioural problems

5894 29 (.50) 2.00 (2.56) 1.00 1.12(.03) .14(.06) 0.00 9.00 .78
IADL

5869 54 (.90) 4.27 (1.74) 5.00 -.63 (.03) -.64(.06) 0.00 6.00 .78
Barthel Index

5684 239 (4.0) 69.70 (29.75) |80.00 -.99(.03) -17(.07) 0.00 100.00 .92
Disability index

5617 306 (5.2) 5.43(5.04) 4.00 .88(.03) -.30(.07) 0 17.00 .93
Overall need for assistance

5811 112 (1.9) 6.01(1.79) 7.00 -.89(.03) .07(.06) 0 8.00 .69
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Carer-related scales
Well-being Index

The five items of the World Health Organisation-5 Well-being Index (WHO, 1998) demonstrated
high internal consistency (o= .87) and were summed to produce the Well-being Index with a
theoretical range of 0 to 25 (highest well-being). The mean and median (M=13.89, SD=5.99;
Median= 15.00) were close to the scale mid-point.

Caregiving Indexes

Iltems assessing the Elder's need for support (see section 3.2.3.1) were recoded into dichoto-
mous items for use in four scales assessing the number of Elder’'s needs covered by the carer,
by other informal supporters, and by formal supporters, and needs for which more help was
required

Elder’s needs covered by carer

The items assessing elder’s need for support were here recoded into ‘need covered by carer’
(1) vs. ‘need not covered by carer’ (0) and checked for internal consistency (o= .70) and were
then summed to create a scale of elder’'s needs covered by carer, with a theoretical range of 0
to 8 (highest number of needs covered by interviewed carer).

Elder’s needs covered by informal supporters

The items assessing elder's need for support were here recoded so as to indicate needs for
which other informal carers provided help (1=need covered by other informal carers vs. 0=not
covered by other informal carers). The items’ internal consistency was good (a=.84) and they
summed to produce a scale of elder's needs covered by informal support other than carer with
a theoretical range of 0 to 8 (highest number of needs covered by other informal carer).

Elder’s needs covered by formal services

The items assessing elder's need for support were here recoded so as to indicate needs for
which help was received by services or other dedicated organizations (1=need covered by ser-
vices or support organizations vs. 0=not covered by services or support organizations). The
items’ internal consistency was good (a=.82), and when summed produced a scale of elder’'s
need’s covered by formal support with a theoretical range of 0 to 8 (highest number of needs
covered by services or support organizations). The scale mean and median (M=.85, SD=1.60;
Median=0.00) clearly indicated that elder's needs covered by services or support organizations
were on average very few.

Elder’s needs for which more help is required

The items assessing elder's need for support were here recoded so as to indicate needs for
which the carer would like to have more support (1=yes, 0=no/not applicable). Internal consis-
tency for these items was very good (0=.86), and the items were summed to produce a scale of
carer perceived need for support with a theoretical range of 0 to 8 (highest number of needs for
which carer wanted more support for elder).
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Table 4: Carer-related scales

Scale name N N missing (%) | Mean (SD) Median Skew. (SE) Kurtosis (SE) [Min. Max. Alpha
Negative impact of caregiving

5847 76 (1.3) 11.89 (4.35) 11.0 1.07(.03) .78(.06) 7.00 28.00 .83
Positive value of caregiving

5783 140(2.4) 13.45(2.2) 14.0 -.74(.03) .01(.06) 4.00 16.00 .65
Quality of support in caregiving

5810 113(1.90) 10.78(3.01) 11.0 -.11(.03) -.69(.06) 4.00 16.00 .66
Well-being index

5880 43(.70) 13.89 (5.99) 15.0 -.31(.03) -.65(.06) 0 25.00 .87
Elder’s needs covered by carer

5830 93(1.6) 5.31 (2.00) 6.00 -.54 (.03) -.55(.06) 0 8 .70
Elder’s needs covered by informal support other than carer

5829 94(1.6) 1.82 (2.26) 1.00 1.12 (.03) .14 (.06) 0 8 .82
Elder’s needs covered by formal support

5827 96(1.6) .85 (1.6) 0.00 2.06 (.03) 3.6 (0.6) 0 8 .86
Carer perceived need for more support

5634 289(4.9) 2.13 (2.46) 1.00 .98(.03) -.25(.07) 0 8 .86
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COPE Index

The Cope Index was developed to measure need in carers of older people. The instrument can
be used in two main ways. First, the instrument can be used to facilitate a dialogue between a
carer and a care practitioner about important aspects of the caregiving relationship. This is
done through providing a profile of the caregiving relationship as indicated by the carer’s re-
sponses to each of the fifteen COPE Index items. Important contextual information for under-
standing the caregiving relationship is also provided through the Carer Details section of the
COPE Questionnaire. Second, the scores on some of the COPE Index items can be summed to
give an indication of how well the carer is coping with the caregiving relationship. The COPE
Index has been already validated (McKee et al, 2003), with findings showing the presence of
two reliable factors (Negative Impact and Positive Value) with remaining items addressing do-
mains of quality of support or financial difficulties. However, EUROFAMCARE offered the op-
portunity to assess the construct validity of the Index in a more substantial European sample,
and the opportunity was taken to re-examine the internal structure of the instrument.

A principal component analysis (PCA) with varimax rotation was run on the COPE items, first
within countries to determine variability in the resultant solution, and then on the complete six-
countries dataset once the variation across country-specific solutions was determined to be
relatively minor. The analysis indicated the presence of three underlying components. Table 4
presents the item loadings and percent variance explained of the three components following
varimax rotation. The first component (23.63% of variance explained) consisted of items 2—7
and 14 and tapped a dimension of caregiving burden. In accordance with McKee et al. (2003),
the component was named Negative Impact. The second component (13.96% of variance ex-
plained) consisted of items 1, 9, 11, 13 and tapped aspects of value related to the caregiving
role. Accordingly, this component was named Positive Value. A third component (13.61% of
variance explained) consisted of the remaining four items: 8, 10, 12 and 15, and tapped the
perceived adequacy of social and professional support available. Again in accordance with
McKee et al. (2003), this component was named Quality of Support (Table 5).

In general terms the EUROFAMCARE analysis was consistent with that conducted by McKee
et al. (2003), although the evidence for a third component in the earlier analysis was much
weaker than in the latter. Additionally in the EUROFAMCARE analysis, item 6 (caregiving
causes financial difficulties) loaded on the Negative Impact component, whereas in the McKee
et al (2003) analysis it failed to load on any component. Moreover, item 10 (feeling well sup-
ported by family) loaded on the Quality of Support component in the EUROFAMCARE analysis,
whereas in McKee et al. (2003) it loaded on Positive Value.

After this preliminary exploratory work, the COPE Index subscales were developed. The Nega-
tive Impact items were analysed for their internal consistency, which was satisfactory (0=.83),
and were summed to create the Negative Impact subscale with a theoretical range of 7 to 28
(highest impact of caregiving). The items comprising the Positive Value subscale had a low
alpha (a=.65), although Kline (1999) argues that for a psychological construct with relatively few
items, an alpha of .6 to .7 is acceptable. Thus, the items were summed to produce the Positive
Value scale with a theoretical range of 4 to 16 (highest positive value). Finally, the items on the
Quality of Support component produced a similar level of internal consistency («=.66) and were
therefore summed to give a subscale with a theoretical range of 4 to 16 (highest quality of sup-
port).
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Table 5: The Cope Index: Items and factor loading
Cope Items Negative Impact Positive Value Quality of Support
...cope well as a caregiver? 0.51
...caregiving too demanding? 0.71
...caregiving cause difficulties in your relationships with friends? 0.73
...caregiving have a negative effect on your physical health? 0.76
...cause difficulties in your relationship with your family? 0.62
...caregiving cause you financial difficulties? 0.61
...feel trapped in your role as a caregiver? 0.70
...feel well supported by your friends and / or neighbours? 0.66
...find caregiving worthwhile? 0.73
...feel well supported by your family? 0.60
...have a good relationship with the person you care for? 0.74
...feel well supported by health and social services? 0.69
...feel that anyone appreciates you as a caregiver? 0.59
...caregiving have a negative effect on your emotional well-being? 0.70
...feel well supported in your role of caregiver? 0.69
Variance Explained 23.63% 13.96% 13.61%
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3.5 The Common Assessment Tool — Follow-Up Questionnaire (CAT-FUQ): Item
and scale development and description.

Background

As part of the EUROFAMCARE project, a follow-up phase of data collection occurred one year
after the initial survey (see Chapter 9). For this second wave of data collection, a follow-up ques-
tionnaire (CAT-FUQ) was developed that drew substantially on the CAT instrument used in the first
wave, in order that comparison between the two waves of data would be most optimally effected.
This section therefore describes the development of the instrument and its content.

The Common Assessment Tool — Follow-up Questionnaire: Development

The development of the Common Assessment Tool — Follow-up Questionnaire (CAT-FUQ) fol-
lowed a similar trajectory to that of the original CAT. The first stage of development involved the
selection of items and scales from the CAT that it was felt were essential for inclusion in the CAT-
FUQ in order to understand the change in circumstances among our carer sample between the
first and second wave of data collection. In this respect, the same variable categories as obtained
for the CAT also applied for the CAT-FUQ: Elder’'s demographic and background characteristics;
Elder’s disability and need; Carer’s demographic and background characteristics; Carer’s caregiv-
ing situation; Carer quality of life (QoL); Financial circumstances; Service use; Characteristics and
quality of services. To maximise comparability, items and scales selected from the CAT for inclu-
sion in the CAT-FUQ were altered only if a) problems had been found in their original administra-
tion, and/or b) it was necessitated as a result of a change in mode of administration between the
two waves.

In addition to the inclusion of variables in the CAT-FUQ that addressed issues related to the ad-
ministration of the questionnaire, some new items were also included that the project group felt
were justified on the basis of issues emerging from the first wave of data. For new items, devel-
opment proceeded in the same way as for the original CAT items (see Section 1). Following the
development of the CAT-FUQ, the draft questionnaire was tested in a pilot study carried out in
each partner country. The final instrument described below therefore represents a second version,
which incorporates minor changes to the original that followed evaluation of the pilot study results.

Each EUROFAMCARE partner was allowed to include a small number of country-specific items in
their own version of the CAT-FUQ. The description of these items can be found in the partners’
respective NASUREs.

The items and instruments in each of the above CAT-FUQ variable categories will be described
below. Where items/instruments were drawn from CAT and remain unchanged, the reader will be
directed to the item description given earlier in this Chapter. CAT items that were altered for the
CAT-FUQ, and new items not included in the CAT, will be described in full in the Sections below.
Where a new item was drawn from the research literature, the source will be referenced. Where no
reference is provided, the item/instrument was developed by the partnership for the purpose of this
study, or drawn from previous unpublished work of partnership members.

CAT-FUQ Items and Instruments
CAT-FUQ administration

A series of items were required to clarify the source of the data. The date of issue of the question-
naire was indicated (dd/mm/yyyy), and the guestionnaire number, which was required in order to
case match with the CAT questionnaire completed by the same participant. Country code was also
included, as well as the name of the interviewer and the number of the interviewer (see section
2.1). The mode of administration was then indicated by the interviewer, with response options be-
ing ‘postal’ (1), ‘phone’ (2), ‘postal supplemented with phone’ (3), ‘face to face’ (4), other (5). In
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case the latter mode of administration was used, the interviewer was required to specify (open re-
sponse).

Items to determine current caregiving status

The first section of the CAT-FUQ contained items that had the dual purpose of determining
whether the participant was still providing care for their care-receiver (and therefore eligible for
inclusion in the follow-up study), and recording some basic data on the participant.

Question 1 asked ‘Are you still providing more than 4 hours of care/support per week for the same
Elder we spoke about in our original interview’ (yes=1, no=0). Participants answering ‘no’ were
directed to Questions 2 and 3 (see below) before proceeding to the following questions, while par-
ticipants answering ‘yes’ were directed to Question 4, thereby omitting Questions 2 and 3.

Question 2 asked ‘How many months ago did you stop/reduce caring for elder’, with an open re-
sponse where the number of months was required. Question 3 asked ‘Why are you no longer pro-
viding more than 4 hours of care and support per week to Elder?’ There were three response op-
tions. Option A was ‘Elder still needs more than four hours of care and support, but somebody else
is providing that amount of care and support’, with alternative boxes for selecting to indicate who
the ‘somebody else’ was: ‘other family member’ (1), ‘professional carer’ (2), ‘nursing home’ (3),
and/or ‘other’ (4). Option B was ‘Elder died’, with alternative boxes for selecting to indicate the
place of death as ‘at home’ (1), ‘in a nursing home’ (2), ‘in hospital’ (3), or ‘elsewhere’ (4). Finally,
Option C was ‘If there is another or additional reason, please specify’ (open response).

After these two questions answered only by participants no longer providing more than 4 hours of
care, all participants answered Question 4 (and subsequent questions). This question was the
single item measure of carer health status drawn from the Short Form-36 (SF-36; Brazier et al.,
1992). Following this question, a single item assessed overall carer quality of life for the preceding
two weeks, also drawn from the SF-36, and information on carers’ psychological well being was
gathered using the World Health Organisation-5 Well-being Index (WHO, 1998) (see Section
3.2.6).

Finally, an item asked ‘Generally speaking, who do you consider should be responsible for the care
and support of older people’. Response options were ‘the family should have full responsibility’ (1),
‘family should have main responsibility, state/society/public authority contribute’ (2),
‘state/society/public authority should have main responsibility, family contribute’ (3),
‘state/society/public authority should have full responsibility’ (4), and ‘it is difficult to say’ (5).

Following this item, carers providing 4 hours of care per week or less were directed to the final sec-
tion of the questionnaire, which offered the opportunity to provide additional comments (see Sec-
tion 3.5.3.3.6) before returning the questionnaire to the researcher. Carers providing more than 4
hours of care per week were asked to continue to the main questionnaire.

CAT-FUQ Main Questionnaire

Elder’s residence

An item determined Elder’s usual place of residence (see Section 3.2.2.1)

Elder’s disability and need
Mental health problems

As in the CAT, the respondent indicated whether his/her Elder had any memory problems (yes=1,
no=0). Those indicating ‘yes’ were asked if a doctor had given a cause for the memory problems
(yes=1, no=0). Those indicating ‘yes’ were asked if the cause was dementia (1) or other (2), and if
‘other’ to specify the cause.
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Behavioural problems

The three items from the CAT assessing the frequency of specific behavioural problems (see Sec-
tion 2.3.3) were again used here (Behavioural and Instrumental Stressors in Dementia, BISID;
Keady & Nolan, 1996).

Dependency

As in the CAT, dependency was assessed through the 10-item Barthel scale (Mahoney & Barthel,
1965), a 6-item IADL scale derived from the Duke OARS assessment (Fillenbaum & Smyer, 1981),
plus an additional item on mobility (see Section 3.2.3.4).

Carer’s demographic and background characteristics
Carer employment status and impact of caregiving on employment

Whether the respondent was currently employed was established (yes=1, no=0).

For participants responding ‘yes’, the number of hours work in an average week was established
(open response). The participant was then required to select one of three optional responses: ‘all in
all the number of your working hours per week is unchanged despite caring for Elder’ (1), ‘because
of caring for elder you had to reduce your working hours’ (2), or ‘you had to reduce your working
hours not because of caring for Elder, but for another reason’ (3). Finally, participants who had to
reduce their working hours were asked to indicate by how many hours per week reduced (open
response in hour units), and to indicate the difference this had made to their net income per month
(open response in national currency units, e.g. Euro, Pound Sterling, etc.).

For participants responding ‘no’, the participant was required to select one of three options: ‘be-
cause of caring for elder you cannot work at all’ (1), ‘because of caring for elder you had to give up
your job during the last 12 months’ (2), or ‘you stopped work not because of caring for elder but for
another reason’ (3). Non-working participants who had to give up their job/stop working (option 2
or option 3) were then required to indicate ‘how many hours were you working each week before
you had to give up/stop work’ (open response in units of hours).

Finally, two items drawn from the CAT were asked of all carers regarding restrictions to working life
or career (see Section 3.2.5.5): ‘can/cannot develop professional career or studies’; ‘can/could
work only occasionally’ (all response options yes=1; no=0)

Change in circumstances

A single item asked ‘are there any significant changes in the last year that affected your life that we
have not covered’ (response options, yes, no). Participants indicating ‘yes’ were asked to specify
(open response).

Carer’s caregiving situation

As in the CAT, The number of hours support per week provided to Elder was established, as was
the total number of hours of support/care per week provided to all people apart from Elder, both
determined as open response items in units of hours per week. The proximity of the respondent to
Elder was assessed using the same item as in the CAT (see Section 3.2.5)

Role inflexibility

One item drawn from the Social Restriction Scale (McKee et al., 2001) assessed this construct as
in the CAT (see Section 2.5.1): The respondent was asked ‘If you needed a break from your caring
role is there someone who would look after Elder for you?’ The response options were ‘Yes, | could
find someone quite easily’ (1), ‘Yes, | could find someone but with some difficulty’ (2), and ‘No
there is no one’ (3).
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Positive and negative aspects of care

As in the CAT, The COPE Index (McKee et al., 2003) was used to assess the respondent’s per-
ception of their caring role (see Section 3.2.5.3).

Future care role

The CAT item assessing carers’ willingness to continue caring (adapted from Gilhooly, 1986) was
utilised in the CAT-FUQ (see Section 3.2.5.4).

Caregiving allowances

Four items (country specific) asked whether the carer or elder received financial support or allow-
ances because of the care situation, with response options for each item being yes (1) vs. no (0).
An additional item allowed the respondent to indicate whether they or their elder received any other
form of financial support (specified; response options as above). The total amount of benefits re-
ceived per month was then required (open response format). This group of items was a slightly
modified version of those included in the CAT (see section 3.2.7.2).

Service Use

A comprehensive lists of services used by carers and elders was derived from the CAT dataset,
and used to compile an assessment of service use in the CAT-FUQ.

From the list of services, respondents were asked to indicate, for first elder and then themselves,
whether each service had been used in the last 6 months (check ‘yes’ if true). For those services
checked ‘yes’, the number of units of service was required (open response, units variable by ser-
vice), as was the frequency of service use, indicated as optionally ‘per day’ (1), ‘per week’ (2), ‘per
month’ (3), or ‘in 6 months’ (4).

For services used by Elder, and for services used by carer (respondent), participants were asked
to list the three services used in the last 6 months that had been most helpful and the three ser-
vices used in the last 6 months that were not helpful (both open response).

Additional comments

Respondents were provided with an opportunity to express ‘comments, suggestions, experiences
or ideas’ (open response).
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4 Sampling, recruitment and representativeness of the sample

Elizabeth Mestheneos, Costis Prouskas and Judy Triantafillou

4.1. Aims of chapter 4

The aim of this chapter is to present how the data were collected in Greece, the overall sampling
strategy used, and a comparison with the results from the other participating countries within the
project. Finally consideration is given to the representativeness of the samples.

4.2. Method and sample

A standard evaluation protocol (STEP) for the national surveys (NASUR) was developed to make it
possible to merge the data into a common database. This STEP for NASURE contained among
other things guidelines on:

B how to prepare the data collection

B how to evaluate the percentage of family carers in the whole population and to develop sam-
pling strategies

B how to train the interviewees
B the criteria of the sample unit (i.e. definition of “family carer of older people”)

To ensure a reasonable level of representativeness and comparability at European level of the
data collected on the most relevant caregiving situations, an agreement on a common definition of
the elementary “sample unit”, to be used as the basis for the National Surveys, had to be found.
Representativeness means here to collect data which represents the plurality of possible care
situations, which means the real distribution of care situations in each country is not necessarily
reflected. The recruitment of family carers for interviewing i.e. the type of sampling was non-
random sample, involving a combination of judgemental and informed expert advice (Lonner and
Berry, 1986: 87)

4.2.1 Sample units

The main family caregiver in the study was defined as any person who provides at least 4 hours
per week of care/support/help to an 65 year old or older relative for any kind of need, except for
financial support only.

This definition includes, among others, any person who:

B perceives him/herself to be a carer according to the above definition (supporting an older per-
son for at least 4 hours per week);

B organises the care provided by others, and these organisational tasks engage him/her for more
than 4 hours per week;

B provides care to an elderly relative living at home; however, in order to take into account the
reality of some areas in Southern Europe, where at times carers are expected to provide some
kind of care to relatives even when the latter live in residential care settings (nursing homes, shel-
tered housing etc.), these cases were also accepted into the sample, provided that they met the
inclusion criteria as specified by the above definition of primary caregiver.
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This definition excludes any person who:

B only provides financial support to the elderly relative;

B just “visits” (even if for more than 4 hours per week) an elderly relative living in residential care
settings.

In the situation where a carer provided support to more than one elderly person, the data collected
referred to the most relevant care giving situation; in case more than one carer provided support to
the same person, data had to be collected from the relative providing most care.

4.2.2 Sampling strategy

The sampling strategy used to recruit family carers for the Greek sample of the EUROFAMCARE
project was undertaken in the following manner:

= sample units: in accordance with the common research protocol, individuals living in
Greece who cared for dependent older persons aged 65+, for at least 4 hours per week (excluding
those providing only financial support or companionship) were the target group to be recruited for
interviewing. In Greece, however, a major difficulty in drawing up any accurate sampling strategy
lies in the lack of systematic epidemiological data and research in general, with the exception of
the National Census. There are no nation-wide or regional statistical data on the family carers of
dependent older people in Greece. The statistical sampling of the 1000 carers to be interviewed
could not be planned using any existing data base. The Census provides the only data on the dis-
tribution of older people aged 65+ living at home but is not a reliable basis for sampling since:

— there is still a noticeable tendency for people to return to their villages of origin for the Cen-
sus, though it might be argued that this is less likely amongst dependent older persons

— the dependent elderly from rural areas are more likely to have left their home and gone to
live with children in urban areas with the onset of dependency

— there are still seasonal patterns of residence, with some dependent people going back to
their village for extended periods in the summer months; this often involves their care by a
different family carer

. sample areas and municipalities: 6 areas or regions of Greece were chosen as the sam-
pling base following wider geographical regions and types of location. There are few noticeable
regional differences except with respect to remoteness from the metropolitan regions (this includes
mountainous areas and the islands) a feature that is combined with a low density of population;
and with respect to income, with Thrace, Epirus and the Aegean Islands being the poorest areas.
The main areas selected for sampling took into consideration the issues of population density and
remoteness, as follows:

— Attiki including the metropolitan area of Athens-Piraeus and containing nearly 40% of the
whole population

— Macedonia including the metropolis of Thessaloniki containing over 20% of the population

— the Peloponnesus (with over 10% of the whole population) and including the cities of
Patras and Corinth

— the largest island of Crete (with nearly 6% of the population), including the city of Herak-
leion

— North West Greece (on the basis of its relative remoteness) including the towns of Corfu,
Arta and loannina . The Regions of Epirus and the lonian islands containing 4% of the
population. With over 70 inhabited islands in Greece it was felt important to include at least
one small island, Corfu
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— Mainland (central) Greece to ensure an adequate representation of rural and semi rural

communities 7% of the population are resident in the area of Thessaly.

In all the six areas two types of municipality were chosen; in the two major cities the sample in-
cluded central municipalities and peripheral urban areas; while in the other areas urban and rural
municipalities were chosen.

The reason for maximising the number of areas chosen was to ensure that family carers in quite
different regions and types of community were reached and thus any variations in support services
would be noted. In addition, it was felt that this would cover some of the regional and urban/rural
differences in income levels.

Table 1. Greek Sampling Areas

Region

Locality

Site

1. Attica

Athens

Centre

North Suburbs
West Suburbs

South Suburbs
East Suburbs

Piraeus

Centre
Suburbs

2. Peloponnese

Achaia

Patra
Patra Villages

Corinthia

Corinth
Corinth Villages

Arcadia

Arcadia
Arcadia Villages

3. Mainland Greece

Evoia

Chalkida
Chalkida Villages

Trikala

Trikala
Trikala Villages

Voiotea

Thebes
Thebes Villages

4. Macedonia

Thessaloniki

Centre

North Suburbs
East Suburbs
West Suburbs
South Suburbs

Imathia

Naousa
Naoussa Villages

5. Crete

Irakleion

Irakleion (City)

Irakleion Villages

Chania

Chania (City)
Chania Villages

6. NorthWestern Greece

loannina

loannina (City)
loannina Villages
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Arta Arta (City)
Arta Villages
Kerkyra Kerkyra (City)

Kerkyra North
Kerkyra South

4.2.3 Recruitment procedure

For each of the six areas one or more co-ordinators were identified. In the Region of Attiki there
were five co-ordinators, in Thessaloniki two, while in the other regions there was one per region. All
co-ordinators received training in Athens from the research team. In the Athens area a further train-
ing seminar was held for all interviewers together with the co-ordinators who provided the training.
In the other areas each co-ordinator arranged training sessions with their local interviewers. A total
of 70 interviewers were used. They were recruited by members of the research team and by the
local co-ordinator, some of whom also acted as interviewers. Each interviewer was asked to inter-
view a minimum number (12) of family carers in a selected area of the municipality chosen.

4.2.4 Number of planned respondents

A total of 1000 interviews were planned. In the event a total of 1,014 interviews were completed
satisfactorily.

4.2.5 Type of sampling

The sample was non-random as no other possibility existed.

4.2.6 Sampling parameters

1) territorial parameter: the six different areas described above were selected to be geographi-
cally representative of the country.

2) urban-rural parameter: With the exception of the two metropolitan areas, in all other areas
samples were taken from both rural and urban municipalities. It is worth noting that there is an in-
termediate category in the Greek census termed semi-urban which could also be termed semi-
rural. The distinction between urban and rural municipalities is not always clear as towns expand
outwards and this has been a strong trend in the past decades.

3) availability of services: there is no national register or record of the services available to
older people. Despite attempts to record all municipal services by the Hellenic Association for the
Developmental of Local Authorities (EETAA), this has not been completed. Services designed pri-
marily for family carers hardly exist. Nonetheless, in planning the sampling procedure, the attempt
was made to maximise the regions and communities in the survey in case there were significant
regional or municipal differences in services.

4.2.7 Distribution of the sample based on urban-rural parameters

The combined application of the territorial and urban-rural parameters described above ensured
that the final sample was reasonably representative of the socio-economic differences existing
throughout the country in terms of income, level of education, types of employment and economic
activity. One should also note that as urban neighbourhoods vary in terms of their average income
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levels, a check was kept on the type of neighbourhood selected to ensure reasonable representa-
tiveness.

= “metropolitan”: the two cities of Athens and Thessaloniki were defined as being metropolitan,
with over 1,000,000 inhabitants in each.

= "urban": urban municipalities were defined as having a population density higher than 100
inhabitants per Km? but excluded those areas considered “metropolitan”, However in the 2 metro-
politan areas there were outlying municipalities which were counted as urban i.e. having a resident
population higher than 5.000 inhabitants.

= “rural": municipalities were those with a population density lower than 100 inhabitants per Km?
® and those with less than 5.001 inhabitants. Villages throughout Greece have been organized into
larger administrative municipalities most of which are now over 5000 inhabitants. However individ-
ual villages remain discrete.

Table 2. Population Distribution of the Greek Survey Sample by rural, urban and metropoli-
tan areas.

UN statisticsSurvey Sam-

2003 ple
TYPOLOGY OF MUNICIPALITY No. %
RURAL 39% 397 - 39.2%
URBAN 61% 452 - 44.7%
METROPOLITAN 163 - 16.1%
TOTAL 1,012 100%

Population Division of the United Nations Secretariat , 2003

Identification of Greek regions and municipalities

The centralised nature of the Greek state and the relatively late development of services and
power in local municipalities have the consequence that there are few variations in the availability
and formal structure of services. More critically there is still no data on the distribution of all kinds of
municipal services. Thus though some municipalities have been slightly more proactive in develop-
ing services such as Help at Home, by finding initial funding from the EU to run these, overall these
differences are minimal.

Saturation zones

In each chosen municipality a “saturation zone” was identified by the interviewer, formed by one or
more sub-areas representative of the municipality in term of socio-economic context. The neces-
sary prerequisite to reach the population of caregivers living in the selected communities was that
the area of each chosen community was as small as possible.

% This is the definition of “rural” normally used by the European Union, for instance for the implementation of
its structural funds policies (Esposti and Sotte 1999: 139), by ISTAT (the Italian National Institute of Statis-
tics) (ISTAT 2001) and by Eurostat (2001).
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4.2.8 Recruitment modes of family caregivers

Family carers were recruited through the agreed saturation method, which consisted in identifying
and contacting the population of caregivers living in the chosen sample communities through all
the following potential recruitment channels*:

- contacts through volunteer, religious, and private organisations, etc.;

- contacts through GPs or other care professionals;

- door-to-door enquiry;

- “snowball” through contacts reached by means of any of the previous methods;
- personal contacts of interviewers.

In each municipality selected for recruitment, interviewers were asked to select an area and find an
initial contact. This initial contact could be through a personal contact or family carers could be
identified by asking local social workers and care professionals, After finding and making one or
more initial contacts, the interviewer was instructed to try and “saturate” the specific area where the
first contact lived by snowballing e.g typically asking the original family carer who else was a family
carer in the same block or neighbourhood or village. The snow ball method proved to be the most
effective method of finding people to interview; the use of personal contacts and referrals is a par-
ticularly effective way of identifying people in Greece. However many interviewers classified this as
door to door recruitment reflected in the table below.

Table 3. Mode of recruitment

Mode of recruitment Frequency | %
Health or social care professional (doctor /social worker) 353 34.9
Religious organizations 43 4.2
Snowball/ Door to door 288 28.5
Voluntary organizations 15 1.5
Advertisement 2 0.2
Lists 8 0.8
Personal contact, neighbour, friend, relatives 292 28.9
other 11 1.1

4.2.9 Sampling strategy in Greece

The main difficulties in recruiting the sample of family carers were:

* For an overview of possible methods to be used for survey purposes cfr. Neuman W.L. (2003) Social Re-
search Methods: Qualitative and Quantitative Approaches. 5™ Edition. Boston: Allyn & Bacon; a shorter de-
scription of possible biases in caregiving research can be found also in Dura JR, Kiecold-Glaser J K, Sample
bias in caregivers research, J. Gerontology: Psychological sciences; n. 45, P200-204, 1990.
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) a lack of public familiarity with social research and its uses. Thus people were sometimes
suspicious as to the “real” purpose behind the interviews and also wanted to know what direct
benefit accrued from participation.

) Interviewers varied in their capacity to obtain access to family carers and agreement to par-
ticipate in the survey. Access was particularly difficult in exclusively working class areas e.g.
Perama in Attiki, which in fact are very few in Greece as there is a very small industrial working
class. Most urban areas have a very mixed socio-economic composition. Even within the same
block of flats there are considerable differences in income levels — thus the top floor flat is usually
occupied by people who are economically quite different from the people living in the basement
flat.

o The length of the interview schedule also proved off putting to some family carers and in
the event was often exhausting and time consuming. Others enjoyed their first opportunity to ex-
press their feelings and experiences of providing care for dependent older relatives.

o Door to door recruitment without any introduction (“cold-calling”), was unsuccessful espe-
cially in metropolitan and urban areas, and was abandoned after initial attempts

. Rural interviews occurred either through an initial contact with a service provider, or the
interviewer had a personal contact in the village. An initial contact was enough to act as a way of
access to the other family carers in the village.

The carers in the sample were overwhelmingly Greek and only 1.1% were of non Greek origin or
other ethnic origin. While the Census showed a far higher proportion of non Greek origin, it is likely
that this is not a strong bias in the sample since many of the non resident population are migrants,
mainly of younger ages . Thus dependent older migrants are unlikely to be present in any number
in Greece. It will be the second generation of migrants who will begin to have older parents here
and who will have to become family carers in Greece.

4.3 Representativeness of Greek survey sample (family caregiver and the cared for
older person)

There are no national data on the carers of older people in Greece and therefore no basis for stat-
ing how far the carer sample is representative of Greek carers. Comparisons with the NASUR data
from the other five countries and from studies reported in the NABARES from other countries, indi-
cate that the Greek sample is within the expected parameters.

o The proportions of female carers (80.9%) was slightly higher than for the other five coun-
tries.
o] Carers had lower levels of education compared with most of the other countries, which is in

line with national statistics concerning the lower educational levels of older Greek people and es-
pecially women.

o The relatively high numbers of working carers reflects both the slightly lower mean age of
the Greek carer sample compared to the other countries, as well as the high rates of self employ-
ment in age groups over 45 years of age amongst men and women. This includes those working in
agriculture, where many women still are employed in rural areas.

o] The relatively high numbers where carers and the dependent older person cohabit reflect
the lack of home care services and the social expectations of care; this also accounts for the
slightly larger size of household found in Poland and Greece where co-residence is common.
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4.4. Discussion

As the first national survey of family carers, the non-random sample does not appear to be skewed
in any obvious way and compares well with samples of carers from surveys in other countries. The
variations in the sample between the 6 core countries are in line with the general trends in the
populations including their patterns of residence and income. One of the possible biases in the
Greek sample is in the large numbers working who were family carers, which may be partly ex-
plained by:

o the higher numbers in the sample drawn from rural areas, where many people continue
working unofficially in agriculture,

. the considerable numbers in self employment, which tends to permit a greater flexibility
than permanent full time work

o the slightly younger age of the Greek sample of family carers.

The Tables below provide a picture of the European sample overall and by country

Table 4. Distribution of sample by type of locality (No. and %)

Greece Italy UK Sweden Poland Germany Total
No. % No. |% No. |% No. | % No. % No. % No. %
i'\t/';:mpo' 163 |16.1 |208 [21.0 |204 |205|34 (37 |363 |36.3 (329 [32.8(1,301 |22.0
Urban 453 447 |564 |57.0 |485 |48.7 |561 |61.9 |271 27.1 | 453 452 12,786 |47.2
Rural 1398 [39.2 (218 |22.0 |306 |30.8|312 |34.4 (366 |36.6 |221 220 (1,820 [30.8
Total 1,014 990 995 907 1,000 1,003 5,907
Table 5. Distribution of sample by recruitment channel used
Greece Italy UK Sweden Poland Germany | Total
N % |N % |N % |N % |N % |N % |N %
health or social care 34 33
professional (eg | 353 9' 304 |[30.8 |32 3.2 143 |15.6 | 331 1 "1159 |16.0 [1,322 |224
doctor or soc worker)
religious
o 43 42 (211 |214 |11 1.1 3 0.3 67 6.7 | 60 6.0 395 6.7
organisations
door to door 28. 4.,
288 5 72 7.3 452 454 |3 0.3 437 7 193 |194 (1,445 (245
voluntary
o 15 1.5 |98 9.9 187 |18.8 |43 4.7 27 2.7 |51 5.1 421 71
organisations
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advertisement 2 0.2 |0 00 (58 |58 |59 |64 |15 15 (118 [11.8 [252 |43

lists (of older resi-

dents, or electoral|8 08 (0 0.0 39 3.9 480 |[52.3 |66 6.6 |13 1.3 606 10.3
roll, etc.)
personal contacts, 28 38
neighbours, friends, | 292 9' 208 (211 |72 7.2 179 [19.5 |50 5.0 | 382 4' 1,183 |20.0
relatives of int.
other 11 1.1 195 9.6 144 |15 8 0.9 7 0.7 |20 2.0 | 285 4.8
Total

1,012 9088 995 918 1, 000 1, 003 5,907
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5 Main characteristics of the sample — cared-for older people and their
main family carers

Judy Triantafillou, Elizabeth Mestheneos, Costis Prouskas and Vickey Goltsi

5.1 Aims of chapter 5

As the first national study of family carers, the results concerning the profile of those who provide
care to dependent older people are extremely important. In the Greek context, the research find-
ings about family carers and the older people they care for confirms much of what people experi-
ence at a personal level and these results can now be used in a more objective manner to define
who family carers are, as well as clarifying some of their characteristics. Participation in a Euro-
pean wide survey with 5 other countries has another advantage; the nature and characteristics of
the Greek sample, within the context of the findings from the other country samples, allow a com-
parison of results illustrating both similarities and differences between the situation of Greek family
carers and those in other countries. Research findings reported in the National Background reports
from a further 17 countries provide further confirmation of the comparative situation of Greek family
carers.

The aims of this chapter are, therefore, to describe the main characteristics of the family carers in
the sample, as well as those of the dependent older people they care for. In line with the sequence
of questions in the CAT, the characteristics of the older people are reported first.

5.2 Methodology used to collect, analyse and present the data

The selection of the carer sample was designed to be as representative as possible as regards
type of locality (metropolitan, urban, rural). The problems involved in this selection have been dis-
cussed in Chapter 4 and while the following table refers to the type of locality in which the family
carers lived, the close proximity between carers and cared for households (see section 5.3.2.3
below) indicates that there were likely to be no major differences between them in locality.

Table 1. Sample distribution - type of locality in which family carers lived

Locality type Frequency %
Metropolitan 163 16.1
Urban 453 447
rural 398 39.2
TOTAL 1,014 100

5.3 Main findings

5.3.1 PROFILE OF CARED-FOR OLDER PEOPLE

5.3.1.1 Socio-demographic characteristics

The family carers were asked to provide information about the main dependent person they cared
for.

Nearly 2/3 (64.5%) of the dependent older people were women, with only 3 of those cared for be-
ing of a different nationality and 4 being from different ethnic origins. The age profile is provided
below.
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Table 2. Ages of older cared-for persons in 5 year age groups

Age in years Frequency %
65-69 126 12.4
70-74 152 15.0
75-79 227 224
80-84 229 22.6
85-89 145 14.3
90-94 111 10.9
95-99 22 2.2
100 + 2 0.2

As can be seen, about half the older people being cared for (49.8%) were aged 65-79 years and
the rest (50.2%) were over 80 years of age

Table 3. Marital status of cared-for older persons

Marital status Frequency %
Married/cohabiting 386 38.3
Widowed 571 56.7
Divorced/separated 18 1.8
Single 32 3.2

The majority of the cared for older people (56.7%) were widowed, with 38.3% being still married

and only 1.8% being divorced/separated and a further 3.2% single.

5.3.1.2 Place of residence and household composition

As might be expected in a study of family carers of older dependent people, the great majority of
those cared for (98.7%) lived at home. Whilst in Greece, those in residential care represent only
approximately 1-2% of the elderly population, in view of the reportedly continued close involvement
of family carers with the care process, even within a residential home, it was thought important to
include a small sample (1.2%) of family carers of elderly residential home inhabitants in the EU-
ROFAMCARE sample, as long as they were still providing at least 4 hours of care a week to the

older person.

Table 4. Place of residence of older person

Place of residence Frequency %

At home 1000 98.6
In a care home 12 1.2
Other place 2 0.2
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Who does the older person live with?

Which family member provides most care to a dependent older person is strongly influenced by the
composition of the household.

50.7% of family carers were living with the person they cared for and a further 15.4% lived in dif-
ferent households in the same building, making a total of 66.1% of family carers who were effec-
tively “co-resident” with the older person; the characteristics of these households are re-
ported in section 5.3.2, Profile of Family Carers.

As can be seen from Table 5, a quarter of the sample of cared for older people (24.7%) lived
alone.

For those older people cohabiting with someone of the same generation, 59.8% lived with their
spouse/partner and 11.8% with siblings and their spouses.

For those cohabiting with someone of a younger generation, 53.8% lived with their children, 4.7%
with children-in-law and 3.8% with grandchildren or great grandchildren.

A further 14.3% of the older people lived with other relatives, 2% with other non-relatives and
10.9% with a paid carer.

Table 5. Who the older person lives with (multiple responses possible)

Who does older person live with? Frequency %
Elder lives alone yes 250 24.7
Elder lives with spouse/partner yes 364 59.8
Elder lives with siblings or their spouses | yes 10 11.8
Elder lives with children yes 394 53.8
Elder lives with children in law yes 4 4.7
Elder lives with grandchildren, great | yes 33 3.8
grandchildren or their spouses

Elder lives with other relatives yes 12 14.3
Elder lives with other yes 13 2.0
Elder lives with paid carers yes 71 10.9
Elder lives in residential care setting yes 11 1.2

5.3.1.3 Older person’s financial situation

Only the most general data are presented here to indicate the numbers receiving state financial
support in the nature of pensions and/or benefits.
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Table 6. State financial support for older person

Support from state Frequency %
NO 79 7.9
YES 918 921

As can be seen from the table, the vast majority (92.1%) of the older people were receiving finan-
cial support from the state, which was overwhelmingly in the form of pensions.

However, 993 (97.9%) family carers reported that neither they nor the cared for older person
received any financial support or allowances as a result of their caring situation.

For those older people (49.3%) who were not co-resident with the family carer, carers were
asked to report on the net household income of the dependent cared for person; the mean level
was 497 euros per month with a maximum of 2,300 euros and a minimum of 100 euros. In com-
parison, ltalian incomes were two thirds larger with a mean of 860 euros, while in Germany the
mean amount was 1,276 euros. Since carers were not always sure of the exact household income
of the older person, they were given the option of estimating the amount within set income bands.

Table 7. Income distribution amongst older people in the sample

National income band Frequency %

0-400 euros per month 43 15.8
400-500 euros 63 23.2
500-700 29 10.7
700-900 31 11.4
900-1,100 40 14.7
1,100-1,300 22 8.1
1,300-1,600 13 48
1,600-1,900 9 33
1,900- 2,400 8 2.9
2,400 and upwards 14 5.1

For those older people who were co-resident with the carer, the older person’s income was
included in the carer’s net household income, reported below in section 5.3.2.3.

5.3.1.4 Older person’s health situation and needs for support

Greece has no national data on disability and dependency rates in either the whole population or
amongst older people, only estimates based on disability data from other countries (Mestheneou
and Triantafillou 2004). Thus, the following data provide an interesting insight into the reasons,
physical, mental and social, why care provision was necessary.

In attempting to define the causes for and level of dependency of the older person, the family car-
ers were first asked what they considered to be the main and supplementary reasons why the
older person needed care and support.
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Table 8. Main reasons for care

Reasons for care 1% Reason | 2"Reason | 3“Reason | 4"Reason | TOTAL
% % % %

Physical iliness/ disabilities 30.6 8.0 7.9 9.2 55.7

Mobility problems 24.4 14.7 10.4 8.1 57.6

Age related decline 15.9 4.4 4.4 4.6 29.3

Safety/feeling of insecurity 6.4 251 22.4 15.3 69.2

Social reasons, loneliness, | 5.7 8.2 2.8 4.3 21.0

need for company

Memory/cognitive prob- | 5.6 4.4 3.7 3.2 16.9

lems/impairments

Non self caring 55 9.7 16.9 12.1 44.2

Sensory problems 3.2 18.3 24.3 35.4 81.2

Psychological/psychiatric 19 3.0 2.7 2.3 9.9

illness/problems

Other reason 0.7 0.7

As might be expected, the main reason for care (1% reason) reported by the family carers was
physical illness and disabilities (30.6%), followed by mobility problems (24.4%) and the rather
non-specific category of age-related decline (15.9%), although when all reasons for care (2", 3™
and 4" reasons) are added, these figures rise to 55.7%, 57.6% and 29.3% respectively.

However, the frequency in the other reported supplementary reasons for care, especially
safety/feelings of insecurity (69.2%) and sensory problems (81.2%), give an indication of the
complexity of causes of dependency amongst older people and the need for comprehensive meth-
ods of needs assessment to cover all areas of support for dependent older people and their family
carers, as well as giving credence to the increasing trend towards integrated care solutions (Nies H
and Berman P, 2004). It also indicates potential areas for intervention to reduce the burden of need
for care e.g. in-home and environmental modifications to maintain safety and all possible autonomy
of older people, as well as implementation of recent medical advances to improve common visual
and hearing problems in older people e.g. cataract surgery, new types of hearing aids etc.

In view of the major age-related predicted increase in the incidence of Alzheimer types of dementia
(DAT), questions were specifically asked about any memory and behaviour problems in the
cared for person. Whilst these types of problem represented the main reported reason for care in
5.6% of the sample and were contributory reasons in 16.9%, it should be noted that the following
responses do not represent a systematic assessment of these problems, but simply reflect the
opinion of the carers.
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Table 9. Older person’s memory problems

Has the older person memory problems? Frequency %
NO 650 64.2
YES 363 35.8

Table 10. Older person’s behavioural problems

Has the older person behaviour problems? Frequency %
NO 748 76.2
YES 234 23.8

As can be seen 35.8% of the cared for subjects were reported to have memory problems and
in a further 23.8% behavioural problems were noted, giving an indication of the higher levels of
stress likely to be experienced by carers dealing particularly with the latter type of problem and
confirmed by further analysis of the total six-country sample.®

Interestingly, psychological problems and psychiatric illness e.g. depression, were reported as
the main reason for care in only 1.9% of the sample, although their total contribution to the need for
care rose to 9.9%; these types of disorder are also a significant cause of behaviour problems and
attempts to improve their recognition and treatment at an early stage should help to improve quality
of life in both cared for older people and their family carers (Triantafillou, Mestheneou 1994).

5.3.1.5 Older person’s level of dependency

As well as the data on different types of care needs, reported in Chapter 7, carers were asked to
estimate the level of dependency and need for help of the cared for person, using descriptions®
based on the standard instrumental and personal activities of daily living (I-ADL and P-ADL) and
their responses are shown below.

® Carers who care for relatives with behaviour problems, compared to those who are only physically disabled
or have memory problems, are more burdened, get less support, have a lower quality of life and have both a
lower motivation to continue caring and are more willing to consider residential care (TEUSURE 2005).

6 Severely Dependent — Unable to carry out most activities of daily living, without help (e.g. feeding themselves, or
going to the toilet)

Moderately Dependent — Able to carry out some basic activities of daily living (for example, bathing, feeding, dressing)
but unable without help to carry out most instrumental activities of daily living (e.g. shopping, cooking, housework)

Slightly Dependent — Able to carry out most activities of daily living, but requires help with some instrumental activities
(e.g., shopping, cooking, housework, etc)

Independent — Able to carry out most activities of daily living, but may need some help occasionally
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Table 11. Level of dependency

Level of dependency Frequency %

Severely dependent 320 31.6
Moderately dependent 317 31.3
Slightly dependent 246 24.3
Independent 131 12.9

The questionnaire also used a standardised scale (I-ADL and Barthel index) to assess the older
person’s degree of disability and dependency needs rather more objectively, although the re-
sponses were still provided by the carers and not by the older people themselves or by an objec-
tive observer. Carers were asked, if the older person were alone, whether they would be able to
carry out the following activities. The percentages of those who judged the older person com-
pletely unable to carry out the activity have been marked in bold, but activities where the task
needed some help from the family carer have been shaded to indicate the total amount of care

needed in each category of activity (final column).

Table 12. Carer’s assessment of older person’s level of dependency (IADL and Barthel scales)

Task Frequency % Total %
needing
help
Housework (clean floors etc.) Unable 620 61.3 89.2
With some help 282 27.9
Without help 110 10.9

Prepare meals Unable 518 51.3 72.4
With some help 213 211
Without help 278 27.6

Go shopping Unable 652 64.4 84.6
With some help 204 20.2
Without help 156 15.4

Handle money Unable 366 36.3 58.1
With some help 220 21.8
Without help 423 41.9

Use the telephone Unable 268 26.5 46.0
With some help 197 19.5
Without help 545 54.0

Take medicines Unable 299 29.6 62.9
With some help 337 33.3
Without help 375 37.1

Walk outside Unable 337 335 63.5
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With some help 302 30.0
Without help 366 36.4
Get around indoors Unable, no sitting balance 122 12.2 35.3
Wheelchair without help/ walking with major physical help 75 7.5
Walking with some help guided or supervised 156 15.6
Without help (may use any aid, e.g. stick) 644 64.6
Manage stairs Unable 374 37.4 67.6
With some help 302 30.2
Without help 323 32.3
Move from bed to chair Unable 112 11.3 35.8
With major help (1 or 2 people, physical) 92 9.3
With minor help (verbal or physical) 150 15.2
Without help 633 64.1
Use the toilet (or commode) Unable 168 16.6 33.6
With some help 172 17.0
Without help 670 66.3
Use the bath or shower Unable 288 28.6 57.4
With some help 290 28.8
Without help 430 42.7
Keep up personal appearance Unable 219 21.7 41.4
With some help 199 19.7
Without help 591 58.6
Dress self Unable 221 21.9 43.1
With some help 214 21.2
Without help 574 56.9
Feed self Unable 138 13.7 28.8
With some help 152 15.1
Without help 716 71.2
Does elder have accidents with his/her bladder (inconti-
nence of urine)
Yes, frequent accidents (once a day or more or catheter) 197 19.6 40.0
Yes, occasional accidents (less than once a day) 205 204
No accidents (continent) 604 60.0
Does elder have accidents with his/her bowels (inconti-
nence of faeces)
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Yes, frequent accidents (once a week or more or needs en- | 126 12.6 21.1
ema)

Yes, occasional accidents (less than once a week) 85 8.5

No accidents (continent) 789

These are startling figures, representing the numbers of cared for older Greeks in the sample
who were reported as being dependent on the help of another person in the performance of
the activities of everyday life.

Thus in various domestic and household tasks, between 46.0 - 89.2% need help with house-
work, shopping, cooking, handling money and telephoning, as well as with taking their own
medicines (62.9%). These are the tasks in which help can, theoretically, be most easily be organ-
ised and provided by non-cohabitant family carers or care services. Nevertheless, the figures give
an indication of the amount of support provided by Greek family carers to their dependent family
members, both before and after the onset of complete dependency.

Of particular note is that approximately 2/3 of the older people being cared for were unable to
walk outside the home (63.5%) and manage stairs (67.6%), either at all or only with help; a fur-
ther 35.3% were reported unable to get around inside the house and 35.8% unable to move
from bed to chair without help, leading to speculation on the various factors, environmental and
other, that may contribute to Greek older people becoming unnecessarily housebound and de-
pendent on others’.

With regard to personal care tasks (toileting, bathing, personal appearance, dressing) from 33.6 —
57.4% of the sample could not perform or needed help in the performance of these tasks
several times a day and at night, indicating the heavy and repetitive everyday burden on the
carer, which was further exacerbated in the 40% who had at least occasional urinary inconti-
nence and the 21% with some degree of faecal incontinence.

Furthermore, 28.8% of the cared for sample were unable to feed themselves or were depend-
ent on the help of another person, thus needing time and assistance from the carer at least
3-4 times daily. This degree of disability and dependency usually necessitates cohabitation be-
tween carer and cared for which, in the case of non-spouse carers, frequently leads to the major
upheaval of a change of home environment for the older person, as well as overcrowding and
stress amongst the other members of the carer’s household (Mestheneos and Triantafillou, 1993).

These figures give a clear picture of what is involved in the practical care of dependent Greek
older people at home, even without taking into account the broader spectrum of care needs
documented in chapter 7, including the provision of emotional and psychological support which
was reported as a need by 90% of the carers.

The only comparable Greek data on disability come from the WHO population based study on
older people in rural areas (Triantafillou et al, 1996). As might be expected, this study reported
much lower rates of disability for the general population of older people (although the analyses of
data was done separately for men and women and in 5 year cohorts), thus indicating and confirm-
ing the high dependency levels of the older people in the current sample and their high needs for
care.

" It should be noted that the hosting of the 2004 Olympic Games sensitized Greeks to the need for improved
access to public places by people with mobility problems and may have contributed to somewhat better pro-
vision of such facilities in the external environment at least.
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5.3.2 PROFILE OF FAMILY CARERS

Who are the Family carers?

5.3.2.1 Socio-demographic characteristics of carers

Questions were asked concerning the characteristics of those who were the primary carer for the
dependent older person, even if other members in the family helped with care and support. The
characteristics of carers concerned their age, sex, marital status, educational status, working
status, the number of people in the carer’'s household, ethnic origin and the number of people in
the carer’s household younger than 14 years of age.

The mean (average ) age of Greek family carers was 51.7 years though the actual range of
carers ages was from 18 - 95 years. This made them slightly younger than family carers in the
other 5 countries; in Sweden with many spouse carers the average age of the sample rose to 66
years. This should be born in mind since it has repercussions for their participation in the labour
market.

Women were overwhelmingly the main providers of care, representing 80.9% of family carers.
This was the highest proportion in the 6 countries research, even though in all countries women
tended to provide three quarters of all care (the lowest was 72% in the Swedish sample where
spouse care was often provided by men). Thus the Greek findings are similar to the findings for
other countries and from national research reported in the Greek NABARE and PEUBARE.

The marital status of the family carers: 76.4% of the sample of family carers were married or co-
habiting, of whom 17.1% were spouse carers; 6% were widowed; 5.7% divorced or separated
and 12% were single. The data suggest that family carers were disproportionately drawn from
those not in a marital arrangement (widows, single, divorced) even though the married were nu-
merically most frequent. In total 20.2% of the carer sample reported having no children, a figure
that was close to the average for all the six countries. Of those who had children the mean number
was two with a maximum of 8 children, again figures that did not differ from the other countries.
Discussion in the international literature (Ch. 2) has mentioned the pressure on the middle genera-
tion who have to be carers both for the parental generation and their grandchildren. This situation
of potentially being ‘squeezed’ was faced by 270 respondents (34.2% of those with children) This
figure was lower than for most of the other countries (Italy had a similar low proportion 32.7% with
grandchildren) reflecting the lower mean age of family carers in Greece but also the very low
birthrates in both Greece and Italy.

Of all family carers just 11 (1.1%) were of non Greek origins. While such a figure under- repre-
sents the proportions of non Greeks in the population, it may accurately reflect the situation con-
cerning the family care of older people where many migrants are younger and their older depend-
ent relatives still in their home country.
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Table 13. Relationship between family carer and cared-for older person.

Greece Total EU sample
Carer’s relationship to older Frequency % Frequency %
person
Spouse/Partner 173 171 1,317 22.2
Sibling 18 1.8 134 2.3
Child 561 55.4 2,896 48.9
Daughter-/Son-In-Law 141 13.9 654 11.0
Nephew/Niece 43 4.2 241 4.1
Uncle/Aunt 10 1.0 72 1.2
Cousin 1 0.1 34 0.6
Grandchild 45 4.4 243 4.1
Close Friend, Family Friend 11 1.1 126 2.1
Neighbour 3 0.3 82 1.4
Volunteer 4 0.4 6 0.1
Other 4 0.4 36 0.6
Total 1,014 100.0 5920 100.0

As indicated above, 17.1% were spouse carers®, and many of the men family carers were in this
category and a further 1.8% were siblings of the cared-for older person.

55.4% of carers were children and 13.9% were daughters-in-law or sons-in-law of the depend-
ent older person.

4.4% were grandchildren, 4.2% were nephews/nieces and 3.2% fell into other categories e.g.
other relatives, close friends, neighbours and volunteers®

As indicated in the table, the Greek sample had a slightly higher percentage of child and child-in-
law carers than the total EU sample and, correspondingly, the average age of the Greek sample
was also slightly lower

5.3.2.2 Education, personal and employment characteristics of family carers

Education: The educational level of carers was relatively low — 37.4% had a low level of educa-
tion, 40.6% an intermediate (typically those who had finished High School/Lykeio) and 22.1% had
a high level of education. In the other countries the educational level of carers was slightly higher,
though this reflects the overall educational standards in each country. Older women in Greece,
who form the largest proportion of family carers, are still marked by low levels of education. In the
other countries the Swedes had the next lowest level of education, again reflecting the fact that
they had a lot of older spouse carers. At the other extreme the Greek sample of family carers also
contained a quite high proportion of people who had achieved a high level of education — with

® The PEUBARE study shows that in countries providing 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.

® PEUBARE — comparable figures - Although in many countries children, especially daughters and daughters
in law, provide a large percentage of family care e.g. nearly 75% were child carers in Malta, there were large
variations. In Hungary daughters constituted only 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. See also the PEUBARE report
where the difficulties of defining the family carer is apparent when looking at the numbers of spouse versus
child carers since both offer different types of care to the dependent older person.
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22.1% falling into this category, with the Swedish sample containing the highest proportion of fam-
ily carers with high levels of education (25.3%.) The UK had the most family carers with an inter-
mediate level of education (69.3%). Only 3.7% of Greek family carers were still in education at the
time of the interview, reflecting the age of family carers.

Family carers were also asked about their religious beliefs in case this played a major role in their
attitudes to care. 36.3% reported that they were very religious and only 12.8% reported not being
religious at all’®. Family carers belonging to a religious denomination were overwhelmingly
(99.0%) of the Greek Orthodox faith. Yet, as in most countries, the religious denominations were
very rarely the source of information to support family carers and, despite the high proportion being
religious, when Greek family carers were asked their motives for caring, only 0.7% reported the
primary reason to be their religious beliefs, although 40% cited this as a factor influencing their
decision to care.

Working and caring

In Greece 47.2% of family carers were still working, the highest proportion amongst the 6 coun-
tries, followed by Italy (43.4%) and Germany (42.3%), reflecting the slightly lower age of the Greek
carers’ sample compared to the other countries. The high proportion of those who reported that
they were self employed (26.9%) is consistent with the norm in Greece ', In addition Greek
carers worked, on average, longer hours — while the mean for the 6 countries was 35 hours, Greek
working carers’ mean average working week was 40 hours, with a maximum of 140 hours a
week! The absence of part time work is evident in these figures compared to for example, the UK
where the mean working week for family carers was 29 hours, Although self employment often
provides considerable flexibility in terms of the exact hours worked, it may still involve long hours.

Table 14. Employment of family carers

Employment sector Frequency %
Private 160 34.7
Public 167 36.2
Self 124 26.9
Other 10 2.2
Total 451 100

'% The Swedes and Germans were the least religious (47.9% and 37% respectively) while only 5.2% of Poles
reported not being religious at all. However in terms of being very religious, this was reported by 20.8% of
the Italian sample, with Sweden and Germany having the lowest proportion of very religious family carers.
This was reflected in the numbers claiming no religious affiliation — 14.7% in Greece compared to 49.5% for
Sweden, 41.6% for Germany and 38.1% for the UK.

' The SYSDEM Report 2002 by D. Karantinos reports that almost half (47%) of the 55-64 age group in em-
ployment and 75% of 60 to 64 year olds were self-employed in 1998, partly related to the importance of agri-
culture which employs a large share of older worker. Around 40% of women aged 55 to 64 in employment
were self-employed in 1998 while in the same age group a significant proportion of women (around 40%)
was working as unpaid family workers.

"2 Poland had the next highest proportion (18.5%) in self employment, while Sweden had the lowest propor-
tions of carers still in the labour market, reflecting the high levels of elderly spouse carers, as well as the
lowest levels (10.2%) in self employment.
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Table 15. Employment classification

Type of work Frequency %
Armed Forces

Legislator, senior officials and managers 59 12.8
Professionals 101 22.0
Technicians and associated professionals 16 3.5
Clerks 134 29.1
Service Workers and shop and market sales workers 57 12.4
Skilled agricultural and fishery workers 26 5.7
Craft and related trade workers 23 5.0
Plant and machine operators and assemblers 3 0.7
Elementary occupations 41 8.9
Total 460 100

The figures here do not provide an accurate reflection of the Greek labour market where, for ex-
ample, a slightly higher proportion are employed in agriculture and elementary occupations. The
figures also do not compare easily with the other countries since self definition of one’s employ-
ment can be culturally specific e.g. defining oneself as a professional or a technician.

Table 16. Status of non working carers

Status of non working carers Frequency %
Retired 186 35.2
Unemployed and seeking work 50 9.5
On long term sick leave but intending to return to work | 7 1.3
Housewife / househusband 286 54.1
Other, specify

Total 529 100

The younger age of family carers is reflected in these figures compared to other countries where
the number reporting they were retired was higher. They also reflect the low participation rate of
Greek older women in the formal labour market, although in reality a larger proportion of women
work in the informal labour market e.g. as farmers’ wives in agricultural occupations and other
forms of unpaid family labour; thus they are unlikely to state they are retired since they continue to
be housewives™.

3 In Sweden with a very high rate of female labour market participation, though carers were on the whole
older only 1.4% reported that they were housewives/husbands and 91% reported being retired — as com-
pared to just 35.2% of Greeks. Poles, Germans followed by Greeks, were most likely to say they were un-
employed and seeking work.

77



The Greek National report EUROFAMCARE

Family carers were also asked about the implications of caring for their career and what repercus-
sions caring had for their working life or career. 126 carers reported that caring had stopped them
developing their career or studies; (12.6% of sample); 122 (12.2%) had felt they could only work
occasionally; while other forms of restriction were mentioned by 38 carers (3.8%). 91 (19.2%) had
had to reduce the number of working hours by a mean number of 9 hours per week. Family carers
reported that this had had an impact on their monthly income by up to 400 euros per month. Over-
all Greek carers, partly because of their slightly younger age, were far more likely to report such
career implications from caring than family carers in other countries. Amongst non working carers
93 (17.7%) were unable to work at all because of their caring responsibilities, again the highest
percentage amongst the 6 research countries, while 54 (10.3%) had given up working because of
their caring duties. When asked how many hours per week they were working before they gave up
work, the mean was 39 hours with a maximum of 84 hours and a minimum of 8 hours, figures that
were comparable to those for family carers in the other countries.

5.3.2.3 Carers’ family situation

Table 17. Living arrangements of family carers and the dependent older person.

Where do you and elder live? Total EU sample
Greece
Frequency % Frequency %

In the same household 514 50.7 2,824 47.7
In different households, butin 156 154 503 8.5
the same building

Within walking distance 158 15.6 1,072 18.1
Other, by car/bus/train 185 18.3 1,522 25.7
Total 1,013 100.0 5,921 100.0

The findings showed that family carers and the dependent older person shared the same house-
hold in 50.7% of the sample; while 17.1% could be expected to be in the same household as they
are spouses, the remainder do so on the basis of another relationship — see below. No question
was asked about how long the carer and cared for had lived together, thus it is difficult to know
how many started to live together with the onset of dependence. However, a further 15.4% of car-
ers lived in different households, but in the same building as the older person; thus in total 67.1%
lived in the same household or the same block of flats — one of the highest percentages
amongst the 6 countries, only exceeded by Poland. A further 15.6% of carers lived within walking
distance of the older person while 18.3% had to drive or take a bus or train to get to the cared for
person.

The size of households reflected the life stage and marital status of family carers, with the mean
being 3 co-resident people, though varying from those who lived alone to one household contain-
ing 10 people. This compared to Swedish households which were on average smaller (2 people),
and Polish households which tended to contain more people (4 people was their mean).
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5.3.2.4 Carers’ financial situation

Family carers were asked to add up all sources and give an estimate of their total household in-
come per month, with the option of refusing the question. The mean amount was 1,093 euros, a
third less that Italy and almost a half of mean income in German households. However there were
huge variations from 40 euros per month to 10,000! For carers who were cohabitant with the cared
for older person, this estimation included any contribution made by the latter to the total household
income, whereas for older people not living with the carer, there was a separate estimation of the
older person’s household income, reported in section 5.3.1.2 above.

However of the 521 family carers who provided answers to the question concerning the approxi-
mate level of their household net monthly income, as a way of understanding the kinds of choices
available to them in terms of purchasing help and services, the income distribution showed the
very substantive percentage with very low incomes.

Table 18.Income Bands of family carers

Income bands Frequency %
0-400 euros per month 35 6.7
400-500 euros 37 71
500-700 75 14.4
700-900 57 10.9
900-1,100 78 15.0
1,100-1,300 49 94
1,300-1,600 39 7.5
1,600-1,900 38 7.3
1,900- 2,400 40 7.7
2,400 and upwards 73 14.0

Those with very low levels of income (less than 500 euros per month) , reported by 13.8% family
carers, reflects the general low level of incomes of many older people in Greece where 19% of
those over 65 live in poverty (Tsakloglou P,1999, Eurostat 1999), but also the percentage of the
sample drawn from rural areas where both pensions and incomes do tend to be lower than in ur-
ban areas. It should be recognized that the mean size of household was 3 people (see below)
which together with the mean level of income suggests the very limited household budgets of the
majority of family carers. As will be seen, this is reflected in Chapter 7 where responses to the
main form of help needed by Greek family carers was financial support.

The costs of caring are not only in terms of time but also direct costs, yet only a tiny minority of
carers receive any kind of state financial support or benefit paid either to the depenent
older person or to themselves, with just 2% reporting receiving such help.
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5.3.2.5 Carers general caring situation
How many people did family carers care for?

In order to understand the other care obligations that family carers had, they were asked to report
on any other people for whom they provided a substantial amount of care. The mean number of
children under 14 years of age that family carers had was 2 , though one family carer had 8 chil-
dren! Given the older age of most carers, many had grandchildren for whom they also provided
some care, with a total of 270 (34.2% of those with grandchildren) providing such care.

Although the majority of family carers (80.9%) cared for just one dependent older person,
16.8% were caring for 2 older dependent persons while 2.3% were caring for 3 or more de-
pendent older people.

However when one examines the total number of family carers who had responsibility for the care
of more than one person, the multi-care role of a substantial number of family carers is evident.

Table 19. Number of other people cared for

Number of cared for other people Frequency %

0 410 40.6
1 161 16.0
2 212 21.0
3 142 14.1
4 59 5.8
5 and more 25 2.5

The amount of care given by family carers.

Caring can mean many things, from practical household care, to managing the older person’s fi-
nances, or complete physical care. Although there were full details given of the kind of care pro-
vided, carers were asked to report how many hours they gave per week to the care of the older
person as well as to other persons. The mean number of hours of care given to the main de-
pendent cared for person was 51 hours per week, the highest (together with the UK) of the 6
countries, with the median being 28 hours.™

The primacy of this care was evident in that the amount of care given to others was a mean of 31
hours weekly with a median of 15 hours.'

'* Data from the National Background Reports show that 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 detailed breakdown for the hours of care given to dependent people of
all ages indicated 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.

> PEUBARE - Few countries provided any estimate of the total amount of ‘work’ time provided by family
carers — Norway reports that care for those over 67 years of age takes approximately 49,000 man years per
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Length of time for which care was given.

Care is rarely a brief task for the family carer but tends to extend over a considerable period of
time. Family carers reported that the length of time (in months) for which they had given sup-
port to the older dependent person varied, with the mean amount, at the time of interview,
being 60 months (5 years) and a median of 36 months i.e. 3 years. Since the interviews took
place at different times in the caring process, it should be emphasised that this does not repre-
sent total time spent in caring by Greek carers, many of the caring situations extending for
far longer periods (Triantafillou, Mestheneos 1994, Mestheneos, Triantafillou 1993b)

Help from others in times of need.

Table 20. If you were ill is there anybody who would step in to help with elder?

Greece Total EU sample

Frequency % Frequency %
Yes, | could find someone quite 513 50.6 2,839 48.0
easily
Yes, | could find someone but 332 32.8 1,910 32.3
with some difficulty
No 168 16.6 1,171 19.8
Total 1,013  100.0 5,920 100.0

Table 21. If you needed a break from your caring role is there someone who would look af-
ter elder for you?

Greece Total EU sample

Frequency % Frequency %
Yes, | could find someone quite 486 48.0 2,787 47.2
easily
Yes, | could find someone but 312 30.8 1,906 32.3
with some difficulty
No 215 21.2 1,217 20.6
Total 1,013 100 5,910 100

As can be seen, 16.6% of the Greek sample reported that they had no-one they could count on to
take over their caring role even if they were ill, whilst 21.2% gave the same negative response to
the question on needing a break from caring.

5.3.2.6 Carers’ health status and quality of life

The personal cost to the family carer could be seen in responses to questions on their health and
well being.

Family carers were asked to report on their general health status using a single item 5-point scale
assessment taken from the Short Form-36 (SF-36; Brazier et al., 1992): 31.8% reported their

annum. Yet this involves all kinds of care and rarely in the national reports or literature is sufficient distinction
made between ‘normal’ care and support, and the labour involved 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.
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health as excellent, 25% as very good and 35.9% as good (Total GOOD = 67.7%), while 26.4%
reported it as fair and 5.9% as poor.

These figures need to be compared with figures on self rated health amongst the general Greek
population. In a study of health and use of health services in an adult Greek population (Kyriopou-
los G et al, 2003), 27.4% of the sample reported their health status as very good, 44.9% as good
(Total GOOD =72.3%), 22.1% as moderate, 4.6% as bad and 0.9% as very bad (total BAD = 5.5%)

These results illustrate well the difficulties in trying to compare measures of self-assessed health
between different studies, with slightly different response categories. When both sets of responses
are grouped into 3 categories of Good, Fair/moderate and Bad/poor an approximate comparison
can be made:

Table 22. Comparison of Self-rated health in 2 Greek survey samples

% “Good” % “Fair/moderate” % “Bad/Poor”
Family carers 67.7 26.4 5.9
General pop. 72.3 22.1 5.5

Source: EUROFAMCARE Greek National Survey 2004 and Daniilidou et al 2004

These 2 samples of course are not directly comparable in terms of gender (80.9% of the carers’
were women compared with only 39% of the general population) and other factors associated with
the self-rating of health status such as age, income and education (Daniilidou et al, 2004).

Nevertheless, what is striking about these results is that there appear to be only small variations
between the responses from the family carers and from those of the general population regarding
their self-assessed health status, surprising findings in view of the high levels of care they were
providing and the frequently reported finding in other (non-Greek) studies of poor physical and
mental health status in family carers (Dwyer et al. 1994, Fink 1995, Jutras et al.1995).

Compared with family carers in the other countries, amongst those reporting "good” and “poor”
health, Greek family carers are intermediate between the Poles with the lowest levels of good
health (49.4%) and highest levels of poor health (11.4%), and the Germans with the highest levels
of good health (75.4%) and the lowest levels of poor health (3%).

In terms of what forms of support carers felt were available to them as caregivers, as well as their
feelings about and attitudes to caregiving, responses to the COPE Index questions are given
below:
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Table 23. COPE Index

never sometimes often always

No. % No. % No. % No. %

do you feel you cope well as caregiver?
6 0.6 164 | 16.2 | 408 40.3 434 42.9

do you find caregiving too demanding?
183 | 18.1 271 26.8| 231 22.8 327 32.3

does caregiving cause difficulties in

your relationship with your friends? 503 | 497 278 | 275 146 14.4 85 84
does caregiving have negative effect on
your physical health? 424 | 419| 310 306 | 170| 168| 109| 108

does caregiving cause difficulties in

: I o
your relationship with your family 578 | 571 299 | 295 95 94 40 4.0

does caregiving cause financial difficul-

ties?
483 | 479 245 | 24.3 127 12.6 153 15.2

do you feel trapped in your role as

i ?
caregiver: 373 | 37.0 327 | 324| 164| 163 145 | 14.4

do you feel supported by

friends/neighbours?
182 | 18.1 296 | 294 241 24 287 28.5

— e
do you feel caregiving worthwhile? 10 10 83 8.2 194 19.2 791 715

ilv?
do you feel supported by family? 88| 80| 162| 162| 272| 27| 481| 480

do you have a good relationship with

elder?
12 1.2 72 71 182 18.0 744 73.7

do you feel fted by Services?
© youfeel supporied by services 348 | 344| 208| 204 | 266| 263| 101| 100

- —
do you feel appreciated as caregiver” 39 39 158 | 15.7 393 32 1 486 483

does caregiving have negative effect on

your emotional well-being?
289 | 28.6 378 | 375| 213 21.1 129 12.8

overall, do you feel well supported in
your role of caregiver?

136 | 13.5 333 | 33.2 305 30.4 230 22.9

Details of the scoring of this instrument in terms of Negative Impact, Positive value and Perceived
level of formal and informal support are reported in Chapter 3.

Whilst these figures merit comparison with the other country samples, what is perhaps initially sur-
prising about the Greek carer responses is their overall positive evaluation of their caregiving role.
With responses “often or always”, 90.7% rated caregiving worthwhile, 80.4% felt appreciated as
caregivers, 83.2% estimated that they cope well as caregivers and 91.7% reported their relation-
ship with the older person to be good. Regarding support in their role as caregivers, 53.3% felt well
supported overall, with 75.1% supported by family, 50.5% by friends and neighbours, but only
36.3% being supported by services.

However, 55.5% felt caregiving too demanding and 33.9% felt it had a negative effect on their
emotional well-being, although only 27.6% felt it had a negative effect on their physical health.

30.7% felt trapped in their role as caregiver and 22.8% believed caregiving caused difficulties with
relationships with friends, but only 13.4% reported that caregiving caused difficulties in their rela-
tionships with other family members.
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Finally, caregiving often or always caused financial difficulties for only 27.8% of the carers, a sur-
prisingly low rate considering the lack of public financial support for family carers and the older
people they care for and the high percentage on low incomes, reported above. Despite this, it
should be noted that in Chapter 7, 52.5% of older people were reported to need at least some fi-
nancial support, the highest rate amongst the six countries participating in the national surveys and
these costs being born overwhelmingly by the interviewed carer and by other informal carers. Addi-
tionally, financial support was rated by the majority of family carers in Greece as the help they
would most appreciate in caring for their older person.

Psychological well being was measured in terms of responses to questions on how family carers
felt generally over the past 2 weeks, using the World Health Organisation-5 Well-being Index
(WHO, 1998), and overall Quality of Life during the past 2 weeks was measured using a single
item 5-point scale assessment taken from the Short Form-36 (SF-36; Brazier et al., 1992).

Table 24. General Assessment of family carers’ psychological well being

I have felt|{|l have felt|| have felt || woke up feel- | My daily life has
cheerful and in | calm and re- | active and | ing fresh and | been filled  with
good spirits laxed vigorous rested things that interest
me

No. % No % No. % No. | % No. %

At no time | 280 27.6 | 350 33.5 | 223 22.0 | 399 39.4 369 36.4

or some of

the time

Approxi- 480 47.3 | 473 46.6 | 442 43.7 | 442 | 43.7 379 27.4

mately half

of the time

Most or all | 254 251 | 191 18.9 | 348 344 | 171 16.9 266 255

of the time

Thus, only approximately 1/3 of the sample (22% - 39.9%) responded negatively (at no time or
some of the time) to these questions with the majority of responses (27.4% — 47.3%) being in the
middle range and less than 1/3 in the higher range (most or all of the time, 18.9% - 34.4%). While
these figures need further analysis, what is initially striking is that despite the demands of their car-
ing role, most family carers did not seem to report a very heavy burden in their life.

Correspondingly, in the past 2 weeks only 10% reported a poor or very poor quality of life,
while 50.2% reported a good or very good quality of life and the remaining 39.9% reported
neither good nor poor.

Table 25. Quality of life in the last two weeks

QOL in the last 2 weeks Frequency %
Very good 112 11.1
Good 396 39.1
Neither good nor poor 403 39.8
Poor 85 8.4
Very poor 16 1.6
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However, when these figures are compared with the scores of carers in other countries, Greek
family carers scored the highest levels of “poor” quality of life (10% cf. 6.5% Germany) and
the lowest levels of “good” quality of life (50.2% cf. 66.6% UK).

5.3.2.7 Factors influencing decision to care and main reason for caring

Carers were asked what factors influenced their decision to care and which of these was their
principle reason for caring. Emotional bonds were the most commonly reported reason overall
(96.8%) with 57.1% saying this was the primary reason. Duty (total 89.3%) and obligation (total
91.4%), in combination accounted for just over 30% of the primary reasons given for caring. De-
spite the parlous state of many family carers income, the financial benefits of care were the main
reported motive for caring in only one case (0.1%), although it was reported as a factor in the deci-
sion to care by 8% of the sample. The possible role of financial contributions by the old person to
willingness to provide care, especially amongst low income families, is explored further in the dis-
cussion.

Table 26. Factors affecting decision to care and principle reason for caring

All factors Principle reason

Frequency | % Frequency %
A sense of duty 906 89.3 160 15.8
There was no alternative 539 53.2 48 4.7
The cost of professional care too high 444 43.8 6 0.6
Emotional bonds 982 96.8 578 57.1
Caring makes me feel good 826 81.5 26 2.6
Elder would not wish any one else to care | 441 43.5 19 1.9
Religious beliefs 406 40.0 7 0.7
| started caring by chance 383 37.8 21 2.1
Economic benefits for both 81 8.0 1 0.1
A personal sense of obligation 927 914 146 14.4
other 7 0.7 0 0

5.3.2.8 Carers’ opinions on future care

However a more searching question asked family carers if they were willing to continue to pro-
vide care over the next year, depending on various changes in the older person’s health situa-
tion. A total of 91.1% felt they would be prepared to continue to care if the situation remained the
same or even if the older person required more help for a limited or longer period of time; 8.2%
were prepared to continue only if more help was received and only 0.7% said they were not pre-
pared to continue to care no matter how much extra support they received.

Regarding the decision to transfer the older person to a care home, 81% of the sample would not
consider it under any circumstances, whereas 17.7% would consider this option only if the older
person’s health worsened and just 1.3% were prepared to consider this possibility, even if the older
person’s condition remained the same.
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Despite the lack of accurate data on numbers of older people in residential care homes (Movdadeg
Ppovridag HAiKiwpévwy), these figures reflect current estimates of between 1-2% of Greek >65
year-olds in such units. .

Only the Poles were even less willing than Greek carers to transfer their older person to a care
home under any condition (86.9%) while the Swedes were most likely to consider this an option if
the health of their older person got worse (70.2%) and 16.5% would consider it even if the health
of the dependent person they cared for stayed the same. However this should not be read senti-
mentally as the “goodness” of the Greek or Polish family versus the “uncaring” Scandinavians'®.
On the contrary Sweden has a well developed network of good care homes, carefully integrated
into the community, supervised and paid for out of public taxation. In contrast Greek care homes
are often private, inadequately registered and supervised whether in the private, public or NGO
sector, and, given the average income of Greek families’ as well as the doubtful status of many
homes, the choice of using such a care home may not really be available. Those carers who had
reported using residential homes, for which they had had to pay, did however respond positively in
terms of satisfaction. This issue of family carers in all countries being unwilling to use care services
that are not of adequate quality is discussed further in chapter 7.

Table 27. Willingness to continue to provide care over the next year

Frequency | %

In the next year, | Yes, and | would even increase 690 68.5

are .you W|II.|ng o Yes, and | would increase for a limited time 28 2.8

continue caring for

the older person? | Yes, if the situation remains the same 200 19.8
Yes, but only with more support 83 8.2
No, no matter what extra support | receive 7 0.7

Table 28. Willingness to consider the older person’s placement in a care home

Frequency %

Would you be prepared to | No 805 81.0
consider the older person’s
placement in a care home?

Yes, but only if the older person’s | 176
condition gets worse

17.7

Yes, even if the older person’s con- | 13

1.
dition remains the same 3

5.4 Discussion

The general estimations of the level of dependency of those being cared for in the Greek sample
(approximately 1/3 highly dependent, 1/3 moderately dependent and 1/3 slightly dependent) mask
the true situation of the amount of help provided by family carers in meeting the everyday needs of

16 Findings from the OASIS study underlined this point. Norwegian families provided a lot of care but with the
support of good community based support services, The care received by older people was judged to be
superior to that received by Spanish dependent older people even though they got more hours of family
care, but fewer services.
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their older people, as detailed in the I-ADL and Barthel analyses of their actual functional ability.
This is further confirmed by the high mean number of hours of care reported (51 hours per
week), yet even the median of 28 hours suggests the weight that care represents. In view of these
high levels of dependency and disability, the most surprising finding is that only 2% of the sample
reported receiving any state benefit either for the dependent older person or themselves, reflecting
the out-dated assessment procedures and bureaucratic obstacles that need to be overcome in
order to qualify for the available benefits.

The long and tiring hours spent on the care of a dependent older person also had implications
for family carers in the labour market. Many had had to limit their hours, cut back on their ca-
reer, leave their job entirely or not seek work because of their care duties. As discussed in Chapter
7, given the preoccupation of the national government with increasing the numbers active in the
labour market, especially women, the absence of services to support family carers is a serious
obstacle in achieving this objective.

As in other countries, the heavy reliance on women as family carers, has long-term implications
for them in terms of their employment. The numbers of family carers who had not been able to get
on satisfactorily in their career, both men and women and who had had to reduce their working
hours or withdraw from the labour market, is striking. The data here provides a justification for
policies that seek to support family carers on economic grounds alone.

Whilst there is a strong tendency for people to be self-satisfied about the Greek family situation,
they do not see the real cost for family carers. In all countries, the emotional bond between the
dependent older person and the family carer is the decisive factor in the reasons why people care;
love in all its forms is the main motivator. However while in many other countries family carers re-
ceive some support and help in their caring role, both in the form of services and financial benefits
to older dependent people or to family carers themselves, the amount of any type of formal support
received in Greece is low. Again, this is explored further in Chapter 7.

The picture that emerges of family care in Greece is that people are supporting their older fam-
ily members with inadequate resources. While the primary lack of resources is reflected in the
family carers difficult financial position, the lack of services has other impacts. It should also be
noted that which types of support and services are most needed may vary according to different
categories of carers, or by the relationship of the carer to the older person, as well as varying over
time. For example, finance may be a very large issue for carers of the same generation who live
on small pensions, while for the working child carer, having services which will help them with
some of the weight of care may be critical. What services actually help family carers is explored in
Chapter 7.

The role of financial contributions by the older person, either to the household income in the
case of co-residence, or as direct payments to the family carer, or as indirect support to other fam-
ily members e.g. grandchildren, or even as bequests, may be a factor contributing to the willing-
ness of the family carer to provide care, particularly in low income households. This could at least
partly account for the relatively high well-being amongst Greek and Polish carers, despite high lev-
els of care provision and deserves further analysis within the EFC study.

References

Daniilidou N, Gregory S, Kyriopoulos J and Zavras D (2004) “Factors associated with self-rated health in
Greece: A population-based postal survey” Eur J Public Health, Jun 2004; 14: 209 - 211.

Dwyer,J., Lee, G., Janowski, T. (1994). Reciprocity, Elder Satisfaction, and Caregiver

Stress and Burden: The Exchange of Aid in the Family Caregiving Relationship.

87



The Greek National report EUROFAMCARE

Journal of Marriage and the Family, 56: 35-43.

Eurostat (2000) Poverty statistics. Luxemburg
Fink, S. (1995). The Influence of Family Resources and Family Demands On the
Strains and Well-Being of Caregiving Families. Nursing Research, 44 (3), 139-146.

Jutras, S. and Lavoie, J.P. (1995). Living With An Impaired Elderly Person: The infor-

mal Caregiver's Physical and Mental Health. Journal of Aging and Health, 7 (1), 47-73.

Kupiotrouhog I, Tkpéykopu Z, Oikovopou X (Emmpéleia) (2003) Yyeia kai Yrnpeoieg Yyeiag arov EAAnviko
lMAnBuoud EZAY kai MOY, Ekddoeig Martralrion AEBE

Mestheneou E, Triantafillou J (2004) NABARE for Greece http://www.uke.uni-
hamburg.de/extern/eurofamcare/ and www.sextant.gr

Mestheneos E., Triantafillou J. (1993a) Eds. Carers Talking: Family Care of Dependent Older People in
Europe. European Foundation, Dublin. Office for Official Publications of the EC, Luxemburg.
www.amazon.co.uk/exec/obidos/ASIN/9282665704/qid=1051226406/026-2867300-6385212.

Mestheneos E., Triantafillou J. (1993b) "The Support of Family Carers of the Older Elderly in Greece." in
Informal Care in Europe. Ed. Twigg J., SPRU, York., U.K.

Nies H. and Berman P. (eds.) (2004) Integrating Services for Older People: a resource book for managers
European Health Management Association, Dublin. Available on line at:
http://www.ehma.org/projects/carmen.asp

OASIS - Old Age and Autonomy: The Role of Service Systems and Intergenerational Family Solidarity
http://www.dza.de/english/forschung/forsch-oasis.html

SHARE - Survey of Health, Ageing and Retirement in Europe http://www.share-project.org/

Triantafillou J, Dontas A, Jokela J. (1996) "Health Related Quality of Life in Rural Elderly Greeks" in Pendu-
lum: Health Related Quality of Life of Older Europeans. Ed. Ferrucci L, et al, WHO, Florence.

Triantafillou J., Mestheneos E. (1994) "Pathways to Care for the Elderly in Greece." in special issue Social
Science and Medicine, "Frailty and its Consequences." Pergamon Press.

Tsakloglou P. (1999) “Poverty and anti-poverty policies in Greece and a comparison with other Mediterra-
nean EU member-states.

http://www.aueb.gr/users/tsakloglou/99-01.pdf

88



The Greek National report EUROFAMCARE

6 Different care situations

Elizabeth Mestheneos, Eva Mnich, Cristian Balducci, Kevin McKee, Birgitta Oberg and
Beata Wojszel

6.1 Aims of chapter 6

The aim of this chapter is to show different family care situations in Greece. It is based on chapter
6 in the Trans-European report (TEUSURE)" where a common cluster analysis on data from all
the six countries is presented.

6.2 Method

The use of clusters allows — despite the marginal distribution — a comparison of the care situation
in the six countries. However, the distribution of the individual clusters in the countries does not
necessarily represent the statistical distributions in these countries since different recruiting strate-
gies were used.

6.2.1 Procedure

The following procedure was used for the analysis of all the six countries data. For clustering care-
giving situations the following variables were taken into consideration: Variables related to family
carers: Carer's demographics as indicated by carer’s gender, educational level, working status and
generation with respect to elder, and the characteristics of the carer’s place of residence.

Variables related to the caregiving situation: duration of caregiving, availability of help if ill and
availability of help in case of necessity. As for the carer's well-being the perceived burden associ-
ated with caregiving was included as indicated by the Cope Index’s negative impact subscale; and
measures of carer’s reported state of health and quality of life.

As for the elder-related variables: elder's age and gender, elder/carer cohabitation status and
weather the elder had a need for financial support. Measures of elder’s functional disability were
elder’s cognitive status and IADL abilities.

The correlations between the variables were produced in order to exclude those with high correla-
tions . The variables used are presented in table 1.

o EUROFAMCARE. 2005. Trans-european report (TEUSURE). http://www.uke.uni-
hamburg.de/extern/eurofamcare/
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Table 1. Variables for the cluster analysis

ELDER

0 =65-79
Elders age

1 = 80- highest

0 = male
Elders sex

1 = female

0 = different houses
Where do elder and carer live
1 = same house

0 = no cognitive disorder or age associated memory
Cognitive status impairment

1 = behavioural disorder or probable dementia

0 = low to moderate IADL dependency

IADL
1 = more severe IADL dependency
0 = no need
Financial support
1 =need
CARER
0 = higher level

Carers educational level
1 = lower level

Ti ; o 0 = up to two years
ime of caregiving
1 = more than two years

0 = non working
Working conditions

1 = working
0 = lower impact_7 to 10
Neg impact . .
1 = higher impact_11 to 28
) . 0 = worse quality of life_0 to 14
Quality of life ] )
1 = better quality of life_15 to 25
0 =male
Carers sex
1 = female
0 = yes | could find someone
Help ifiill
1 =no or | could find someone with difficulties
0 = not the same generation
Generation
1 = same generation
0 = rural
Locality
1 =urban
Not included

Help if break needed (because of high correlations | 0 = yes | could find someone
with “help if ill") 1 = no or | could find someone with difficulties

Health (because of high correlations with “quality of | 0 = better health_1to 3
life”) 1 = worse health_4 to 5
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To explore the possible number of clusters, a cluster fusion procedure (Ward procedure) was car-
ried out. It resulted in 6 clusters which represented the limit of simplification possibilities.

A discriminate-analysis was used to verify the selectivity between the clusters. The present cluster
solution resulted in a rate of 81% correctly classified cases.

However, to reach the necessary flexibility, a non-hierarchical cluster-approach (quick cluster in
SPSS) was added to the ones previously found in order to be able to "re-sort" cases. The optimiz-
ing algorithm of quick cluster checked for each case whether the previous assignment from the
hierarchical analysis was the best available or whether, with another assignment, the homogeneity
of the new target cluster was less affected than with the previous one.

The newly arranged clusters provided 92% correctly classified cases with the discriminate analysis
based on the new classification, and the corresponding value in each individual cluster reached at
least 85%.

6.2.2 Description of clusters

The description of the different caregiving situations was at first performed with few characteristics
and then, step by step, with the entire list of characteristics used for this clustering. In the first step,
sorting was performed using "objective burden" (measured by functional IADL abilities and the
cognitive status of the cared for) and "subjective burden" that indicates the caregivers' perceived
situation (measured using reported burden and the quality of life) in a sequence from “relatively
high" to “relatively low" burden. Table 2 gives an overview of the cluster characteristics.

In cluster 1 and 2 the reported objective as well as the subjective perceived burden of the carer,
dominate. As compared to group 1, in group 2 most caregiving women are working and they
mostly have a higher education.

Clusters 3 and 4 mainly include couples, in the third cluster women give care to their male partners
with this reversed in the fourth group where men care for a female partner. Here, the family carers
are members of the same generation and live in the same household.

Cluster 5 displays those whose subjective burden is perceived as relatively low, with a small group
of carers reporting a higher negative impact from caregiving, while in the majority of cases a better
quality of life is reported. This appears in contrast to the higher objective burden with high IADL
disability among the elders in this cluster.

Cluster 6 includes those cases in which the cared for does not show any severe |IADL disability and
they represent the lowest percent of reported cognitive impairment. Only a minority of caregivers in
this cluster show a higher negative impact from caregiving while the majority report a better quality
of life. In this group, most of the caregivers are able to combine caregiving with work.

The variable that concerns financial support generally varies with the subjective perceived burden
of the carer. The fusion steps showed that before using the non-hierarchical cluster-approach,
cluster 2 consisted of two subgroups that could be differentiated only with this variable. Thus, it has
to be taken into consideration when characterizing this caregiving situation that financial need was
only voiced by a subgroup.

In cluster 3 and 4 the older cared for are usually younger. Older cared for persons can be found
more often in the caregiving situation within the more problematic first groups.

The availability of someone else to take over caregiving in case of sickness of the family carer is
reported by caregivers in cluster 5 and 6. In all other clusters the majority (from 57% to 73%) do
not have such possibility.
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Table 2 . Main characteristics of the clusters in the six-country sample

Cluster Objective Subjective Generation Working
burden burden

1 high high

2 high high yes

3 high high same

4 high high same

5 high

6

6.3 Findings

Examining the distribution'® of clusters in the six countries, it becomes apparent that care-giving
couples occur almost twice as often in the Swedish sample than in the other national samples
(cluster 3: SW= 30.7% vs. GR=13.8%, 1=9.2%, UK=14.5%, PI=12.8%, GE=14.8%; cluster 4:
SW=16% vs. GR=5.0%, 1=5.3%, UK=10.0%, PI=7.2%, GE=6.2%) This is the biggest country-
specific characteristic. In the Polish sample, a focus lies on those two care-giving situations that
feature the least subjectively perceived burden (i.e. cluster 5=24.5% and cluster 6=32.2%). The
distribution in the UK sample looks similar to the Polish, and the cluster with relatively low subjec-
tive and objective burdens occurs most often (cluster 6=30.7%).

Southern Europe, represented here by Greece and lItaly, shows a high percentage in the
first two groups in which both the objective and the subjective burdens are above average
(cluster 1: GR=24.4%, 1=25.4% vs. UK=14.6%, SW=8.2%, PI=13.9%, GE=19.7%; cluster 2:
GR=26.5%, 1=21.9% vs. UK=11.9%, SE=15.3%, P1=9.5%, GE=19.5%. Germany displays all types
of situations in an average magnitude.

Table 3. Care situation and motives for caregiving

Cluster Cluster characteristics Motive
1 High subjective and objective burden Strong emotional ties
2 High subjective and objective burden, working No alternative
. . — — Strong  emotional  ties
3 Wives(women), high subjective and objective burden . .
Financial advantages
: L L Strong  emotional ties
4 Husbands (men), high subjective and objective burden . .
Financial advantages
5 Low subjective and high objective burden Strong emotional bounds
6 Low subjective and objective burden Strong emotional bounds

18 Again, it is to be noted that the distribution of the individual clusters in the countries does not necessarily
represent the actual distributions in these countries due to different recruiting strategies and representation.
However, these clusters allow — independently of the marginal distribution —comparison between countries.
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Figure 2: Care situations in the six countries
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6.3.1 Care situations, motivations for caring and views on future care

The question about motivation for care-giving was used to show how the clusters could work in a
cross country comparison. In table 5, the distribution of motives by country is shown. Emotional
bonds or a sense of duty are mentioned in all countries from a high number of carers. In general,
intrinsic motives like “emotional ties” (94.5%), “a sense of duty” (81.4%), “personal sense of obliga-
tion” (80.6%) and “caring for elder makes me feel good” (74%) are dominant and extrinsic motives
are mentioned less. As most intrinsic motives are, generally speaking, positive statements, one
has to expect considerable effects of social desirability that contribute to the dominance of intrinsic
motives over possible extrinsic motives. To avoid social desirability bias, only one motive dimen-
sion will be used thus obtaining useful information for the country comparison.

Table 4. Distribution of family carers in the clusters

Cluster The six-country sample
n %

1 964 17.9
2 937 17.4
3 838 15.6
4 436 8.1
5 943 17.5
6 1266 23.5
Total used 5384 100
cases

Care situations, motivations for caring and views on future care

Five different dimensions of motivation for family caregiving have been identified at European level
using a factor analysis to explore the underlying dimensions of the original 10 reasons that were
given as responses (Table 4).

Table 5. Factor analysis of motives for caregiving by the family carers

Dimension Motive for caregiving
A sense of duty

A sense of duty Personal sense of obligation towards elder as a family
member

Elder would not wish anyone else to care for him

There was no alternative

| found myself in these circumstances almost by chance
without making a decision

No alternative

Emotional bonds (love, affection)

Strong emotional ties Caring for elder makes me feel good

Religious beliefs My religious beliefs

Financial  advantages | The cost of professional care would be to high
and/or prevention of | There were economic benefits for me (carer) and / or
financial disadvantages | elder

Strong emotional ties is the most frequent reason for family caregiving in the Greek sample.
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Table 6. Future care: % of answers

a) In the next year, are you willing to continue to provide care to ELDER?*
b) Would you be prepared to consider ELDERS placement in a care home?**
Care Total | Greece | Po- Italy UK Ger- | Swe-
situa- land many | den
tion
1 a) - Yes and | would even increase 53 61 53 61 55 37 35
- Yes | would increase for a limited | 9 3 8 9 6 14 17
time
b) yes, despite from elder’s condition | 40 19 22 32 65 56 90
2 a) - Yes and | would even increase 49 57 58 63 48 26 37
- Yes | would increase for a limited | 11 2 13 5 17 22 13
time
b) yes, despite from elder’s condition | 51 29 23 45 71 67 95
3 a) - Yes and | would even increase 60 79 60 70 73 43 49
- Yes | would increase for a limited | 7 2 7 6 3 12 10
time
b) yes, despite from elder’s condition | 43 13 15 28 43 48 79
4 a) - Yes and | would even increase 67 59 61 76 80 46 69
- Yes | would increase for a limited | 5 5 7 2 2 13 4
time
b) yes, despite from elder’s condition | 44 9 17 29 | 46 44 79
5 a) - Yes and | would even increase 68 81 72 76 73 51 58
- Yes | would increase for a limited | 9 0 10 6 5 13 13
time
b) yes, despite from elder’s condition | 36 12 7 35 44 56 95
6 a) - Yes and | would even increase 71 78 73 84 75 45 63
- Yes | would increase for a limited | 8 4 10 5 4 18 9
time
b) yes, despite from elder’s condition | 34 17 8 22 43 56 94

* The complete answer categories are: Yes, and | would even consider increasing the care | give if neces-
sary / Yes, and | would consider increasing the care | give for a limited time / Yes, | am prepared to continue
to provide care if the situation remains the same / Yes, | am prepared to continue to provide care to elder but
only if | have some more support (from services, family, friends etc.) / No, | am not prepared to continue to
provide care to elder, no matter what extra support | receive

** The complete answer categories are: No, not under any circumstances / Yes, but only if elder’s condition
gets worse / Yes, even if elder’s condition remains the same as it is now. The two latter categories are added
to the category “yes, despite elder’s condition” in this table

Both the German and the Swedish sample diverge from this general pattern. In the German sam-
ple, the willingness to expand care tends to be stated less often, but a short-term expansion of the
care effort is stated more often. This is especially the case for care situations with increased bur-
dens and working carers (cluster 2). In the Swedish sample, as well, the possibility to continue care
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is seen by a below average number of carers in five of the six care situation types (exception: car-
ing husbands from cluster 4).

The nursing home is an option for 30% to 50% of carers independently of the condition of the
elder. This percentage varies, depending on the care situation, at approximately 40% for married
couples and about 50% if the carer is working (cluster 2). The most pronounced differences can be
found when comparing national samples. In Sweden, it is an option that is considered most often in
all types of caring situations, in the UK more often in the first two caring situations (cluster 1 and 2)
with increased objective and subjective burdens, and in Italy amongst group 2 with the higher bur-
dened working carers. As an overall picture, a structure is found in which only 7% and a maximum
of 45% consider the option of a nursing home in Greece, Poland and ltaly. In the UK, Germany and
Sweden across all types of care situations, a minimum of 43% and up to 95% consider that option
— the latter is found especially in Sweden amongst carers in group 2 (high objective and subjective
burden, working) but also with carers of group 5 and 6 where the well-being of the carers is rela-
tively higher than in the other clusters .

6.4 Final comments

A method of analysis was selected that identified a relatively low number of types of family care
situation while using comparatively detailed information regarding the individual care situation. As a
result, the core burden differences for the individual carer are presented. Also, intra and intergen-
erational care relationships are shown more clearly. From the analysis, a group forms where the
carers, even though the elder is more functionally impaired, perceives care as less of a burden. At
the same time, this group is characterised by the fact that it can more easily find help for the care
(in the sense of replacement when they cannot do it themselves) than other groups.

The use of this typology allows "control" (as a statistical strategy) of the different distribution in
these groups in inter country comparisons, e.g. more less burdened carers in Poland and the UK,
more intra-generational care in Sweden and higher number of burdened carers in Greece and Italy.
This is done by performing country comparisons within the individual clusters. Country-specific
structures regarding motivation, for example, are taken more seriously if they don’t only occur in
one type of care situation that occurs often in one country and are the sole reason this country dif-
fers from others. Vice versa, this allows the emphasise of characteristics of a subgroup in a country
which were not revealed from the descriptive statistics.

As expected, the religious motive (in combination with a stronger "sense of duty") plays a more
important part in Poland in comparison with other countries, but it is also important in Greece with
wives who are in an intra-generational care situation and amongst group of women with a low level
of education (as in Germany, though there it is more pronounced with caring husbands). In the
UK, care is comparatively often motivated by "externally determined" factors if the stated burdens
are higher. Swedish carers refer more often than others to "strong emotional ties", which is also
true for subjectively lesser burdened carers in Greece. Italy does not show specific structures in
this cross country comparison, while in Germany financial reasons are named more often than in
other countries in intergenerational care situations (with one exception). All in all, the cross country
comparison shows that in case of motives the cultural specific aspects of the countries have an
greater impact than actual care situations on motives for care giving.

Finally, a cautious look (carers' statements of intent) was taken into the possible future develop-
ments in family care in the participating countries. They clearly fall — aside from the subgroups -
into two categories. If the burden, due to the care situation, increases for the carer because the
health of the cared for deteriorates, only a small number of carers in Greece, Poland and Italy
would consider a nursing home. In other countries, a higher number — in some a considerably
higher number — of carers would do this. Whether this is due to the different availability (physical,
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financial and qualitative) of these institutions in the different countries or due to cultural particulari-
ties remains to be discussed.
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7 Need for Support, Service Use, Service Satisfaction and Services paid
for

Elizabeth Mestheneos, Judy Triantafillou, Costis Prouskas and Vickey Goltsi

7.1 Aims of chapter 7

The central focus of the EuroFamCare research project was to assess the contribution currently
made by a variety of health and social services in supporting family carers, both directly and, indi-
rectly, through supporting the older dependent person.

In Greece, as was known and as the survey research showed, there are few services that are pri-
marily intended for or oriented to the direct support of family carers. Family carers were asked to
report on their experiences of how far health and social services of all types helped them and the
older dependent person; since the main responsibility for the care of dependent older people in
Greece is undertaken by family members, any services which help the older person to maintain a
degree of independence are potentially of significant benefit to the family carer.

7.2. Methodology used to collect, analyse and present the data

Since the level of dependency of the older person is directly related to needs for care, the EFC
questionnaire had several groups of questions which attempted to address this issue in detail.
These results are mainly presented in chapter 5, related to the profile of the cared for older person.

However since this section examines the role of servicesthe results are presented here (7.3.1.)
from questions referring to different types of care needs (health, physical/personal care, mobility,
emotional /psychological I/social, domestic, financial management, financial support and organising
and managing care and support) and who, at the time of the interview, currently helped with or
undertook these activities (7.3.2.), as well as data on the activities with which family carers felt they
would appreciate more help.

Finally, sections 7.3.3 to 7.3.9 present the data on services used by the family carers and the
older dependent people they cared for, together with the views of the family carers on their use and
non-use of services and the importance and quality characteristics of such types of support.
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7.3 Main Findings

7.3.1 Older peoples’ needs for support

Table 1 (below) indicates for each type of care need whether the older person was independent, or

partly or completely dependent on the help of another person to meet this need.

Table 1: Older persons relying on others’ help, by areas of need
Does Elder have a need for help in any of these areas (thus relying partially or
completely on others to meet it)? (“YES” answers only)
DOMESTIC CARE (N=1,012) % relying on others 86.3
partially 30.6
completely 55.7
EMOTIONAL/PSYCHOLOGICAL/SOCIAL (N=1,013) % relying on others 90.0
partially 36.0
completely 5.0
HEALTH CARE (N=1,013) % relying on others 88.3
partially 36.9
completely 51.4
MOBILITY (N=1,014) % relying on others 71.8
partially 40.8
completely 3.0
FINANCIAL MANAGEMENT (N=1,014) % relying on others 79.2
partially 2.3
completely 58.9
CARE ORGANISATION & MANAGEMENT (N= 1,014) % relying on others 73.0
partially 25.9
completely 47 1
PERSONAL CARE (N=1,013) % relying on others 65.9
partially 3.0
completely 32.9
FINANCIAL SUPPORT (N=1,014) % relying on others 525
partially 3.4
completely 2.1

The highest frequency reported in the type of dependency of the older person and need for sup-
port, was for emotional, psychological and social support; here 90% needed help and 54% of
these older people were considered to need total support, results which were similar to those for
the other countries. It may be appropriate to note that carers of the same generation, such as
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spouses and siblings, usually find this form of care less problematic than family carers of a different
generation since they have been keeping company with the dependent older person for much of
their lives (Mestheneos, Triantafillou 1993)

The heaviest form of dependency is where the older person needs physical or personal care,
defined here as needing help with washing, dressing, feeding, toileting; in this category 65.9%
needed some form of help, but 32.9% were completely dependent. These results compare well
with the specific individual responses for the ADL (Barthel scale), reported in Chapter 5, and repre-
sent an overall estimate of the sum of the older person’s need for help in the performance of all of
these tasks.

This aspect of the need for care is by far the most exhausting for the family carers since the de-
pendency is the most extreme, often requiring 24 hour care and needing additional skills in the
performance of tasks e.g. lifting, in such a way that carers do not damage their own health. In two
countries (ltaly and Germany) older people were reported as having the need for more personal
care, reflecting the heavier levels of dependency in the older people in these samples according to
the Barthel scores, though in Greece and Poland, family carers provided the highest levels of per-
sonal care.

The issue of finance was an important one for family carers: in the Greek sample complete de-
pendency in the need for the financial management of the older person’s affairs was reported by
58.9% and a further 20.3% needed partial help. The reasons for this are not clear, yet Greece is
not exceptional in this result since in all the 6 countries the numbers needing help with their finan-
cial affairs is similarly high or even higher, possibly reflecting low educational levels, memory and
mobility problems. In 90.9% of the Greek sample, this help was supplied by the interviewed family
carer, again a rate similar to that in the other countries, although 36.9% of the Greek carers re-
quested help in this area, a much higher rate than in the rest of the European sample.

Financial support was needed by a significant proportion of the older people; 21.1% were com-
pletely financially dependent and a further 31.4% partially dependent, giving in total 52.5% who
needed some financial aid. In 87.6% of these cases, the financial support was provided by the in-
terviewed carer and in a further 26.9% by other informal carers; again, 74.2% of Greek carers re-
quested more help in this area, the highest rate amongst the 6 countries. This reflects both the fact
that many older people have totally inadequate incomes that need to be supplemented by mem-
bers of their family, while at the same time the additional costs involved for medical and health care
(see below) also strain financial budgets. The proportion of older dependent people in Greece
needing financial support was by far the highest amongst the six countries participating in the na-
tional surveys.

Domestic care was also needed by a high proportion of the older people with 55.7% being com-
pletely dependent and 30.6% partially dependent on the help of another person to meet this need.
Domestic care includes shopping, cleaning, cooking and washing, tasks which are essential for the
comfort and survival of the older person. For those family carers who are cohabitant, this work may
be difficult to distinguish from that undertaken for their own and the rest of the family’s benefit, but
represents a special set of additional tasks for those who are non cohabitant. The percentage of-
fering such care was the lowest among the 6 countries though the variation was not large, possibly
associated with higher levels of co-habitation in the Greek sample.

Health care needs, defined as needing assistance with medication, medical treatment, rehabilita-
tion, therapy etc, were also mentioned as an area of substantial need with 88.4% of the older peo-
ple being cared for needing help of whom 51.4% were completely dependent, more than in the
other countries. In 93% of cases this assistance was given by the interviewed carer and in a further
32.8% by other informal carers, with only 14.1% reporting support from services in this area, the
lowest rate in all the countries except Poland. Since the reported levels of moderate and severe
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dependency in the Greek sample were not higher than the overall sample average, whereas 55.3%
of carers requested more help in this area (the highest rate in all the countries), possible explana-
tions may be found in the inflexibility of the health system in responding to the needs of disabled
and housebound patients, as well as the traditional habit of families accompanying and supporting
an older person in their encounters with the health service (Triantafillou and Mestheneos, 1994).

Nevertheless, the lack of comprehensive home care services to support dependent older people
and the services available being necessarily targeted mainly at older people without family carers
(Amira et al. 2002) means that Greek family carers have to provide the vast majority of support to
their older people in this area.

Mobility, both in and outside the home, was another area of dependency for the older person with
71.8% needing help, a slightly lower rate than for the other countries.

The onset of dependency requires new arrangements as to how the needs of the older person will
be met.

Help in organizing and managing care was needed by 73% of the older people, a figure that was
similar to the other countries.

7.3.2 Who provides the support?

Table 2 indicates who currently provides help to the dependent older person in meeting their
needs. The family carer was the main provider of help, whether the need was for emotional sup-
port, personal care or financial support, with percentages varying from the lowest level of 88.1% for
domestic care to 95.8% for emotional and social support. However, a significant amount of help
was also provided by other informal carers, with rates varying from 25.3% to 48.85% for different
areas of need, with the exception of personal care (see below).

Table 2: Who helps the older person to meet their needs?

N = The intervie- | Other Service /
Typeof et voiliad bl
(%) ons (%)

DOMESTIC CARE 875 86.1 33.3 8.1
EMOTIONAL/PSYCHOLOGICAL/SOCIAL 912 95.8 48.8 8.1
HEALTH CARE 896 93.0 32.8 14.1
MOBILITY 728 92.9 35.7 6.9
FINANCIAL MANAGEMENT 803 90.9 25.3 1.7
CARE ORGANISATION & MANAGEMENT 741 88.0 25.8 5.3
PERSONAL CARE 667 92.2 8.1 6.9
FINANCIAL SUPPORT 532 87.6 26.9 2.4

* more than one answer was possible, so percentage values (which are calculated on the total number of
subjects who reported the specific need and answered this question) do not sum up to 100.

If one examines those family carers who received help and support from services in meeting
the care needs of the older person, the highest level of help from services was in meeting health
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care needs, although, as already discussed, this is still a surprisingly low rate, at only 14.1%,
compared with other countries.

All figures need to be compared with the figures in Table 1 where the family carer reports what
they perceive as the need for care; 51% of the cared for older people were considered completely
dependent in terms of health care. Even more startling is that of the 32.9% of older people who
were completely dependent for their personal care, just 6.9% received help from services. Again,
while 55.7% were completely dependent in terms of their need for help with domestic tasks, only
8.1% of the dependent older people currently received help with domestic work from services,
while 33.3% received help from other informal carers. Similarly 54% needed complete social and
emotional/ psychological support; but only 8.1% received such help from services. Other informal
carers were particularly important in providing emotional and social support to the older person
with 48.8% of family carers reporting that the older person received such support. Between a quar-
ter and a third of informal carers, other than the main family carer, were mentioned as being impor-
tant in a variety of tasks where the older person needed support. This was least forthcoming for
personal care where only 8.1% helped fulfil such needs, figures which indicate that Greek family
carers follow the pattern reported in other countries, where the main family carer frequently under-
takes the main burden of provision of personal care tasks without assistance (Dwyer et al 1993,
Fink,1995) although levels of informal support recorded by Greek carers in other areas of need
were higher than those in some other countries, with the exception of Italy and Poland, where
higher levels of informal support were recorded.

Family carers were asked what help they would most appreciate in caring for their older per-
son. For the majority of family carers in Greece the top priority was financial support, reflecting
the high level of dependency of the older people on the family carer for this need. This percentage
was the highest in the 6 countries in the research. In general family carers in Greece were most
likely to respond that they wanted help in all areas to support the older dependent person. While
this may be the result of the current low levels of support they receive, it is only part of the explana-
tion since, for example, Polish carers received even less support from other informal carers or ser-
vice and support organizations, yet expected or wanted less help. Help was particularly wanted for
emotional and social support, for mobility and for care organization and management.

Table 3: For which areas of need would family carers like to have more help for the cared
for older person?

No. %*
DOMESTIC CARE 855 55.7
EMOTIONAL/PSYCHOLOGICAL/SOCIAL 896 63.8
HEALTH CARE 892 55.3
MOBILITY 716 60.1
FINANCIAL MANAGEMENT 795 36.9
CARE ORGANISATION & MANAGEMENT 733 62.5
PERSONAL CARE 660 55.3
FINANCIAL SUPPORT 528 74.2

* percentage values refer to the positive answers on the reported total number of valid answers to this ques-
tion.

The need for financial support to meet the additional costs of care for Greek family carers is further
illustrated by the responses in the following table.
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Table 4: Has caring resulted in any additional financial costs?

Yes Greece Total EU sample
No. % No. %
Special food 346 34.3 | 962 16.3
Medicines 739 73.3 | 2844 48.2
Other 136 13.5 | 731 12.4

Thus, in contrast to the findings from the other country samples where there is often state cover-
age of essential drugs and special dietary requirements, these additional costs of care are of ne-
cessity met by Greek family carers, given the low incomes of the older people themselves.

7.3.3 Services supporting family carers — use, satisfaction and cost

Family carers were asked to report on both any specific services they used to support them in their
work of caring as well as general support services which could help. They were also asked about
the frequency of use, their satisfaction with the service and the cost to them of using these ser-
vices. Only 21.6% of Greek family carers reported using any specific or generic service at all;
this was also the case for other countries in the research where the absence or paucity of any kind
of support services for family carers in ltaly, Sweden and Germany was reflected in the low per-
centage (20-24%) accessing them.

What specific services did family carers use to help them in their work? The very small percent-
ages reflect the very tiny minority of family carers who had accessed any specific service. 0.1%
used information services, 0.2% had used socio-emotional support ; 0.3% used respite care to take
a break from the care of the older person; none had received any training and there was no help in
assessing the caring situation from professionals. Compared with the other countries in the re-
search programme, Greek family carers are poorly supported’®. Socio-emotional support for family
carers was also far more available in the other countries — in the UK 7.9% received such support,
10.7% in Sweden and 8.1% in Germany. Respite care, where the family carer can be relieved from
the responsibilities of care for shorter or longer periods, was far more frequent in Sweden (6.1% of
family carers) and the UK (2.3%). Training which is a very useful tool in helping family carers learn
how to care and protect their own health, was also rare in other countries. The highest percentage
who had received training was in Germany (2.1%) followed by the UK (1.8%) .

Overall the frequency of use was very low and no-one used such a special service on a regular
weekly basis. Thus there were no details on the costs of such services. In other countries the ma-
jority of such services, with the exception of respite services, were free.

However there were other more general services which Greek family carers resorted to, particu-
larly health services. 17.8% (180 carers ) visited a general doctor, 3.1% on a weekly basis, 92.8%
of them were satisfied with the service (167 people) and 28.3% of those that visited a GP paid for
the service (51 people).

13.3% used a specialist doctor in the 6 months prior to the research (135 carers), and 4.1% of
these on a weekly basis. 91.1% of them were satisfied with the service (123 people) and 48.9% of
them paid for the service (66 people).

¥ Thus in Germany 16.2%.obtained information
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In interpreting these results, it should be noted that general practice is a newly developing specialty
in Greece, with high numbers of and relatively easy access to specialist services in both the pri-
mary and secondary/hospital health care sectors.

6% had used the services of a general hospital ( 61 respondents), 86.9% of them were satisfied
with the service (53 people) and 19.7% (12 people) paid for the service, although there was no
clear distinction between inpatient and outpatient services.

These figures tell us little until we compare them to the figures for other countries. The UK also
reports high use of health services by family carers yet when examining the use by Swedish family
carers, who tend to be older spouse carers where one might expect increased health problems,
there is a much lower reference by the family carers to health services with 5.9% using a GP, 2%
a specialist doctor and 0.1% a hospital.

Other generic services used by more than 1% of family carers also included the publicly provided
home help service for cleaning the home environment, used by 17 respondents (1.7% of the
sample), 16 of them (94.1%) were satisfied with the service and 76.5% of them (13 people) paid
for the service. Recreational social centres were used by 24 family carers (2.4% of the sample),
all were satisfied with the service and 16.7% paid for the service. Specialised diagnostic ser-
vices were used by 10 people (1.0% of the sample) with 80% of them were satisfied (8 cases) and
2 (20% of the users) paying for the service.
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Table 5: Services used by family carers, costs, frequency of use ( % values)*
F;equen.cy % of car- Eosts paid
Services of service ors ot y ca_rers
used o | Use (% of avin — | for services
Services used by family carers values cares us- paying used in past
. . for ser- .
ing service vices 6 months (in
(N=1014) at least euros)
used
weekly
Total % of carers using at least one service | 21.6
Mean number of services used by carers 0.3
Specific support services for carers
Information (about disease, caring, avail-
able services and benefits,, help lines, | 0.1 * * *
internet)
Socio-emotional support (counselling, so- 0.2 . . .
cial work, support or self help groups etc.) |
Respite care (including supervision of elder) | 0.3 * * *
Training for caring - * * *
Assessment of caring situation - * * *
Other specific services for carers 0.1 * * *
Generic services used by family carers
GP 17.8 3.1 71.5 26
Specialist doctor 13.3 4.1 51.1 83
General hospital 6.0 0.0 80.0 75
Other generic services used by carers 7.5 49.2 56.6 268
Total amount paid on average by carers for generic services 118
Overview of costs paid by carers for all services used in the last six o
months (N=335) °
No costs 60.6
Between 1 and 120 Euros 22.7
121-300 Euros 7.5
301-600 Euros 4.8
601-3,000 Euros 3.9
Over 3,000 Euros 0.6

Family carers were asked about costs and of the 335 family carers who had used services in the
past 6 months approximately 60% had incurred no costs. At the other extreme were 4.5% of carers
who had paid from 600 to over 3000 euros. Those who did pay reported an average 118 euros
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overall for health and other general costs in the previous 6 months for their own needs, including
26 euros for a GP, 83 for a specialist doctor, and 75 euros for a general hospital visit.

7.3.4 Services for older people - use, satisfaction and cost

Family carers were also asked to report on services used by the older person they cared for, as
well as on their satisfaction with the service and whether or not they had paid for it. The services
reported here were those used by more than 1% of the total sample of the elderly participants
(1,014 respondents).

General doctors were used by 556 respondents (54.8% of the total sample) and of these 7.7 %
(43 respondents) visited a GP more than once in the previous six months. 497 respondents (89.4%
of those using the service) were satisfied by the service and 229 respondents (41.2% of the ones
that used the service) paid for the service.

Specialist doctors were also widely used by the older dependent people with 494 respondents
(48.7% of the sample) using the service in the past six months and 28% of these (138 people) visit-
ing the specialist more than once. 466 respondents (94.3% of those using the service) were satis-
fied by the service and 64.5% (319 respondents) had paid for the service.

Again, given the dependent status of the older persons cared for, a considerable number, 357 per-
sons (35.2%) had used general hospital services in the previous 6 months. 85.7 % of them (306
respondents) were satisfied by the service and just 14.6% of them (52 respondents) had paid for
the service

Home rehabilitation services, which primarily concerns physiotherapy, had been used by 40 re-
spondents (3.9% of the sample) of whom 87.5% were satisfied with the service (35 respondents)
while 75% of those that used the service paid for it (30 respondents). A further 0.9% used ambula-
tory rehabilitation services.

Home nursing services had been used by 27 older people (2.7% of the sample) ; 85.2% (23) of
the family carers responding said they were satisfied with the service while 77.8 % paid for the
service (21 respondents).

Laboratory or diagnostic tests at home, important for the dependent older person who cannot
easily get to medical centres, had been used by 82 respondents (8.1% of the sample) with 77 of
the respondents (93.9% of those using the service) being satisfied; 45 respondents (54.9% of
those that used the service) had paid for the service.

Another health related service for older people concerns specialised diagnostic examinations: 36
people used the service (3.6% of the sample); 94.4% of them were satisfied with the service (34
people) and 61.1% of them had paid for this service (22 people).

The services of a psychologist, had been used by just 13 older people (1.3% of the sam-
ple).Given the large number of older people with problems related to memory, Alzheimer, depres-
sion, the limited use of professional psychologists is surprising, although some of these may have
reported visits to a neuro-psychiatrist in the specialist medical services section. Of those using a
psychologist, 11 respondents were satisfied (84.6% of the users) and 8 respondents (61.5 % of
the users) had paid for the service.

As indicated, nearly a third of the older people being cared for needed personal care and many of
these can be presumed to be heavily dependent. Thus the use of a nursing home or residential
care on a temporary base (recuperation, rehabilitation and respite care) might be expected. In the
sample just 10 respondents (1%) of the sample had used or were using a permanent nursing
home, all of them were satisfied and all of them had paid for the service. In view of the unclear dis-
tinction between residential and clinic/nursing home care for dependent older people in Greece, a
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separate category was used which combined both types of care: thus a total of 18 respondents
had used residential and nursing homes (1.8% of the sample), with all users being satisfied with
the service and 66.67 % of the users had paid for the service (12 respondents).

Inadequate nurse staffing levels and high expectations concerning personal care and support,
have led to the development of the use of additional privately paid “practical nurse” carers in
hospitals and clinics. 23 family carers (2.3%) reported that they had used such a service for their
older person, 18 (78.3% of the users) were satisfied with the service and 19 of them (82.6%) paid
for the service (in the remaining cases it has to be presumed that they were reimbursed by the
social insurance fund of the older person). In an attempt to regulate the supply and registration of
this sector of health care workers, many of whom are immigrants both legal and illegal, 1 and 2
year government training programmes have been instituted, with an expected increase in the num-
bers of registered nurses in Greece and a rise in the currently inadequate levels of nursing person-
nel, which are amongst the lowest in Europe (Kyriopoulos et al, 2003).

Mobility problems are often associated with poor foot care. Though chiropody is not a specialty in
Greece 10 respondents (1%) had used the services of a Podiatrist, all of them being satisfied with
the service and 7 having paid for the service (70%).

The dependent status of so many of the older people might indicate their need for various forms of
technical aids to support them e.g. in walking, domestic tasks, and is of interest given the stress
in Europe on developing modern technologies which will support independent living. Yet just 25
people used such a service (2.5% of the respondents), all of them were satisfied with the service
and 84% had paid for the service (21 users).

Again the mobility problems of the older person are helped with suitable home adaptations and
the removal or architectural barriers. 12 people claimed they had used such a service (1.2%); 9
of them were satisfied with the service (75%) while 9 of the people using the service paid for it.
(75%).

Another aspect of mobility concerns the availability and use of transport services for older people.
10 respondents (1%) stated they had used such a service; 6 of the users were satisfied with the
service (60%) and 3 of them paid for the service (25%). In the absence of a comprehensive pro-
gramme of transport arrangements for older people, these reports probably relate to the initiatives
of individual Municipalities which have made public transport arrangements to serve older people
in their areas, either within the context of general transport services or associated with KAPIs and
other social service programmes. Additionally, many private taxis will make financially agreeable
arrangements to pick up older people for transport to and from health services on a regular basis.

In the past few years local authorities and the Ministry have extended the work and service pro-
vided by social workers. 15 people had accessed social workers (1.5%), all had been satisfied
with the service, and 2 of them (13.3%) paid for the service.

The public sector has also expanded its services for older people, many of which indirectly help
the family carer. Amongst such services are recreational social centres such as the Open Care
Centres for Older People (KAPI) and Friendly Clubs (Leski Filias) mentioned as being used by 56
people (5.5% of the sample); 94.6% of the family carers said they were satisfied with the service
(53 people) and 37.5% of them paid for the service (21 people).?

Publicly provided and funded home help services have been expanding steadily in the past ten
years in many local authority areas. In total 97 people had used this service (9.6% of the respon-
dents) with 94.8% of them being satisfied with the service (92 users) and 78.4% of the users (76

20 Although the local authority centres are basically free i.e. heavily subsidized, there is a minimal annual
membership fee which can be waived at the discretion of the Social Worker.
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people) paid for the service. Another publicly provided service for older people was Help-at-Home
for home support including personal care of dependent older people . 65 people used this service
(6.4% of the respondents); 93.8% of them were satisfied with the service (61 people) and 9.2% of
them paid for the service (6 cases). ?' It should be noted that due to financial restrictions, this
newly developing programme has, until recently, given priority to dependent older people without
financial and family resources to help in their support and thus was less likely to be used by family
carers in this research sample. However, a recent small study of services for older people and fam-
ily carers indicated that in some areas, Local Authorities were becoming sensitised to the needs of
family carers, especially women, to work outside the home and were modifying their criteria for
acceptance into such programmes accordingly?.

The past 10-15 years has seen a substantial expansion in the numbers of migrants who under-
take caring work in the home of older dependent people. The sample in this research concerned
older people who had a primary family carer. However in this sample 30 respondents (3%) used
cohabitant private carers with 86.7% of them being satisfied with the service (26 respondents)
and all of them paying for the service. A further 36 respondents (3.6%) used day-time private
carers for their older person’s personal care needs.83.3% of the users were satisfied with the ser-
vice (30 users) and all users paid for the service. While there would appear to be higher percent-
ages of older people being cared for by migrant care workers in the general population, the study
focused on family carers, and this may explain why the percentage is lower than that estimated
overall. (See NABAREs report)

Given the poor mobility of the older person in many cases, other home services were also used.
Amongst such services, very important for maintaining the older person‘s morale, was that of a
hairdresser at home with 4.6% of the respondents using such a service (47 people), all being sat-
isfied with the service and 95.7% paying for the service (45 people)

Other services were used by less than 1% of the respondents for and by the older person and thus
have not been detailed further.

7.3.5 Reasons for not using or stopping using services

Family carers were asked if there were any services that they or the older person being cared
for still needed but had stopped using. Respondents could give up to three answers. While 92
said there were no services they had stopped using, 81 people had stopped using a service.
(8.1%). Specialist doctors was listed both as the first service they had stopped using and overall
represented a service that people were most likely to have stopped using. Home rehabilitation
(physiotherapy) was the next in frequency (11 listing this as of first importance and 14 overall).

2 Some payments were nominal while others, especially in the private sector, would cover the real cost of
the service. Thus for the publicly provided services respondents refer to the contribution to the costs of the
service and not full payment.

2 |nterviews carried out by students of the Dept. of Health Services Management, National School of Public
Health, Athens, 2004, as part of their special projects.

108



The Greek National report

EUROFAMCARE

Table 6: Services no longer used

Service First listed Overall (multiple responses)

Frequency | % Valid %. | Frequency | % Valid %
Specialist doctor

13 1.28 15.85 19 1.87 23.17
Home rehabilitation ser-
vices 11 1.08 13.41 14 1.38 17.07
Recreational social cen-
tre 11 1.08 13.41 13 1.28 15.85
Laboratory or diagnostic
tests at home 6 0.59 7.32 6 0.59 7.32
Psychologist 5 0.49 6.10 6 0.59 7.32
Government provided
home help for elders
personal care 5 0.49 6.10 6 0.59 7.32
General doctor 4 0.39 4.88 5 0.49 6.10
General hospital 4 0.39 4.88 4 0.39 4.88
Private care in hospital
or nursing home 4 0.39 4.88 4 0.39 4.88
Cohabitant private carer | 3 0.30 3.66 4 0.39 4.88
Day-time private care for
elder's personal care 3 0.30 3.66 3 0.30 3.66
Physiotherapy at hospital
or special centre 3 0.30 3.66 3 0.30 3.66
Integrated planning of
care for elderly and fami-
lies 2 0.20 2.44 2 0.20 2.44
Home nursing services 1 0.10 1.22 1 0.10 1.22
Respite-care home/
Temporary nursing home | 1 0.10 1.22 1 0.10 1.22
Meals delivered at home | 1 0.10 1.22 1 0.10 1.22
Internet services 1 0.10 1.22 1 0.10 1.22
Care attendant /sitter for
the elder 0 0.00 0.00 2 0.20 2.44
Specialised  diagnostic
examinations 0 0.00 0.00 2 0.20 2.44
Long term residential
health care 0 0.00 0.00 1 0.10 1.22
Day hospital 0 0.00 0.00 1 0.10 1.22
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Social worker 0 0.00 0.00 1 0.10 1.22

Night-time private care
for elder’'s personal care |0 0.00 0.00 1 0.10 1.22

Government provided
home help for cleaning
home environment 0 0.00 0.00 1 0.10 1.22

TOTALS 78 7.69 95.12 102 10.06 124.39

Family carers who had used services were also asked the reason why they had stopped using
them; again they could give up to three answers?. This data is important for planners of services
in allowing them to understand the barriers to usage by the public. Not surprisingly the most impor-
tant one listed was finance with 2.9% of the total sample who were 36.71% of the group who had
stopped using services, mentioning this as the main reason. Overall 40 people (38.46% of the
group that stopped using services) complained about cost. Given the initial comment that financing
the older person and his/her care was a particular burden for family carers in Greece, the role of
payment for services is critical in their use.

The poor quality of service, was mentioned as the most important reason for stopping its use by
19 carers (1.9% of the overall sample who made up 24.05% of the group who had stopped using
services; in total 25 persons mentioned this issue making up 24.04% of those who had stopped
using a service). These responses were based on individual experiences but also reflect the lack of
evaluation and control in many health and social services.

Access and mobility problems accounted overall for 15 people who had stopped using a service.
Sometimes this was the inappropriateness and poor access in public buildings or from the older
person’s residence to the service and sometimes a matter of transport, or the lack of it.

Non-availability of a service e.g. home help, was mentioned overall by 12 people; although home
help services have developed in many local authority areas in the past few years, there are still
many areas and communities that are not served by such a service. Non-availability also occurred
when the older person no longer had the right to continue using the service e.g. physiotherapist;
this was mentioned by 7 people. Social Insurance Funds like IKA, often provide a limited number
of hours for rehabilitation through a physiotherapist.

Finally, an issue mentioned by family carers and service providers in a different context, was the
attitudes of older people themselves who may be quite unwilling to let ‘strangers’ perform a ser-
vice for them e.g. domestic work, personal care. This issue is also mentioned in the following chap-
ter by service providers.

% OECD figures show that the costs to patients of using health services in Greece are among the highest in
Europe despite the existence of a National Health Service since 1986.
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Table 7: Reasons for stopping using a service.

Overall (multiple re-

Reason First listed
sponses)

Frequency |% Valid % |Frequency |Valid %

Financial reasons, high costs 29 29 [36.71 40 38.46
Poor quality of services 19 1.9 24.05 25 24.04
Difficult access, mobility problems,

barriers 11 1.1 13.92 15 14.42
Not available 10 1 12.66 12 11.54
No right to use 5 0.5 6.33 7 6.73
Social/attitudinal reasons by elderly

or carer 5 0.5 16.33 5 4.81
Total 79 7.9 |100.00 |104 100.00

Despite the low level of service use, and thus public experience of using services, when family
carers were asked what services they and the older person needed but had not yet used, 259
carers of the 1011 respondents (25.5%) said they needed services but had had no access to them
so far. The dependent state of nearly a third of the older people who need personal care, inevitably
puts pressure on family carers and accounts for the many who need support in caring (home help
for personal care and for cleaning, home nursing, home diagnostic tests, and permanent or day
private carers). The need for help in the social and emotional tasks of caring is also evident in re-
sponses where the main support takes this form (psychologist, recreational centres, care sitter and
cohabitant private carers.)

Though family carers were asked if they would like and needed services that would support
them as carers, few were able to imagine what such services would consist of, judging by the low
level of response. Only as services develop and knowledge of them is passed round the society
are people able to imagine using such a service. (Note Table 9 which suggests the main sources
of information). Nonetheless 12 people could understand the benefit of belonging to a self help
family carers group, suggesting that being able to talk about their difficulties in a safe and suppor-
tive environment of people sharing the same problems, would be as valuable in Greece as in other
countries.
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Table 8: Services needed but not accessed.

Service First listed Overall
Frequency |% Frequency |%

Government provided home help for elder’s

personal care 25 2.47 40 3.94
Laboratory or diagnostic tests at home 21 2.07 36 3.55
Cohabitant private carer 21 2.07 26 2.56
Government provided home help for cleaning

home environment 20 1.97 26 2.56
Home nursing services 17 1.68 21 2.07
Psychologist 15 1.48 23 2.27
Care attendant/sitter for the elder 14 1.38 21 2.07
Recreational social centre 13 1.28 22 2.17
Specialist doctor 10 0.99 17 1.68
Day-time private care for elder's personal care |10 0.99 15 1.48
Counselling services used by the elder 8 0.79 13 1.28
Transport services for older people 7 0.69 16 1.58
Private care in hospital or nursing home 7 0.69 12 1.18
Counselling services used by the carer 7 0.69 11 1.08
Social worker 6 0.59 15 1.48
GP 4 039 4 0.39
Home rehabilitation services 4 0.39 11 1.08
Night-time private care for elder's personal

care 4 0.39 11 1.08
Permanent nursing home 3 0.30 3 0.30
Laundry service 3 0.30 5 0.49
Security alarm systems for older people and

relatives 3 0.30 6 0.59
Technical aides (sanitary towel, walker, arm-

chair, false teeth, stick, hearing aid, catheters,

etc.) 3 0.30 10 0.99
Integrated planning of care for elderly and fami-

lies 3 030 {4 0.39
Relative support groups or self-help groups 3 0.30 12 1.18
Formal standardised assessment of the caring

situation 3 0.30 3 0.30
Home health care for terminally ill patients 2 0.20 3 0.30
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Hairdresser at home 2 0.20 3 0.30
Day care centre 2 0.20 4 0.39
Physiotherapy at hospital or special centre 2 0.20 2 0.20
Internet services 2 0.20 5 0.49
Regular respite service at home, supervision of]

the elder person at home for some hours per|

day, each week 2 0.20 9 0.89
General hospital 1 0.10 3 0.30
Long term residential health care 1 0.10 2 0.20
Day hospital 1 0.10 2 0.20
Telemedicine for monitory purposes 1 0.10 2 0.20
Respite care home/Temporary nursing home |1 0.10 2 0.20
Removal of architectural barriers 1 0.10 3 0.30
Nail care 1 0.10 1 0.10
Specialised diagnostic examinations 1 0.10 2 0.20
Help lines provided by charities addressed to

family carers 1 0.10 3 0.30
Management of crises 1 0.10 2 0.20
Podiatrist 0 0.00 3 0.30
Help lines provided by charities addressed to

elderly people 0 0.00 1 0.10
Other services for carers 0 0.00 1 0.10
TOTAL 256 25.25

When family carers were asked why, despite the fact of needing the service for themselves or for
the older person they cared for, they did not use it, (see Table 8) the outstanding initial response
was the cost of the service, and indeed in answers throughout the questionnaire the cost of pro-
viding care and supporting the older person was strongly evident. Nonetheless perhaps the most
serious issue was the lack of information about services, their availability and criteria for use;
190 of the 259 respondents stating that a lack of knowledge and information was the main reason
why they had not accessed the service. Greece is far behind in developing the electronic informa-
tion society, while public information concerning the rights of citizens, the availability of public ser-
vices, eligibility and costs, is now being made more widely available through such services as the
Citizen’s Advice Centres, dedicated information centres, publications or web sites for family carers
or older people are, as yet, not available.

Access and mobility remain issues for 35 respondents while 28 again mention the poor quality
of services.

Lack of access in terms of not having the right to use the service — presumably without payment
— was mentioned by a total 33 family carers. Again the social attitudes of the older person were
mentioned by 2 family carers, as being the main barrier to usage.
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Table 9: Reasons for family carer and older person not accessing services

(up to 3 responses)

Reasons First listed Overall

Absolute Absolute

Value % Value %
financial reasons, high costs 108 41.70 162 36.00
lack of knowledge/information 96 37.07 190 42.22
difficult access, mobility problems, barriers 19 7.34 35 7.78
poor quality of services 19 7.34 28 6.22
no right to use 17 6.56 33 7.33
social/attitudinal reasons by elderly or carer |0 0.00 2 0.44
Total 259 100.00 450 100.00

7.3.6 Sources of information and help in accessing services

Family carers were asked how they found out about and accessed services. Despite the actu-
ally very low rate of service usage, many family carers answered about how in general they found
out and accessed services. As Table 9 indicates, the role of an individual's personal networks in
learning about and using services is particularly strong in Greece, partly because of the poor de-
velopment of other sources of information.

Health professionals are by far the next most important source of information about services. The
next most important source is the family carer’s own knowledge and experience. The very lim-
ited role of counselling agencies, local authorities, and voluntary organizations is also apparent.
Interestingly the potential of the social insurance agencies to inform their beneficiaries is also
poorly exploited, perhaps partly reflecting the tradition of public services trying to reduce workload
and contain costs by the non-provision of information and limitation of outreach services.

Although the TV and radio plays a large part in many family carers’ lives, it is rarely used system-
atically as a source of information. The role of public service broadcasting by the state and private
channels needs to be far more explored and ways developed to help advise the public about car-
ing. Advice and information and good examples of care services and would not only raise the pro-
file of family care but provide emotional and practical support.
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Table 10: Greatest help in accessing services

Overall

Greatest help in accessing ser-[First Listed (Multiple responses)
vices /support

Frequency % Frequency %
family, friends and neighbours 254 25.05 341 33.63
medical/nursing professionals 164 16.17 244 24.06
carer's personal experience and
knowledge 123 0.13 167 16.47
financial resources/savings 55 5.42 58 5.72
counselling agencies, centre of in-
formation 37 3.65 41 4.04
local authorities 33 3.25 55 5.42
information/advertisement in mass
media, leaflets 33 3.25 57 5.62
health and social insurance 29 2.86 40 3.94
social services 21 2.07 34 3.35
NGOs, voluntary organisations,
support groups 16 1.58 28 2.76
good transport (to and from the ser-
vice) 5 0.49 6 0.59
don't know, never tried to access
services 4 0.39 5 0.49
religious organisations 3 0.30 12 1.18
availability of services nearby 3 0.30 3 0.30
no one, nothing 1 0.10 3 0.30
Total 781 77.02

7.3.7 Barriers to service use

Finally family carers were asked what were their experiences and greatest difficulties in ac-
cessing existing services (see Table 11) ; up to three responses were possible. Interestingly new
issues were brought up in this question that underline the particular needs that family carers have
for support in ways that are often not currently met by existing services. One of the most important,
with a total of 191 family carers mentioning the issue, is that care is a 24 hour business for the
more dependent older person and thus services which limit themselves to the needs only of the
personnel or the service and do not consider the needs for support at any time over the 24 hours,
including weekends, are failing to provide a practically useful service. A further 29 carers men-
tioned the inflexible time schedules of services. Thus service planners and providers need to
consider how to manage services that cover the real needs of carers and dependent older people.
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In particular public services will have to consider their priorities and reorient their attitudes in order
to meet some of these needs (Nies H and Berman P, 2004).

The bureaucratic and complicated proceedings involved in accessing a service were mentioned
by many family carers (in total by 128 carers).While bureaucratic impediments are familiar prob-
lems in Greece, given the particular strains on family carers that caring for a dependent older per-
son implies, this further barrier to the use of a service is a strong disincentive. While this may be
one method of rationing service use, it is likely to be a way of increasing inequalities between fam-
ily carers. Those who have the resources can pay for help, while the majority cannot and have to
suffer the consequences unsupported, with however potential short and long-term implications for
their own physical, mental and social health.

Since family carers were interviewed from many regions and areas of Greece, some lived in areas
without services nearby and distance proved a major barrier for them in accessing services.

The costs of accessing services was the fourth most important barrier specifically mentioned by
147 carers. Other problems included long waiting lists and the poor quality of the service.

Table 11: Barriers to Service Use

Overall
Barrier First listed (multiple responses)
Frequency % Frequency %

No one, nothing 151 14.9 151 14.9
Few available 24-hours a day services 132 13.0 191 18.8
Distance 111 11.0 167 16.5
Bureaucratic/complicated procedures 94 9.3 128 12.6
Financial/economic reasons, high costs 76 7.5 147 14.5
Other 65 6.4 118 11.6
Long waiting lists 50 4.9 70 6.9
Poor quality of services 42 4.1 82 8.1
Few available services (with no other speci-

fication) 34 3.4 50 4.9
Not accepted by the elderly 22 29 36 3.6
Fixed/inflexible time schedules from the

service side 20 2.0 29 29
Restricted acceptance criteria 13 1.3 16 1.6
architectural barriers 1 0.1 1 0.1

Total 811 80.0

7.3.8 Importance of different types of support

Regardless of whether or not services were used, family carers were asked about the importance
to them of different types of support for themselves and the older person, and whether they cur-
rently received such support.
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Table 12: The importance of different types of support to family carers and if these types

of support are currently received?

Importance Currently received
Type of Support Number % | Number %
Information and advice about the type of help and support
that is available and how to access it 1009 703 | 953 405
Information about the disease that the older person has

1009 74.4 | 944 68.0
Training to help family carers develop the skills they need to
care 1009 41.6 | 901 28.5
Opportunities to enjoy activities outside of caring

1005 52.5 | 929 37.9
Opportunities to have a holiday or take a break from caring

1002 60.3 | 932 36.7
Opportunities for the older person’s to undertake activities
they enjoy 1005 60.9 | 937 28.8
Help with planning future care

1005 55.4 | 926 19.9
The possibility to combine care giving with paid employment**

809 49.3 | 700 19.6
The opportunity to talk over their problems as a carer

1006 44.2 | 921 27.3
Opportunities to attend a carer support group

1002 30.1 | 874 8.8
More money to help provide things they need to give good
care 1007 64.2 | 916 16.3
Opportunities to spend more time with their family™**

896 60.0 | 817 49.4
Help to deal with family disagreements**

764 32.5 | 665 34.7
Help to make the older person's environment more suitable
for caring 999 50.2 | 889 34.8

(%values*: percentage values refer to the positive answers "mostly yes" on the reported total number of valid

answers to this question.)

The need for information, both about the older person’s health problems (74.4%, currently avail-
able to 68.0%) and about the type of help and support that is available and how to access it
(70.3%, currently available to only 40.5%), were ranked most important by family carers, with the
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latter response indicating the extent of unmet need in this area. Even more striking is the impor-
tance of financial support in the provision of good care, noted by 65.2% of carers, but currently
received by only 16.3%.

7.3.9 Importance of different service quality characteristics

Regardless of the support family carers were or were not currently receiving, they were asked what
service characteristics they valued.

Table 12: The importance of quality characteristics of services to family carers and whether
existing services mostly meet these quality characteristics?

Importance Mostly met
Service Quality characteristic Number % | Number %
Help is available at the time they need it most 1011 93.6 | 974 49.3
The help provided fits in with carers own routines 1011 73.0 | 948 37.3
Help arrives at the time it is promised 1010 90.6 | 968 50.0
Care workers have the skills and training they require 1007 88.1 | 948 48.8
Care workers treat older person with dignity and respect 1005 94.6 | 960 61.0
Care workers treat carers with dignity and respect 1005 88.0 | 944 62.5
Carers views and opinions are listened to 1007 67.4 | 944 54.3
The help provided improves the quality of life of the older | 1005 90.6 | 947 59.8
person
The help provided improves the carers’ quality of life 1004 75.9 | 955 42.6
The help provided is not too expensive 1004 83.3 | 948 35.8
Help is provided by the same care worker each time 1004 59.9 | 950 46.7
Help focuses on the carers’ needs as well as those of the | 1006 81.9 | 953 49.9
older person

(% values*: percentage values refer to the positive answers "mostly yes" on the reported total number of
valid answers to this question.)

The importance given to the need for both professional and humane attitudes of care workers to-
wards the older people they care for was emphasized by carers, as well as the necessity for the
help provided to improve the older person’s quality of life.

7.4 Discussion

This chapter on the use of services by Greek family carers is necessarily limited by the fact that so
few have used services. The narrow range of services used e.g. doctors, hospitals, reflects
o] the lack of diversity in service provision,

o] the lack of comprehensive provision especially of social services,
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both for older dependent people and for family carers, which can be summarised as a lack of “per-
son-centred care.” (Nies and Berman, 2004)

However, what also emerges from this chapter is a picture of the older persons’ needs as per-
ceived by the family carers. The findings on the current use of services as well as the perceived
importance of different forms of support, provide a stimulus to policy makers and practitioners on
what is really needed if family carers are to be enabled to continue to provide good care. Though
finance is an important issue and influences the choices family carers have both in accessing ser-
vices and paying for extra help, it is by no means the only issue. Even higher priority was given to
the need for and current lack of information, reflecting carers’ feelings of being unsupported in this
area.

Remembering that the levels of dependency as assessed by the carers using the Barthel Index
show that a third of all the cared for older people are highly dependent (see Chapter 5 ), some of
the figures reflecting the older person’s needs for support are not surprising e.g. the need for total
personal care. Needs assessment, used as a criteria for service allocation, has the known difficulty
of trying to present a summary of complex and dynamic dependency and needs for care from the
viewpoint of the family carer and/or older person and/or any service provider, which cannot be to-
tally objective and may alter rapidly. Nevertheless, the implementation of any form of support to
family carers, whether in the form of services for the older person and/or the carer or as financial
benefits, has as a necessary prerequisite some form of needs assessment. Current methods of
disability assessment carried out by committees of the different Health Insurance Funds for the
allocation of disability pensions and benefits, need to be radically revised to meet the current
needs for care of an ageing population, needs which are not limited to rigid medical criteria regard-
ing categories of disability.

The value of asking carers about the needs of older people for support is that it shows the wide
range of types of help some older people need. Of interest is that some forms of dependency are
perceived as heavy and stressful by the carer, yet an objective observer would give these a lower
priority. The obvious example is psychological and emotional needs for support where 90% of the
cared for older people were reported to have this need, although it can be argued that this is a uni-
versal human need. The question is when the provision of such support is perceived as a burden
rather than part of normal human intimacy normally shared amongst a range of close friends, fam-
ily and neighbours. The reduction of the life world of the older dependent person inevitably makes
the weight of social interaction fall on fewer individuals, and sometimes only on the family carer.
This emphasises the importance of supplementary forms of social support such as volunteer visi-
tors, transport to get the older person out of the home, social day care centres, all of which help to
reduce loneliness, isolation and social exclusion of dependent older people and also reduces the
perceived burden on the carer.

The lack of specific services to support family carers is a reflection of the lack of recognition of their
role in Greece. Respite care, information and training appear to be services that have developed in
other countries as a response to demands for support by NGOs of older people and family carers,
or by social policy planners who have become aware that without supporting family carers the in-
creasing numbers of older dependent people will have negative implications for future social and
health care services. In Greece phenomena such as an increase in bed blocking in hospitals and
total or relative abandonment of older people will inevitably become more frequent as family carers
become more burdened by increasing numbers of older dependent people. At the moment families
bear the burden of dependency associated with longevity unsupported by public policy and associ-
ated services, either for older people or for themselves as carers. It should be noted that existing
services to support older people in their homes are non comprehensive and of necessity focus
currently on supporting older people without families to care for them.

119



The Greek National report EUROFAMCARE

Reflecting on all the reasons why family carers did not use services provides an insight into the
problems with existing services. Cost remains a significant barrier to use of many services; lack of
accessibility reflects both the carer’'s personal difficulties in moving the older person, but also the
placement and facilities of each service; the lack of information on the availability and scope of
services was stressed in different contexts; and finally an important aspect of services is their qual-
ity. Family carers will not avail themselves of services of inferior quality to the care which they
themselves can provide. Overall the weakness in providing adequate evaluation and monitoring of
services, including quality evaluation, is a serious problem in most Greek services both public and
private which needs addressing as a matter of urgency if the objective of “person centred care” is
to be realised in practice.

Final comments on the use of services in a European perspective

Usage of support services by family carers

Comparative data in the field of care service provisions should always to be interpreted with cau-
tion, since the contents and meaning of single services are very much nationally defined, thus not
always completely corresponding across countries and different care systems. Keeping this in
mind, the illustrated findings seem however to reveal with enough clarity that family carers of
older people in Sweden, the UK and Germany can count on a more developed network of
specific “formal” support services that, besides delivering the necessary information on how to
deal properly with the caregiving situation (this being however less evident or necessary in Swe-
den), provides them above all with a core of respite care and socio-emotional care services
(such as for instance counselling, social work or self-help groups). These are on the contrary al-
most totally absent in Greece, Italy and Poland, countries where caregivers find support often in
rather more traditional, “generic” services, i.e. in services which have not been created to specifi-
cally address family carers’ needs, but play a sort of substitution role in this respect to relieve and
sustain family carers in their everyday tasks. This is primarily true for General Practitioners or
their equivalent in Greece, who seem also to play a relevant key role in the UK. Especially where
no other services are available, they appear to be key figures in ensuring, the information neces-
sary to access the appropriate services for the acute or long term care of the frail older person,
accomplishing at the same time an important task of advice, counselling and probably emotional
and psychological support for the family carers.

As far as the intensity of service use is concerned, respite care seems to reach a reasonable (i.e.
weekly) frequency of use only in the UK and Sweden (with over half of cases in this situation),
while the same can be said on average for only one carer out of five enjoying formal socio-
emotional support. Much less frequent is instead the recourse to generic services, thus reveal-
ing that their use, although very widespread, remains usually a very “irregular” or “mild” one.

Care allowances

Support to family carers is in the UK and Poland provided, to a certain extent (i.e. in about one
tenth of cases), also in form of direct care allowances (i.e. monetary payments directly received
by the carer), although the mean amount granted to British carers is much higher than that as-
signed to Polish ones. Much more widespread are allowances paid to the frail older person —
even if aimed at covering the (effective or figurative) costs of care provided by others — from which
benefit over one third of Italian cases but well over half of German, Polish and British ones, remain-
ing a quite residual form of support in Sweden and Greece, although for very different reasons.
Again, Polish recipients can count in this respect too on much lower average amounts than their
Italian, British and, above all, German counterparts.
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Carers’ experience in using services

A first aspect regarding family carers’ experience in using support services is their cost. On the
whole, empirical evidence emerging from the EUROFAMCARE studies reveals that most of these
services (when available) are usually delivered for free — as a consequence of the fact that they
are funded by public agencies — so that only a very small minority of carers has to pay for using
them. However, in some countries the need for some kinds of support services is evidently higher
than their availability (on a public, free basis), so that family carers see themselves compelled to
pay sometimes private providers to receive them (this being the case of Italy and Germany for
socio-emotional support services, as well as of the UK and, again, especially Germany for respite
care). The overall paid amount remains however, apart from few exceptions, quit low on average
(with less than one carer out of ten paying carers having to spend more than 20 Euros per month).

Overall satisfaction about the capacity of the (few) used services to meet carers’ needs is on av-
erage quite high, with lower levels being recorded only for the assessment of caring situation (a
procedure which however seems to be performed on a more regular — and carer-aware — basis
only in the UK) and, but to a lesser extent, the information services provided in Germany.

A further aspect considered by the survey is access conditions to available services and support.
The greatest help, in this respect, is identified by carers in the support coming from health care
professionals, who reveal to be the “gatekeepers” of the overall service care system in all ana-
lysed countries (and especially Germany and ltaly), with the only exception of Sweden. In this
Scandinavian country it is the social services which are the protagonists in playing this positive
role (at least in the eyes of family carers), although the health care sector remains still quite rele-
vant (thus probably reflecting a high integration between the two in this country). They are quite
marginal, on the contrary, in Poland, Germany, Greece and Italy where, especially in the Mediter-
ranean countries, it is the family, friends and neighbours (i.e. other informal support networks)
particularly relevant in providing access to care services.

Obstacles in accessing services and support are identifying by carers mainly in the bureaucracy
and complicated procedures needed to be able to use them (which seem particularly burden-
some in ltaly, Germany and Greece), their high costs (representing a barrier especially for Polish
and Greek carers), lack of information, their distance or lack of adequate transportation to
reach them (particularly problematic in Greece and Poland), the existence of long waiting lists
(lamented especially by Polish and Mediterranean caregivers) and an overall perception of poor
service quality (relatively high in Greece and in the UK). The latter (to be found also in Sweden),
together with the high cost of services (in this case relevant in Germany too), represent also the
main grounds for carers to stop using still needed services, where a role is played however
also by the fact that some services result no longer available (mainly in UK and Italy). The lack of
adequate information proves to be the major reason for not using needed but never used ser-
vices in country characterised by a generally lower educational level of their older population
(mainly Greece, Italy and Poland), while in the remaining countries (Sweden, Germany and UK)
the relatively more frequent non usage of services might be justified by the older person’s or
carer’s own personal attitude, possibly reflecting a higher level of users’ empowerment and de-
liberate choice of not resorting to — often perceived as not enough tailor-made — services, which
might reduce their own degree of independency or freedom.

Carers’ opinion about most important types of support and services characteristics

What are the most important types of support in the eyes of carers? Information and advice
about the disease suffered by the older person as well as on how to access available services are
on the top of carers’ list of preferences, followed by the “opportunity by the older person to un-
dertake activities they enjoy”, holiday or care break opportunities for carers, including the pos-
sibility to spend more time with the family as well as to better combine caregiving and paid
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employment. Less relevant are the attendance of carer support groups, training opportunities and
the possibility to talk about problems or deal with family disagreements.

Again, strong cross-cultural differences can be observed, especially when we analyse whether
the expressed preferences are currently being met or not. In this respect, we can first of all distin-
guish the Mediterranean countries, where almost all types of support are currently provided to
family carers to an extent which can be judged as insufficient, since they reach only part of those
retaining them important. Sweden and the UK are characterised by a more balanced situation
between demand and provision of most types of support, although in Sweden a certain lack can be
observed in some specific areas (information, recreational activities for the elderly, help in planning
future care and attendance of carer groups), while in the UK even some situations of “support
abundance” seem to occur (with regard to the availability of carer support groups and counselling
on carers’ problems and family disagreements). The latter phenomenon of “support abundance” is
even more accentuated in Poland and Germany, where many of the support types retained as
most relevant by carers are currently met to an even higher degree, thus revealing a situation of
overall satisfaction. This can probably be explained by different reasons in the two countries: in
Poland to be searched in the prevailing lower expectations towards formal service provision (con-
firmed also by the fact that the only largely unmet support here is “more money for care”); in Ger-
many more in connection with the wide range of services introduced in the last few years after the
introduction of the Long Term Care Insurance scheme. All in all, however, the mostly unmet type of
support throughout Europe is financial help, followed by information on access to existing ser-
vices.

A similar situation emerges with regard to the most relevant service characteristics. Those more
often retained by carers as “very important” are on the whole the necessity that “care workers treat
the older person with dignity and respect”, the ability of the service to “improve the quality of
life of the older person” as well as its timeliness, and that “care workers have the skills and
training they require”. Less important are services that “fit in with carers own routines”, are pro-
vided by the same care worker or consider carer’s needs, quality of life and opinion, revealing quite
clearly that the most relevant worry for family carers concerns the quality of the treatment reserved
to the older person, and not to themselves. As already mentioned, the question on how such
preferences are currently met by the actual service provision show cross-national differences
which reflect and even accentuate the pattern already described above for the preferred types of
support: Greece and (but this time to a lesser extent) Italy as mainly characterised by carers not
being satisfied about the crucial service characteristics; Sweden and the UK in an intermediate,
more balanced position (this time showing however a slightly better situation in the Scandinavian
country); Poland and Germany enjoying a condition of relatively widespread carers’ satisfaction
on the current ability of services to meet the required characteristics.

Service effectiveness

A preliminary analysis on the determinants of the negative impact of caring on family carers
shows that this is associated mainly with main characteristics and needs of the older person (de-
pending on his/her health status and functional abilities but also living arrangements), the inten-
sity of the caring tasks performed by the carer (in terms of hours of care provided per week), the
strength of the carer’s support network and the type of services used. The usage of some types
of services (such as general hospital/acute care, temporary residential social/respite care, home
based domestic services, cohabiting non-family paid carer, training for caring and emo-
tional/psychological/social support services) is connected with a more negative impact of caring,
probably explained by the fact that the usage of these services is higher for more frail elderly-
carers dyads. With regard to cross-national differences, carers tended to show a more negative
impact of caring in Greece and less negative in Poland then carers in other countries. In order
to be fully comprehensible and to prove the direction of the detected associations, these findings
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will need to be integrated by those derived from the analysis of the follow-up survey focusing on
determinants of change in carers’ outcome and service use, which are preliminarily discussed in
chapter 9.
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8 Service providers’ views on services for family caregivers and older
people in Greece

Elizabeth Mestheneos, Sofia Kontouka, Costis Prouskas and Judy Triantafillou

8.1 Aims of chapter 8

One of the main issues and aims in the EUROFAMCARE project was to understand how services
can and do help family carers, with some perspective on how services may be able to help in the
future. Thus interviews with current service providers were important as a way of understanding
their perspectives, values and current difficulties in reaching out to support family carers. The aim
of this primarily qualitative study was to gather information about services provided for carers and
the older people they care for, and specifically to gauge some of the

= main benefits for family carers

= problems for family carers in accessing services

*= issues in service charges

= areas of service needs not met

= assessment and monitoring of the needs of family carers

» service provider perspectives on current and future developments

8.2. Method and sample

8.2.1. Sample

The lack of systematic national data on the availability, distribution and coverage of services for
older people and for family carers led the Greek team to undertake a pilot study in the autumn of
2003 with post graduate students from the Department of Health Services Management, the Na-
tional School of Public Health, who were asked to find out what support services for older people
and family carers were available in different areas of Greece to which they had access. Questions
were similar to those used in the subsequent common Service Providers’ Questionnaire. Students
contacted over 28 services and interviewed? many of the service providers, all but two being in the
public sector. This background study helped in the formation of an understanding of the situation
of service providers in Greece and in an understanding of the main issues in the Greek context..
No service specifically for family carers was identified. Confirmation was provided that there were
similarities throughout the country in the structure of services for older people, though not neces-
sarily in their operation and funding.

Subsequently the SPQ was developed for use by all 6 countries and this was used with selected
service providers. The aim was to interview at least 5 service providers per area and in total 20-25
interviews: in the end 21 interviews were completed. The SPQ consisted of questions providing
basic data on the service, comparable data concerning the values they held about their service, as

* 5 KAPI; 2 Koivwvikr) AAMnAeyyiun 7 BonBeia oto 2mimt 1 Kévipo Koivwvikig MoAimikAg 2 Movada
Koivwvikng Mépiuvag 1 IFpageio KovwvikAg Mépiuvag 1 Opyavioudg MNpovoiag kai MoAimikAg MpooTaagiag
1 Anuotikd TloAuiaTpeio 3 Kowvwvikj lMpooTtacia HAIKIwpévwy 1 Kévipo Huepnoiag Ppovridag
HAikiwpévwy 1 Aéoxn ®@iIAiag 1 Ymnpeoia Kat' oikov NoanAgia 1 ZupBouAeuTikry YTnpeoia HAIKIWPEVWY
MKO
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well as open-ended questions about family carers. The questionnaire had four sections in addition
to the initial description of the service and basic information about the respondents.

A. semi-structured questions about services for family carers
B. semi-structured questions about services for older people that might relieve family carers

C. structured questions about service types and quality characteristics of support that family car-
ers needs and prefer

D. overview of provided services, access, usage, cost, satisfaction, need of improvement and
gaps between needs and access/provision (enclosure).

The questions in section D were identical to the questions asked of family carers in the Common
Assessment Tool (CAT) and Follow Up Questionnaire used in the National Surveys of family car-
ers, and designed to provide comparable data.

Potential responding organisations and respondents were identified through snowballing, primarily
through the original research co-ordinators and interviewers from the prior family caregiver inter-
views as well as through interviewed service providers.

o The second part of the Service Providers Questionnaire had more open questions to those
service providers giving services and support directly to family carers

o The third section asked the same questions of services provided primarily for the older per-
son.

The geographical sampling for the service provider interviews was within the original sampling ar-
eas for the interviews with family caregivers; Attiki, (Athens) Macedonia (Thessaloniki), Crete
(Herakleion), Peloponnesus (Patras) and NW Greece (Corfu) and included, with the exception of
Athens and Thessaloniki, examples of services in urban and rural areas. Interviewed in total were

. 12 local branches of public services;
o 5 local branches but part of national organizations,
o 4 Regional services.

The sampling attempted to be diverse by finding management representatives from the voluntary
sector, faith based organisations, social and health services and commercial companies.;

Given the centralisation of health services, there were few regional and organizational differences
in service provision in the state health sector, helping to explain the similar responses from the
different regions. Variations in the provision of health care that impacted on family carers had far
more to do with the staffing levels, demand for the service and personal sensitivities of the staff.
Few services are primarily offered within the older person’s home; older people and their family
carers are expected to come and find the service rather than receiving primary health care at
home.

A majority of health services are provided by the National Health Service and administratively im-
plemented in health districts. In addition there are private health services (e.g. private doctors,
private nursing services — one was interviewed, specialist services and public primarily health ser-
vices provided through IKA (Urban Workers’ Fund). Municipalities may also provide some primary
health care services if they run KAPIs (Open Community Care Centres).

Social services, however, showed considerable regional variations both in levels of provision and
in their capacity to reach out to family carers. Social care is provided at the level of municipalities,
but is non comprehensive. Services depend on national legislation and funding as well as munici-
pal resources and programming. There is no explicit legislation nor recommendations that covers
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support for family caregivers; in practice this is left to the sensitivities of managers and profession-
als running services. In particular structural facilities, location and staffing levels accounted for
their outreach ability within their communities, rather than substantive variations in local policy.
Nonetheless, the sensitivities of local politicians and social workers organizing services lead to
variations in their attitudes towards supporting family carers. While nowhere is the support of the
latter part of their official administrative brief — since both KAPIs, Help at Home and Nursing at
Home services are designed for older people - many social workers make efforts to find out the
needs of all older people and their family carers in their community:

“We do more than is required because it is in the nature of our work.”

Private business, voluntary and religious organisations serving family carers are very few. Private
business that have an impact on older people and family carers are mainly residential homes and,
more recently, a few organised private health services that provide care at home. Migrant carers,
used by some family carers, may be recruited privately, by word of mouth, or through private em-
ployment offices though these do not in themselves offer a direct support service to family carers.

There is no national supervision and licensing of services, and even residential homes are mainly
supervised in terms of their physical facilities, with many being unregistered.

In the private sector the ability to pay, or to have appropriate insurance that will pay for a service, is
critical; if family carers are pleased with the service and can afford the price, they continue to use
it. Although there are few private services?, they are available for family carers with money.

Voluntary and religious organisations exist throughout Greece. A traditional religious philanthropic
body, and a ‘newer’ form of self help organization, as well as an association funded by the state to
operate a specific service were interviewed.

8.2.2. Recruitment

The six interviewers used for the administration of the Service Providers Questionnaire, had been
involved in the previous data collection interviews with family carers in their regions. Each inter-
viewer in consultation with the research team was asked to select and contact a sample of services
for older people and/or family carers in their area, according to the study guidelines, and interview
the senior manager or service provider who was in the best position to give the required informa-
tion. Interviews took a varying length of time , but all comments were carefully noted and tran-
scribed directly afterwards. Content analysis was used to analyse the open questions.

% A private residential home and a private nursing agency were interviewed. In addition there are hospital

nursing agencies, typically used if someone needs to go into hospital, to care for the older person while in
hospital, and agencies providing domestic and care workers, mainly foreigners.
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Table 1. Profile of service providers by type of organisation, area, size, type and provision
of services for family carers and/or older people, n=21

GR
Total sample 21
Respondents’ role
Head 4
Manager 7
Practitioner 9
Other (volunteer running a service) 1
Type of area
Metropolitan 3
Urban 12
Rural 6
Type of organisation
Public social care 12
Public health care 4
Religious denomination 0
Voluntary organisation 2
Private business 2
Other 1
Number of employed people
Small (10 or less people) 10
Medium (11-50) 8
Large (more than 50) — as part of the National Health Service 3
Portion of the services intended for older people
Less than 50% 2
More than 50% 7
100% or nearly 100% 12
Portion of the services intended for family carers
No service 13
Less than 50% 3
More than 50% 3
100% or nearly 100% 5
Number of carers using the services 100 to 500
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8.2.3. Method of analysis

The interview data were analysed using both qualitative and semi-quantitative methods, according
to the type of questions and following a common protocol. Content analysis was used on the open
answers from the semi-structured questions in section B and C. The protocol for the data analysis
used the following main categories:

= goals and benefit

= usage and access

*= coverage, quality

= attitude towards family carers
= costs

= future development

Quantitative data from section A and D and E were entered into SPSS a statistical package for
descriptive analysis to be undertaken.

8.3. Representativeness

There are few organizational differences in services and few regional variations throughout Greece
as the Greek state continues to be highly centralised, particularly reflected in the Nation Health
Service. In recent years there have been efforts towards de-centralisation, with the development of
services at regional and local community levels. This has included the setting up of Regional
Health Authorities, Health Centres in rural areas, IKA (Urban Workers Health Insurance Fund) pri-
mary health care centres, Mental Health centres, and some primary and preventive health care
provision in the over 900 KAPIs (Open Care Community Centres for Older People). Social ser-
vices, in contrast, though following a similar centralised model, are planned, organised and imple-
mented at the local level by the Prefecture or Local Authority, leading to considerable differences in
type and level of provision of services in the various regions.

Despite the variations in the levels and completeness of local health and social services, they
maRegional Hinly have identical forms of centralised legal and administrative organization. The
pilot study consistently showed the similarities, confirmed in the 21 interviews conducted using the
Service Providers’ Questionnaire.

8.4. Main findings

8.4.1. Service providers' views on services for family caregivers - goals, benefit, quality,
attitude, future development

In fact few of the service providers, with the exception of one of the Associations, provided a ser-

vice primarily focused on the needs of the family carer. Thus the responses from service providers
described here reflect on services primarily given to older people and only incidentally to family
carers®. Few service providers, even where less sensitive or proactive to the needs of family car-
ers, entirely ignored them since the needs of one older person can often not be separated from the
needs of an older couple, an older child or sibling carer.

% |n the responses to the questionnaire, service providers often stated they gave no services to family carers
and then responded in a subsequent question that they served x number of family carers. This conflict is
because few services primarily consider family carers yet inevitably do serve many of them.
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Apart from the descriptive data concerning the structure and size of the service, there were two
lists of closed questions which asked service providers firstly about how important they considered
each type of service support they offered for the family carers; the second list of questions asked
about the characteristics that were important in any service for a family carer. In summary the most
important services mentioned by service providers for family carers were training family carers in
caring skills; attending family carers support groups; and ensuring alterations in the home that
helped family carers in their tasks.

Service providers were also asked about the service characteristics that were important in any ser-
vice for family carers: they believed that of most significance was that that the care worker (profes-
sional) treated the older person with respect; that the service improved the quality of life of the
older person; and that they focused on the needs of both the older person and the family carer.

These responses will be compared to both the replies and perceptions of family carers themselves
(in the Family Carer's Questionnaire and in the Follow up questionnaire), as well as in the qualita-
tive elaborations made by managers and staff in the Service Providers Questionnaire and dis-
cussed below.

Services for family carers and services for older people that might relieve family
carers

The only service exclusively designed for family carers was that of the Garda Association providing
help and support primarily for family carers. For this reason the analyses of responses concerning
usage and access, coverage, quality, goals and benefits, costs, attitudes and future developments
have been consolidated into one.

8.4.2 Usage and Access
o0 Lack of knowledge and information

Community services and NGOs shared a common problem, namely that family carers are fre-
quently unaware of the availability or even existence of the service, the eligibility criteria for using
the service, the kind and range of support it might offer them and the quality of this service. Al-
though service providers agreed on the networks by which people learn about services including
membership of their local community, social networks, doctors , pharmacists, neighbours, the
community centre (KAPI), rural and urban health centres, other family carers, pamphlets, local
authorities, it is worth pointing out that each family carer normally comes without much preparation
to their caring role and needs to have readily accessible information on what the service consists
of and how they may access it. However information tends to be provided only locally and spas-
modically and, since most of the services have a relatively short history, rather vague ideas remain
about the services on offer. It was also evident that some services were far more proactive than
others in seeking out those people that might need help and support from their service;

“We do house to house research.”
“The first job is to find out their needs.”

“We use the COPE Index?’ to analyse the needs of family carers.”

?’ COPE Index is a standardized measuring tool developed in the EU to examine carers’ health and well
being — see chapter 3.
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Two different service providers used standardised tests:
“The needs of the person are evaluated through psychometric tests and discussion.”

In some cases the older person had been directly referred to the service and then staff contacted
family carers, usually the children, to tell them of the programme and try to develop personal coop-
eration. Interestingly several services made similar comments about why family carers did not try
to access or use their services.

“They think they will solve their problems by themselves, that the state is not interested in them
and that any help would not correspond to their needs.”

“It isn’t easy since they are not as informed as much as they should be. They are not aware of the
services to which they are entitled.”

“They don't realise that the KAPI is for them and they don’t ask for help.”

Lack of knowledge about the service sometimes had consequences in terms of both older people
and their family carers being ignorant of the nature of the service.

“Does it only do cleaning, or does it just measure blood pressure?”

“The population does not have a clear understanding of what the programme offers. This is be-
cause those served and the family carers just talk about the specific services they get and thus
there are many different versions going around. For example, someone says, ‘They measured my
blood sugar and sent me to the doctor’ — which then makes everyone think it is a health service.
Again, though information is critical, it has not been emphasised enough because we are short of
time. Before Help-at-Home there was another programme, so there is a misunderstanding about
what each programme offers.”

o Attitudes

Service providers reported that many family carers were unwilling or unable to talk about their
problems to them; thus the main difficulty of family carers accessing and using the service involved
getting over this reluctance and making the initial decision to approach the service?®. The Help at
Home service mentioned some of the attitudes that made it difficult for family carers to use their
services and meant it was sometimes less utilised than it could have been:

“The main thing that stops people accessing it however, is shame that they have to ask for help to
look after an older person, since traditionally this was the role of the family. There are some cases
where they don't believe the programme can help since the older person needs full time care.
There are some services which are not even used 50% of the time, but when they get to know us
they use more of the services”

“Family carers are ashamed; they don’t have all the information and believe they are begging.”
The service provider from the Mental Health Centre pointed out that:

“People only ask for help when they get to zero point, but they don’t ask for help before because
they feel guilty, they come only when they feel very worn out or desperate”

Indicative of some of the attitudes of family carers was the under-use of some services, including
laundry and housecleaning; some family carers also could not accept group psychological support
and counseling.

% Older people were also part of the problem; as 2 service providers in the pilot study commented; older
people sometimes thought it was a curse to have to rely on care from non-family members — strangers. The
traditional reliance on the family is part of a strong ideological belief and the weakening of this relationship
with changing social conditions is making many older people unhappy.
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In contrast, a group of volunteers who form the basis for a new voluntary association such as an
Alzheimer support group, had to be more proactive in reaching out to the community and family
carers. While traditional Church based voluntary associations typically serve a parish of known
constituents, more modern secular forms of associations dealing with family carers have to be far
more proactive in both setting up working relations with other bodies and agencies, including the
University, the Church, the Municipality and other NGOs. They learnt to reach out to the commu-
nity by holding events such as scientific meetings and weekly talks, by producing pamphlets and
scientific brochures and by participating in media events or spots. Though members form the core
of the association, family carers may still be reluctant to access it:

“The main barrier is fear and the hesitation of the family carer concerning whether his real needs
will be recognised, especially his difficulties with the cared for person with Alzheimer. Some use
the service fully and we have a lot of members who patrticipate actively in the activities and work of
the Association. For the rest of the family carers there is a lot of effort to get them to participate and
offer what they can to our work.” However this Association also provided many traditional and so-
cial occasions that brought family carers together out of their isolation:

“We organize various events such as the Alzheimer café, with the aim of developing links between
members of the Association. And we have a Christmas Fair, New Year Pitta cutting, Easter Egg
bashing... “

o0 Physical access

Access also depends on the ability of family carers to get to the service; service providers com-
mented on the fact that family carers are faced by the serious difficulty of a lack of time — it is not
always easy to leave the person needing care, or to combine care with work or the maintenance of
a household.

8.4.3 Coverage

The only estimate concerning coverage by one community based Help-a-Home service for older
people was that it covered approximately 10% of the older people in the area. It is not clear if this
means 10% of those with needs or of all residents 65+. However, with respect to family carers,
there was agreement that none of the services offered support when they needed to be relieved
from 24hour care. Despite some support through the Social Care programme, the primary focus
was on the older person.

“The Programme does not cover the family carer for a full day — even if they need just a day off.”

“The time we devote to family carers is just not enough, because they are numerous and we are
overworked. There are no family carer groups. The programme does not cover transport to hospi-
tal, or repairs and the painting of houses especially in the winter, which is really important.”

The bureaucratic difficulties faced by family carers such as in obtaining prescription drugs for the
older person through the latter’s insurance fund and in dealing with the public administration, were
mentioned as areas where some of the services were able to help e.g. in purchasing medication,
giving injections, measuring blood and sugar levels and personal cleanliness.

Examining the needs of both family carer and the older person helped some services undertake
their long term planning.

“In the evaluation of needs we frequently work with the doctor in the regional clinic or the attending
doctor and the physiotherapist. The monitoring of needs occurs mainly through continuous follow
up of the cooperation between the family carer, who tells us about changes occurring, and the doc-
tors. Generally the evaluation of needs and their subsequent coverage is an important part of the
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programmes’ activities; frequently we notice needs that the individual ignores or does not express
and these are difficult for us to deal with e.g. mental illness, or house cleaning.”

For those offering private services, coverage depended not only on the size of the enterprise but
on people’s ability and willingness to pay: one residential home owner said:

“It is limited to those can pay and we have very little spare bed capacity. We deal with some family
emergencies e.g. business, holidays, but only a few. We need more space for respite care.”

Service providers in the community, both public and NGO, recognised that they had an enormous
remit: this included the sensitization of the neighbourhood, links and cooperation with agencies and
resources in the local community, research in cooperation with university centres and investigating
needs.

Yet the general absence of support services for family carers was noted by service providers:

“The basic benefit for a family carer is that if there were an organized service which could offer
moral and economic support and strengthen the work of the family carer, then older people would
also get better care and live with dignity in their last years of life.”

One health service mentioned their inability to cover the needs of older people with mental prob-
lems and learning difficulties, while the Mental Health service was aware that it was unable to pro-
vide practical help for family carers looking after older people with mental health problems.

8.4.4 Quality

The measurement of the quality of a service is a complex matter: growing demand by family carers
and older people and expressed satisfaction with the service offered were mentioned as ways in
which the service could judge its success. No service mentioned the introduction of ISO standards
or any other form of systematic and objective quality control. In a country where services are new
and people do not take them for granted, then one might expect there to be considerable satisfac-
tion when a service does help.

“People are positive since they think we give them whatever we can, though still we don’t have an
objective evaluation.”

“Satisfaction with the service? Yes they are satisfied, since the person they care for is not suffer-
ing. Both they and the older person feel safe. The psychological support they feel is most impor-
tant.”

The quality of the service was affected by limited resources: thus family carers who needed help
with the care of someone early in the morning or late in the evening were not satisfied since there
was no staff on duty at these times.

“Their needs have increased and they are not satisfied because the service does not respond ade-
quately.”

“Family carers are generally happy except for those who are generally ungrateful!”

The rather limited hours during which Greek public services are open to the public should be noted
in the general context of understanding problems in service quality. Although not mentioned in the
context of these interviews, a very important limitation on the development of quality standards is
the lack of secure and adequate resources for many of the community based services. Thus not
only are there inadequate numbers of staff but even they are often unsure about when their sala-
ries will get paid and whether they have a short or permanent contract. There are very few sub-
stantive mechanisms in place in any sector of the Greek public service to review the quality of that
service from the perspective of the user.
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Service providers mentioned some of the elements in developing a good quality service: these
included regularity, respect for the family carer and older person, direct communication, good and
immediate information, coordination with other services, effectiveness and ability to help the family
carer. Although many reported they had such elements in their service, there was no objective and
regular assessment by the service of their actual practices. One community based service inter-
viewed had tried to develop better coverage and quality in their service by using trainee students
and forming them into working groups of ten volunteers, both to provide help and also to visit iso-
lated older persons living in the community, on a weekly basis.

“They learn, and what is important is the relief they offer to the family of the dependent older per-
son, which is very important since so many are themselves older and have a lot to discuss and
understand with these volunteers.”

Service providers pointed out that though evaluating the service was important it was not always
easy:

“From what is said to us and within the KAPI most seem happy with the services. There have been
cases of omission and mistakes, but we could not be effective because of our work loads and in-
experience. Objectively we don’t know whether they are happy or not since our relationships are
direct and they don’t want to talk to us about these difficulties. There are cases where the workers
are kin, neighbours and friends and thus the older person and family carer cannot express them-
selves freely. We would like there to be an external evaluation so we can see our mistakes and
omissions and to see how effective we really are.”

“We think the cooperation between staff is very good and the communication with the older people
and their family carers too. There is an immediacy in our relationship, and of course one issue is
keeping the necessary distance between us so that they don'’t take us over. *

o Training

An important element in the quality of the service was training. As was pointed out there is no spe-
cialised training available in Greece in gerontology or geriatrics and thus the need for staff to re-
ceive special training was noted.

o Existing problems in quality

Several important issues affecting service quality were mentioned. The first was flexibility, so that
alternative ways of dealing with problems, of helping family carers and older people, are available.
Many of the difficulties came from state and local authority bureaucratic problems and rigidities:

“Characteristically we are not permitted to transport an older person in the mini-bus belonging to
the service.”

“The service Help-a-Home, needs to see quite a few changes at the institutional level, as well as
others. Programmes need to be more flexible and to provide alternative solutions for the care of
older persons since the needs are many and various. A completely dependent older person and
his/her family carer have quite different needs from someone who is more or less independent.”

The Association helping family carers of people with Alzheimer disease pointed out that quality in
their service depended on the attitudes of family carers and the use they made of the association.

“We can only understand the family carer when we use a holistic approach, and make an effort
fowards integrated care. One needs to look at the behaviour of the family carer in the context of a
complex network of mutually influential forces which meet in time and space and change over the
period of time where and as the form of the disease changes.
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We have a building and suitable infrastructural support. Relationships are very good and there is a
good atmosphere of cooperation between members, they feel they are active partners in an at-
tempt to deal with their problems in many different dimensions.”

The owner of a residential home was very concerned with the development of national standards in
residential care and good quality control; to this end he was working closely with the Ministry for
quality standards. Although recognising that residential care was likely to be used by few, part of
the problem for the private service provider of a residential unit was the lack of a national system of
evaluation, certification and quality control for all residential care units.

“At the moment there is no correct evaluation of residential care homes and we are pressing for
this in cooperation with the Ministry.”

With respect to his own nursing homes he suggested that an element of quality lay in:

“A high ratio of staff and thus the family feels safe. They see the cleanliness. We have no face con-
trol at the door so anyone from the family can come in and see their resident member whenever
they like. So there are no special preparations — this is part of our success and the quality. Other
homes have face control — so when a family visitor comes the staff rush to the patient and this
gives a false picture. An open door policy is the only way. Yes, we have quite a few with Alzheimer
— but with enough care and the correct medication they stop wandering and stay in the building.”

The lack of quality control was also something that other service providers hoped would change:

“The basic gain for the older person is they feel security in the services provided, in their quality
and continuity. For them it is important to know that, for example, on Thursday we will measure
their blood pressure, efc...... Also they feel that the services stop them being a weight on their
children and don'’t stop the latter from working.”

8.4.5 Goals and Benefits
As stated initially, almost no services have been designed primarily for family carers?:

“The central goal of the organization, unfortunately for family carers, is actually about the older
person themselves.”

Nonetheless several of the services see their role as encompassing family carers:

“Goals are concerned with the preservation of the health of the older person, keeping the family
together and the support of family carers.”

“What is positive is that the link between family carer and the older person is not severed. The user
feels safe and thus accepts the service and there is continuity and follow up.”

Nearly all the services that provided any kind of support to family carers mentioned the importance
of psychological and emotional support; security; being relieved from some of their everyday tasks
and thus having some time to themselves; obtaining primary health care advice about caring for
the older person; obtaining advice and counselling; sharing their anxieties and problems and some
relief from the weight of the care for the older person. Other benefits for family carers is that they
get support, help in coordinating their work and in obtaining support from other programmes run
by the municipalities e.g. Help-at-Home. Other services stressed that the service enabled some-

# The Hellenic Red Cross is one service provider that is sensitive to family carers’ needs. It does run Coun-
selling and support services for family carers and older people in a number of areas, and though not inter-
viewed in the framework of this study, the central Athens service was interviewed in the pilot study.

134



The Greek National report EUROFAMCARE

one to stay in their own home and environment, provided specialised support services and an im-
provement in the quality of care.

“Emotional recognition is one of the main benefits for family carers, relief, improvement in their self
confidence, decrease in their feelings of guilt, to be more logical and objective. “

A rather larger aim was stressed by one service provider who thought their organization should be
researching into the needs in the community and expanding in accordance.

“The service should not be directed only at older people but at all the community.

We need trained personnel, a staffed office which will work with the Municipality and with all the
programmes.”

The church based association pointed out that one of their goals was to provide counselling and
some economic help and advice.

Given that frequently the stay of a dependent older person in hospital constitutes an additional
burden for family carers who have still to provide psychological, nursing and practical support, both
private and public services offering nursing at home were important in improving the family carer’s
knowledge, conditions of work and quality of life.

The Association helping family carers of those with Alzheimer had larger goals:

“Our general goals are to sensitize the community, to fight stigmatization and social exclusion as
well as providing much better knowledge to family carers about how to react to those with Alz-
heimer.”

They provided a wide range of support as part of their central goals including education, psycho-
logical, moral and legal support as well as a 24 hour telephone service.

8.4.6 Costs

As indicated, the use of private services is dictated by the willingness and ability of either the older
person or the family to pay. Capital resources can be liquidated or payments made out of current
income. In contrast, both the Greek National Health Service and even more the limited social ser-
vices available are supposed to be or are free to users. Access to public hospitals and health ser-
vices is dictated in great part by the state of health of the older person and there are real monetary
and time costs involved in using the ‘free’ national health system for family carers, from having to
transport the dependent older person to the health service, extra payments made to staff, the cost
of prescription medicines and other health needs not easily covered under health insurance. The
social services, if allocated to an older person, are actually free. Associations and NGOs normally
provide their services free or rely on voluntary support from other family carers.

8.4.7 Attitudes

The staff in nursing and health services recognised that part of their function was to help the family
carer be more informed and learn a few skills. Many service professionals commented that they
perceived them as partners, that they encouraged them to communicate with the programme and
that their opinions were carefully listened to since they were far more aware of the problems:

“And if they don'’t agree with the programme we cannot have a good outcome.”
Nonetheless there were differences between family carers: as one service provider said:

“In the evaluation and implementation of the service, what is important is whether the family carer
is the spouse or the child, where they live, and their age. Where the family carer is the spouse,
s/he is also served by the programme. In this case we support the stronger of the two but it is diffi-
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cult for them to be very active. If the children live in the same village, their reluctance to accept
help with respect to cleanliness etc is high, even if they themselves can’t respond to the need.
They cooperate much better on matters of health since we discuss more openly the difficulties and
if we are worried about early signs of dementia we can discuss it more easily with the child than
the spouse — though of course that does not mean it does not occur. In the case where the older
person is an uncle or aunt, or sibling, cooperation is more difficult, though there are only a few
cases where there is not much interest and difficulties in getting them involved. In these cases
when we mention services they are all reluctant. When we say there have to be changes to the
house, it needs painting etc, or we need to transport the older person to a doctor, they are much
less active than children would be.”

“We see family cares as a critical part of the community who, if they get proper support, would be
better carers”

“Initially there is some emotional conflict; when a specific difficulty has to be confronted we try and
discuss with the family carer as to the best way of dealing with it. We make the programme/plan in
common, separate our roles and responsibilities and always ask ‘what can we do? What is your
opinion?’ We look together for alternative solutions. *

“If the family carers are indifferent or negative, we don't just stop, we try to find other approaches.
At the end of each action we complete with them we have a discussion with them as to what else
we might have done. We keep them informed about all our actions, at regular intervals, even if
there is no immediate reason and we discuss with the family carer about the older person. In the
situation where an older person has no immediate family carer in the area, their children live far
away for example, we try to telephone them and communicate with them and they do the same
with us.”

“We try to involve family carers since the programme does not aim to replace them nor can it re-
place the importance of the family environment in the care of older people.”

“Characteristic is the story of a daughter who asked us after a time to help with the personal hy-
giene of her mother, a need that she had from the start but had refused. Then when she had to be
away for two weeks, she asked us to take on the care of her mother for breakfast. She said “Now |
need the help — when | am here it isn’t any trouble, but now | need to feel secure that the old lady
will eat and that someone will go into her house twice a day and check that she is OK.”

Many stressed that family carers were treated as partners in the programming of care for the older
person, though —

“Family carers cannot be treated as partners in care when there is indifference, abandonment, or if
they have crazy ideas. The kin are then a part of the problem. What is significant is the particular
relationship, whether they live near or together especially for subsequent care.”

“Family carers are a critical part of the community who, if they get proper support and cooperation
with the services would be better carers of the older persons.”

One of the original goals of the Greek Alzheimer Association was the development of other
branches in Northern Greece for family carers to have better access — this has already been
achieved in Volos, Larissa and Xanthi and elsewhere with a total of 22 branches (2006).

8.4.8 Future Developments

As discussed, the future development of services in Greece is very unclear. Thus when asked
about future developments few were able to be specific about what was actually planned and
tended to respond in terms of what would be desirable. Several services were so new that they felt
unable to discuss likely future developments as they still tried to fulfil their original brief. Others
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were pessimistic about the likelihood of them providing services for family carers in the near future
and many services reported that there was no strategic plan to develop services for family carers in
the future. Public service providers were not optimistic about how far they would be able to extend
their services to help family carers, particularly those looking after the heavily dependent, the im-
mobile, bedridden and demented, who need continuous care.

Many recognised both the increasing needs for support services for the growing number of older
people, as well as the needs of family carers for support. Changes in residence patterns, with older
people remaining in rural areas, and the trend for women to enter the labour market, were already
leaving some questions in the minds of service providers as to what needed to be done. Thus they
underlined the need for existing programmes to be strengthened or expanded with coverage from
new staff e.g. a psychiatrist, a permanent doctor, occupational therapist, physiotherapist, geron-
tologist, GP, home helps. More nursing services and health promotion in the home of the older
person and the family carer was also thought to be a development that was needed.

Service providers recognised the many gaps in service provision and thought there needed to
be a more systematic approach, with a special service dealing with the issue of family care. The
need to give more time to family carers and to sensitize the administration of this need was a goal
of more than one public service provider. One suggestion was the setting up of an office with staff
exclusively for family carers. Increased staffing levels were mentioned as developments to be
hoped for in the future, though this was considered very uncertain. An important subject was ex-
tending the hours of operation of the service to cover the afternoon, weekends or periods when the
family carer had to be away. However not all services could expand without adequate accommoda-
tion and equipment:

“Equally essential is that this team has permanent equipment (medical equipment etc, washing
machine, cooker), so it can organise its time better. For example, if the home help has to cook
meals for 2 houses, she could do it once for the two households — the same goes for washing.
These solutions are being examined by the service so we can be more effective.”

New services were felt to be important for family carers and several service providers in the private
and public sectors thought that an important future development was that of Day Care Centres, a
few of which are already in existence (though not found in the areas where family carers were in-
terviewed in the EUROFAMCARE National Surveys) and some were being planned:

“We are setting up here a Day Care Centre where Family carers can leave their person for 5-6
hours or as long as they wish when they go to work.” (Residential home owner)

The extension of services, by employing more staff and providing a 24 hour service to cover needs
around the clock and if necessary substitute for the family carer, was needed in order to help family
carers. A service for family carers that would provide respite relief for families at regular intervals
was also needed.

In the health field the creation of more specialist help was underlined, including psychological sup-
port and physiotherapy at home.

An unresolved problem that bedeviled both current service usage and future developments and
mentioned by service providers in both the health and social service fields was that of suitable
transport e.g. a mini-bus or ambulance, enabling older people and their family carers to get to
health and social facilities.

Several mentioned the critical importance of training for family carers as well as professionals,
since they were aware that many carers had insufficient skills in caring, including a lack of aware-
ness of the need of the dependent elderly for psychological support and inadequate communica-
tion skills. Support units and the supervision of those working in the services were also needed.
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Information about how services worked elsewhere was also thought to be important for the staff, so
they had some vision of what could be done.

Supporting the formation of self help groups was mentioned as a necessary innovation in the com-
ing years, supported by the service professionals. These could be used both for advocacy e.g. to
demand financial help or recognition, but also importantly for psychological support. As one service
provider said:

“A challenge for us is to learn how to develop better cooperation with family carers and to push
them to network and work together.”

The development of support groups of volunteers was mentioned by one Association, though they
felt a greater dynamism was needed so that they could offer help and relief to family carers™®.

The future role to be played by new technologies for family carers was discussed by more than one
service provider as useful in the provision of advice and information, systems for making ap-
pointments, home alarms etc. Such technology is understood to help both older people remain
independent and safe and aid the family carer. Suggestions were made as to how family carers
should be supported e.g. payment for care from the insurance fund of the older person for as long
as they offer their service.

The need for additional hands-on carers was mentioned by service providers; noticing that many
people were unemployed, they suggested that some could be employed and trained within a coor-
dinated service providing care at home, either through the KAPI or the Social Work department of
the Municipality.

The social changes occurring led to some suggesting the need for research and investigation into
the needs of family carers, so that appropriate services could be created and run at local and re-
gional levels.

“Finding resources to undertake such research at the local level is problematic and we try to acti-
vate the local authority so it moves in this direction. “

Other specialist services that would help family carers were mentioned, including community care
nursing for terminal patients and specialist services for those needing help when caring for those
with learning difficulties or mental health problems.

Although the church based association made considerable efforts to recruit volunteers, comments
were made on how difficult it was to get enough helpers to work with older people and family car-
ers.

In addition in the health services many professionals see their role as that of the expert to whom
the older person and family carers refer themselves; as suggested initially, a proactive stance to
reach out to the community, and specifically family carers and older dependent people is rare.

% The comments from service providers in the pilot study suggested that the use of volunteers was not with-
out problems. Relying on them to provide regular support for family carers and older people requires a con-
siderable investment of time and effort. e.g. in their training, recruitment, management.
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8. 5. Discussion

The results of the Service Providers Questionnaire showed that despite the availability of highly
trained and motivated staff in some services, the current operation and mission of existing services
does not suggest that there will be any immediate move from their current service orientation to-
wards older people, towards an orientation that also supports family carers. It is also dubious as to
whether family carers would be a political priority for local policy makers, though at the national
level the wish to increase labour market participation may mean that funding of the planned Day
Care Centres becomes a necessity.

In addition it is evident that the mere existence of services to support, directly or indirectly,
family carers, is not enough to ensure their use. Consistent and long term information about the
availability and the provisions of a service is vital. Ideologies concerning women’s position as fam-
ily carers, family life and care, and intergenerational support are coming into conflict with the de-
mands of modern employment, contemporary expectations about life choices, as well as the huge
increase in longevity. Service providers cannot expect family carers and older people to always
understand what they might be able to gain from the use of services; those that have active out-
reach policies begin to be a part of the solution rather than an additional problem for family carers.
The results from the SPQ also suggest that training is a key element for both the staff of services
and the family carers so that they can both work towards the goal of improving the quality of life of
both the older person and the family carer.
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9 The one-year follow-up study

Costis Prouskas, Judy Triantafillou, Elizabeth Mestheneos, Vickey Goltsi, Barbara Bien,
Heinz Rothgang, Roland Becker, Mikolaj Rybaczuk, Bozena Sielawa, Andreas Timm

9.1 Introduction

As is evident from the present report, Europe presents a rich cultural context for examining family
caregiving, with the six countries representing very different European contexts, in terms of their
unique traditions, demographic characteristics, health and welfare systems, levels of wealth, avail-
able infrastructures, technologies and many other features. On the other hand, all of them struggle
with similar challenges of demographic ageing and supporting their older relatives.

Nevertheless, family care for dependent older people is not fixed in time but changes with the
situation of the cared-for person, the family caregivers as well as their supportive framework avail-
able at any time [Beach et al 2000; Grasel 2002; Hooker et al 2002; Arai et al 2002; Cannuscio
2002; Arai et al. 2002]

All of these prerequisites have an interactive and complex character, demonstrated in the
TEUSURE chapters based on the results from the cross-cultural EUROFAMCARE study. Such a
design is useful in providing a snapshot of the profound challenges of caregiving, as well as its
correlates; however it is limited with respect to revealing the dynamics of the caregiving process
over time. The addition of a longitudinal element to the original cross-sectional study, should en-
able analyses indicating the directions of change in objective stressors as predictors of subjective
outcome measures [Warren et al. 2003, Gaugler 2003; Given et al 2004; Grunfeld et al 2004], as
well as clarifying the interdependency between costs and the effects of supportive networks and
family well-being.

9.2 Aims of chapter 9

The present chapter aims to extend the prior cross-sectional reported data on the family caregiving
situation in Greece to include an examination of longitudinal patterns of change over one year, by
addressing the questions:

e What are the changes over time in the selected older person and carer characteristics?

¢ What are the positive and negative predictors of these changes?

9.3 Methodology

9.3.1. Follow-up Study design and procedure

As already described, the baseline data (T1) were collected during face to face interviews using a
Common Assessment Tool [CAT], between November 2003 and June 2004., resulting in a final
sample of 1014 completed questionnaires from family carers who were giving support or care to
their older relatives (age 65 or over) for more than four hours a week.

The follow-up [FU] data (T2), were collected after approximately 12 months (+/- 6 weeks) from the
baseline study, between December 2004 and July 2005 from the same original sample subjects
and using the FU questionnaire, which consisted of items selected from the baseline questionnaire
[CAT], supplemented with several new ones.
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9.3.2. The Follow-up Questionnaire and the implementation of the FU study

The FU questionnaire was designed to repeat as few of the CAT's questions as necessary in order
to discern any possible changes during the course of one year in the situation of the family carer
and their cared-for person. It consisted of several sections:

B Identifying data (number of questionnaire as in the initial study, interviewer's details, date of
interviewing);

B Mode of FU questionnaire administration;

B Filter question identifying "present carers" who were still caring for their older relatives, where
the full version of the FU questionnaire was used, and "ex-carers" who had stopped caring after
the initial study, who completed the short version of the FU questionnaire;

B Time, reasons and circumstances of withdrawal from the caring process (only for "ex-carers");
B Current quality of life (for "still caring" and "ex-carers");

The section for "still caring" carers had questions concerning:

Living arrangements;

Occupational status and the economic consequences of caring;

Restrictions on carers and on their professional career;

Level of physical and mental disability of the older person;

Subjective outcome of caring, measured with COPE-Index;

Older Persons' and Carers' usage of services (the same as at the baseline study)

Helpfulness of services in carers' opinions;

Willingness to continue care.

The FU questionnaire consisted of 36 questions, compared to the 193 questions of the CAT ap-
plied in the baseline study. The same wording of questions used in the CAT baseline study was
used in the FU questionnaire.

The FU Study was carried out both with baseline carers who had given up caring for different rea-
sons, e.g. older person’s death, etc., as well as with family carers still caring for the same older
relative. Those carers who had given up caring for the older persons in the previous year were
asked to complete a short version of the FU questionnaire, with a special paragraph focusing on
reasons and circumstances related to this fact. Those amongst the initial respondents who were
still continuing caring for their relatives were asked to answer the full version of the FU question-
naire.

9.3.3 Specific problems of the Greek FU survey

The original design of the EUROFAMCARE study had not foreseen, or included a budget for, the
follow-up survey. Consequently, whilst a common FU questionnaire was designed and used by all
6 countries, each of the 6 countries used a different methodology for conducting the FU survey,
with the main variations being in the size of the targeted follow-up samples (full or partial resurvey
attempted) and the mode of FU interview (face-to-face, postal or telephone). Due to severe finan-
cial constraints, Greece had to limit the size of the targeted FU sample to approximately 1/3 of the
baseline sample subjects, excluding those who had originally refused to be contacted after a year.
Furthermore, the follow-up interviews were conducted by telephone, not by face-to-face interviews
as in the baseline survey and used only 2 of the original 70 interviewers. A random sampling pro-
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cedure was not used and the FU interviewers were instructed to attempt to contact the listed base-
line sample carers in sequence, but after 2 unsuccessful attempts to move on to the next subject.

All of these factors led to a number of problems both with the planning and implementation of the
Greek FU survey, discussed below.

9.4 Results of the Greek FU survey

9.4.1 Subjects, sample size, response rates and reasons for non response

The final number of completed FU questionnaires for Greece was 282 (28% of the baseline survey
sample), 88 with the short version and 194 with the full version of the FU questionnaire.

Details of the Follow-up Study are shown in Table 1.

Table 1: Size of T1 and T2 samples: Reasons for non response, and response rates
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_ | Reasons of for non response =
o 3 interviews o
s 3 5 s &
. = Carer refused to | & =
g O C died 3 < ©
g Ny arerde take partin FU qf i o
COUNTRY @ 3 g o g S -\CD—, %
) S g © © ] = = 0
53 o © © E 2 2 § D
e 188 e || 8l e LElEEs |8 | |2
£ ¢ > | =2 | @ 628 =2 o |5R|cg | 2 e 9 K
3 = 0 © © Wl o © w| s 2| £ g 5 c
%)) S g pt D e s |5 |o 0| & £ 8 i
o s 5 5 c 9| 3B 5 S 9|0 & 2 = 3 &
= < 9 m| n |8 8| @ o 1SS » L 4 =
Greece 1014 | 396" 0 0 0 61 |1 38 [236 |88 |194 |456 |282
Total: 5923 796 4 1 4 119 15 296 1319 914 2448 65.6 3362

(1) Due to shortage of funding, Germany and Greece had to limit a priori the size of the FU samples.
(2) The number of cases excluded from resurvey was not included in the calculation of the response rate

The reasons reported by the FU interviewers for non-successful contact, including refusals, were:
reported wrong telephone number or address; automatic answering machine or mobile service;
number out of service; an absence of carer at home; lack of memory about the first interview and
refusal to be re-interviewed; refused re-interview (no time, busy, wanted to speak only to original
interviewer, negative attitude to interviewer); moved away; lack of cooperation between older per-
son and their husband/wife as carer, iliness of carer, lack of belief in the effectiveness of the study
for the carer's situation.

Very specific difficulties were encountered during the resurvey, which may partly explain the high
rate of non-contacts and refusals. The interviewers noted the particular problem caused by the fact
that whereas the first interviews were face-to-face and allowed the interviewers to establish a per-
sonal relationship with the subject, the second interview was conducted via a phone call and only
in a few cases, by chance, were they conducted by the original interviewer. The length of time
needed for the FU interview may have affected some responses in particular, such as those to the
question on the "usefulness of a service", which were note by the interviewers to be poorly ad-
dressed by the respondents, since they had little relevance to their own caring situation and it was
felt that frequently any answer was given, rather than a considered response. Moreover, due to the
proliferation over recent years of "marketing" types of phone calls, visits and correspondence,
many people have no patience with contacts or calls from an unknown person; there is also con-
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siderable suspicion generated by requests for personal data and the easiest response was often
just to say no.

9.4.2 Representativeness of the FU sample (T2) in relation to the initial samples (T1)

Despite the non-random selection of subjects for the FU survey, the demographic characteristics of
the Greek FU sample (T2) are similar to T1, although caregivers of more severely dependent older
people, those with higher impacts on negative outcomes from caring, and a worse quality of life
were more often willing to enter the FU study.
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9.5 Main findings of the Greek follow-up survey

9.5.1 Continuity versus discontinuity in care: Reasons for discontinuity in care

In the Greek sample 68.8% of the original family caregivers were continuing the caregiving process
after one year, compared with 72.7% in the total European FU sample.

Table 2: "Continuity” versus "discontinuity" in caregiving for the older relatives over one
year

Greece | Total EU sample

N=282 N=3362

Still caring 194 2446
% by country 68.8% 72.7%
Stopped caring* 88 916
% by country 31.2% 27.3%
Due to:

Elder's death 62 577
% by country 22% 17.2%
member provides

care now

% by country 4,6% 3%
Professional 3 41
carer provides

care now

% by country 1.1% 1.2%

Transferred to 1 153
nursing home

% by country 0.3% 4.6%
Lack of data, or 9 45
other reason

% by country 3,2% 1,3%

* Number of stopped caring can be lower than number of other reasons, because if elder died, carer could tick the last carer before
death

The most common cause of withdrawal from caring was the older person's death (22% of re-
surveyed carers) and the second most common reason for withdrawal was the transfer of caring to
another family member (4.6% of resurveyed carers).
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9.5.2 Mortality in the sample of cared-for older people

The death rate for the Greek sample after | year was 22% compared with 17.2% for the total
European sample.

Higher mortality was evident especially amongst the older group of cared-for elders and those in
metropolitan and urban localities, with the lowest mortality in rural areas.

Also, as expected, more severe physical and to a lesser extent mental disability predicted a higher
probability of death as shown in Table 3.

Table 3: Mortality rates per year and per country [% by category & by country]

Greece Total EU sample

N=282 N=3362
In  whole sample 62 577
n=3362 22,0 % 17,2%
Age

27 194
Age <80 n=1459 20,0 13,3

35 378
Age >=80 n=1885 23,8% 20,0%
Type of locality [g4loca]

9 144
Metropolitan n=704 28,1% 20,5%

34 274
Urban n=1603 25,4% 17,1%

19 156
Rural n=1044 16,4% 14,9%

I-ADL dependency [iadl t 1]

Low to moderate 10 98

n=1011 12,2% 9,7%
51 473

More severe n=2324 25,9% 20,4%

Cognitive disorders [cogn_r]

Intellectually able 19 162
n=1235 17,9% 13,1%
Probable/suspected +l0 <08
n=2109 23,5% 19,4
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9.5.3 Discontinuity of care - possible predictors

Analyses and statistics

Due to the small numbers of subjects in the Greek FU survey, statistical analyses aiming to identify
the factors associated with the changes in the selected characteristics of the FU sample and the
predictors of these changes, were not possible; therefore, individual country data relating to the
Greek FU sample, as for most of the individual country samples, is not available.

Details of the total sample analyses are available in Chapter 9 of the TEUSURE report and this
report of the Greek FU survey will present only a brief summary of the results of these analyses for
the total FU sample.

Excluding those carers who stopped caring because of the death of the cared-for person, possible
predictors of withdrawal from the caring process for the total European FU sample are summarised
as follows:

¢ Amongst the variables dependent on the older person, the most significant in predicting
the change in the carer over one year were the older person being over 80 years of age, liv-
ing alone, with memory or behavioural problems, more ADL-dependent, demanding more
physical or personal carer's help. On the other hand, cohabitation with carer in the same
household and cohabitation with own child/children, especially with those having their own
children aged <14 years, predicted continuity of care by the same carer . Urban/rural areas
of living, older person's gender, and number of needs for help or support (medical, physical,
personal, domestic, organisational, etc.) did not influence the withdrawal from care during a
year.

e Amongst carer dependent variables predicting withdrawal from care were the shorter
duration of caring, lower involvement in different spheres of help (medical, physical, per-
sonal, domestic, organisational), poorer emotional bonds with older person, lower religiosity
in carer, lower investment in the caring process. Additionally, higher support from formal
services, and accidentally taking the decision to care also predicted withdrawal from caring
after a year.

¢ No connection was found between discontinuing care and carer's gender, his/her marital
status, level of education, employment status, self-perceived health, outcomes of care, or
possible restrictions on life or professional career.

9.5.4 Change in living arrangements in relation to the distance of the carer's home from the
cared-for person

The distance between the carer and their cared-for person’s place of living may be strongly con-
nected with reciprocal support, help, and the elders' level of dependency. It may facilitate the car-
ing process, although it may also be a result of other factors e.g. a shortage of apartments, carers'
or elders' financial situation, better access to service networks, etc.

The change in living arrangements between time T1 and T2 of the FU study is presented in table
4, which shows the changes between categories of initial carers' and elders' place of living, re-
coded into two modalities: those living in the same household or building versus those living in an-
other place at least within walking distance. As can be seen, of those living initially in different
houses 19.2% had moved into the same house during the past year, 3.6% of those initially living
together had moved into separate accommodation but the vast majority (77.2% had not changed
their living arrangements.
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Table 4: Changes in the place of living between time T1 and T2.

No of valid

Moved from different to the same houses (n)

Greece

N=193

37

% of initial residents of different houses within 47.4

countries

(% column)

Moved from the same to different houses (n)

19.2

% of initial residents of the same houses within 6.1

countries
(% column)
Without change (n)

(% column)

3.6
149
77.2

Total EU
sample

N=2,420
253
23.6

10.4
45
3.3

1.9
2,122
87.7

9.5.5 Changes in carers' occupational status, restrictions on professional career and other

restrictions due to care

84.2% of the Greek carers did not change their employment status during the previous year. How-
ever, 9% of the Greek sample became employed, and 6.8% became unemployed during the same

period.

Table 5. Transition of employment status between time T1 and T2

Greece Total
sample
No of valid N=190 N=2400
Began work between T1 and T2 17 135
9% 5.6%
% of initial non-workers within | 1.2% 9.2%
country
Stopped working between T1 and | 13 124
T2 6.8% 5.2%
%of initial workers within country 1.6% 13.4%
No change 160 2141
(% of country) 84.2% 89.2%

Being employed and caring for an older person may generate potential restrictions on the carer’s
professional career. Sometimes the need for care forces a reduction in working hours or the ne-
cessity to quit the job. Table 6 shows carers' opinions on possible restrictions due to caring on
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professional life amongst the sub-groups of carers currently working and currently not working (at

T2).

Table 6. Restrictions on carer’s professional career in the groups of "current workers" and

"current non-workers" (at T2)

Greece Total EU sample
Currently working (at T2)
No of valid cases N=49 N=860
Despite caring, my working hours are | 44 758
unchanged 89.8% | 88.1%
Because of caring | had to reduce my | 5 82
working hours 10.2% 9.6%
| had to reduce my working hours for | 0 20
another reason than caring 239
Currently not working (at T2)
No of valid cases N=80 N=1,092
Because of caring | could not carry | 48 314
out my job at all 60% 28.7%
Because of caring | had to give up my | 1 42
job 1.2% 3.9%
| stopped work for another reason | 31 736
than caring 38.8% | 67.4%

The vast majority of currently (at T2 time) working carers (89.8% of the Greek sample), was strug-
gling with caring responsibilities without any reduction in working hours, with only 10.2% reporting
having to reduce their working hours because of caring.

Amongst currently non working Greek carers, 38.8% had stopped work for a reason other than
caring, but 61.2% reported restrictions on work due to caring, the highest proportion in all the study

countries.

Table 7. Other restrictions from caring (at T2)

Greece Total EU sample

| can/could not develop my professional career or studies due to caring (at T2)

No of valid cases 189

2,280

YES 38

20.1% 8.3%

188

| can/could work only occasionally (at T2)

No of valid cases 189

2,186

YES 30

174
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15.9% 8%

If you needed a break from your caring role is there someone who would look after
ELDER for you (at T2)

No of valid cases 192 2395

Yes, quite easily 87 997
45.3% 41.6%

Yes, | could find someone, | 38 917
but with difficulty 19.8% 38.3%

No, there is no one 67 481
34.9% 20.1%

Other restrictions on professional life, such as difficulties in developing professional careers or
studies, were declared by 20% of the followed-up Greek carers and 16% could work only occa-
sionally.

The burden of care undertaken by a single carer unsupported, is illustrated by the 35% of the fol-
lowed-up Greek carers who reported that there was no-one to look after their cared for older per-
son if they needed a break from caring, a marked increase from the 21.2% who gave this response
in the Greek baseline sample and a much higher percentage than the 20% in the total European
FU sample who replied in this way.

9.5.6 Changes in the level of the older people’s physical and mental condition

9.5.6.1. Physical disability after a year

Table 8 presents changes after 1 year in instrumental activities of daily living (I-ADL) and personal
activities of daily living (P-ADL) functioning, measured in terms of the number of carer-reported
dysfunctions, which were defined as the older person being "not able" or "able only with help" to
perform one of six I-ADL or ten P-ADL activities.

I-ADL activities were defined as ability to: do housework, prepare their own meals, go shopping,
handle their own money, use the telephone, take their own medicines (questions 43-48 in the
baseline EUROFAMCARE questionnaire)

P-ADL activities (Barthel scale) were defined as ability to: get around indoors, manage stairs, move
themselves from bed to chair if next to each other, use the toilet (or commode), use the bath or
shower, keep up their personal appearance (brush hair, shave, make up etc.), dress themselves,
feed themselves, incontinence of urine, incontinence of faeces.

Those whose number of dysfunctions between T1 and T2 diminished, were labelled as "improve-
ment", those who gained new dysfunctions were labelled as "worsening", and the rest as "no
change".
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Table 8. Changes in I-ADL and P-ADL dependency between T1 and T2 [in % from col-

umns]
I-ADL P-ADL Total Total

I-ADL P-ADL
No of valid cases | N=188 | N=173 | N=2,339 | N=2,277
Less dysfunctions | 19.2% 36.4% 19.3% 23.7%
IMPROVEMENT
The same asin T1 | 48.9% 20.8% 48.6% 27.6%
NO CHANGE
More dysfunctions | 31.9 42.8% 32.1% 48.7%
WORSENING
DECREASE on '0 -100 Barthel-Index Scale' (T1 - T2)

-8.9 -5.5

Regarding I-ADL function after a year, 19% of the follow-up sample showed improvement and ap-
proximately half were reported to be unchanged, whereas 32% were worse. Perhaps more sur-
prisingly, for P-ADL function 36% were actually improved after one year and only 21% were un-
changed, whereas 43% were worse.

These figures should be interpreted with caution, firstly because they are based on the responses
of the carers, not on the older people themselves, and secondly because, whilst the baseline data
was collected during face-to-face interviews, the follow-up data was given via a telephone inter-
view, with all the attendant problems discussed earlier in this chapter.

What emerges clearly, however, is that even amongst a sample of initially moderately to highly
dependent older people, their functional status does not inevitably undergo a steady decline over
time, but may demonstrate both declines and improvements. This illustrates the potential for the
implementation of interventions aimed to improve the physical status of older people, thus reducing
their dependency on the support of another person and reducing overall needs for care both at the
individual and at the population level (Mestheneos, Triantafillou et al. 1999).

Whilst at the European level the implications of this have been understood and incorporated into
an emphasis on the importance of preventive health and active ageing programmes in planning for
long-term care needs (Spidla V., 2006), there is little evidence that Greek governments have so far
realised the need for and supported the implementation of such programmes in an attempt to re-
duce disability in an increasingly ageing population.

Nevertheless, the majority of Greek carers (54.1%) reported an increase in the intensity of care
after one year, measured in terms of the number of hours for care, as shown in Table 9
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Table 9: Distribution of caregivers by changes in intensity of care after a year (T2)
Greece Total EU

sample
No of valid 192 2,364
Less hours per 70 948
week than at T1 36,5% 40,1%
The same hours 18 395
per week as at T1 9,4% 16,7%
More hours per 104 1021
week than in T1 54,1% 43,2%

9.5.6.2. Mental disability after a year
In addition to physical disability, mental abilities are usually susceptible to change over time.

Table 10. Changes in memory problems [MP] between time T1 and T2

Greece | Total EU sample
No of valid N=193 | N=2,409
Without MP at T1 & T2 414% | 41.8%
MP retreated 11.4% | 10.6%
MP newly appeared 19.2% 11.9%
MP persisted up to T2 28% 35.7%

41.4% of the older people in the follow-up sample had no memory problems in either the baseline
or the follow-up survey, whereas 28% were reported to have memory problems in both surveys.
However, 19.2% of the cared-for older people began to show memory problems during the FU
year, while in 11.4% of the sample family carers reported that memory problems had decreased.
These results support other findings that memory problems alone, without other cognitive dysfunc-
tions, may be ascribed to a mild memory impairment syndrome, which can show progress to de-
mentia but also recovery over time (Jacoby and Oppenheimer, 1997).

Behavioural disorders, co-existing with memory impairment, usually indicate a dementia if other
cognitive functions are impaired. The proxy assessment of the older persons applied in the study,
based only on one face-to-face and one FU telephone interview with the carer, makes it difficult to
provide precise judgement about the presence or absence of disease. Nevertheless, it is interest-
ing to recognise the dynamics of changes amongst the re-surveyed, even with these limitations.

Table 11 shows changes in the behavioural disorder scale between T1 and T2. Those amongst
the older people who showed lower scores on the behavioural disorder's scale [BDS] than for the
baseline study were ascribed to category "Less BD", those who had shown more disorders - to
category "More BD", and those who kept the same scoring were labelled "No change". Each cate-
gory was described with an average scores' numbers based on T2 results.
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Table 11. Changes on the Behavioural Disorder Scale [BDS] between time T1 and T2;
average scoring on the BDS (T2) per category

Greece Total EU sample

No of valid N=191 N=2,333

Less BD 37.2% 23.5%

Mean scoring 0.8 1.7

No change 32.5% 42.7%

Mean scoring 0.9 0.8

More BD 30.4% 33.8%

Mean scoring 3.9 4.0

33% of the follow-up sample of cared for older people were reported not to have changed their
behavioural status after one year, whereas 37% were reported to have less disorders and 30% to
have more disorders than at the baseline study.

Whilst acknowledging the limitations of these results, as discussed above, it is interesting to ob-
serve that over 1/3 of the FU sample of older people were reported to have fewer behavioural
problems than one year previously, indicating that behaviour problems in older people do not inevi-
tably deteriorate and can be effectively managed. This has important implications for reducing the
burden on family carers caring for older people with the most difficult problems of behaviour disor-
ders and co-existing behaviour and memory disorders.

The results also emphasize the urgent necessity for the provision of formal support to these
families by the Greek government, including training family carers and health care person-
nel in how to manage behaviour disorders, in order to prevent both the development of physi-
cal and mental health problems in the individual family carers, as well as the otherwise inevitable
breakdown in the long Greek social tradition of good family care for dependent older people. These
topics are discussed further in chapter 10.

9.6 Summary remarks:

1) 69% of the initial Greek sample of family caregivers were still caring for the same older per-
son after a year.

2) Mortality amongst the cared-for persons was the main reason for carers' withdrawing from
care over the year (22%), but the second cause was the transfer of the cared-for person to
another family member (nearly 5% of the Greek FU sample, the highest proportion
amongst the 6 countries), whereas transfer to a nursing home was reported by only one
Greek family carer (0.3% of the Greek FU sample) but represented 4.6% of the total Euro-
pean sample, being highest in Sweden, Germany and UK.

3) Regarding changes in the living arrangements of the family carers and cared-for older peo-
ple with respect to cohabitation, nearly one in five of those originally living separately had
moved into the same household or building after a year.

4) Whilst the vast majority (90%) of the Greek FU sample of currently working carers was
struggling with caring responsibilities without any reduction in working hours, caring for an
older person also negatively affected the caregiver's professional career; 61.2% of the
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Greek sample of non working caregivers reported restrictions on work due to caring, the
highest proportion in all the study countries.

5) Caring for an older people also negatively influenced everyday life with the finding of in-
creasing isolation of family carers in the FU study, illustrated by the markedly higher
proportion of Greek family carers reporting that they had no-one to replace them if they
wanted or needed to make a break from their caring duties.

6) The fluctuations in the reported functional status of the cared for older people during the FU
year illustrate that physical decline in old age is not inevitable, with more than 1/3 of the
FU sample reporting an improved functional status as measured by the Barthel scale and
1/5 improved I-ADL function after one year. These findings have implications for the reduc-
tion of age-related disability amongst older Greeks, as discussed earlier in this chapter.

7) Similarly, the finding of improved memory (11.4%) and behavioural disorder (37%) status in
the FU sample indicates that memory and behavioural decline in old age is not inevitable,
with implications for interventions to maintain and improve cognitive function and training of
family carers in the effective management of their older person’s difficult behaviour .
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10 Summary of main findings, conclusions and recommendations

Judy Triantafillou, Elizabeth Mestheneos, Costis Prouskas, Hanneli Déhner, Christopher
Kofahl, Giovanni Lamura

10.1 Summary of main findings from the Greek NASUR

This study provides important and unique data on family carers of dependent older people in
Greece, together with equally interesting findings on the older people they care for, their informal
support networks and the formal services they do and do not use to help them in the provision of
good quality care.

As Ch. 4 indicated, although there are no national statistics on those providing family care to de-
pendent older people in Greece, in a comparative perspective the sampling and data results sug-
gest that the Greek sample does not differ in most significant respects from the other countries
participating in the national surveys. One possible difference is that the Greek sample of family
carers included a rather higher proportion of people still working and who were slightly younger
than the average for the 6 countries.

The results from Chapter 5 provide a profile of the Greek family carer as well as descriptive data
on the older dependent person. There were no surprises as to who was caring; everwhere women
provide most care and indeed 80,9% of the sample of Greek family carers were women, although
spouse care was more likely to involve men as carers. What is important is the short and long
term consequences for the female carers of providing this care. Many will earn less over their life
time as a result of family care duties ( for children as well as older persons) and enter old age with
an inadequate pension and income. This has significant implications for family policy, for equality
and the promotion of women’s labour market participation®'.

In view of the reported high levels of disability of the older people in the sample, an even more
startling finding was that only 2% of family carers responded that either they or the older per-
son currently received any form of financial support for the essential daily care they pro-
vided. The costs of care have been well documented in the study, ranging from the additional
costs of basic equipment, drugs and service expenses to the reduction in career opportunities for
family carers and loss of earnings due to heavy caring responsibilities and the study findings show
clearly that these costs are currently being met entirely by family carers out of their own pockets.
One immediate action by the Greek government to redress this imbalance would be the implemen-
tation of the proposed new disability assessment process which would ensure that those older
people in need of care receive some essential financial support as a right.

One pleasant surprise was the general well being of carers and good self-rated health, results that
were not unique to Greece. However, despite these results, an outstanding finding was that Greek
family carers reported feeling the most burdened by their care work and, although managing well
on the whole, tended to experience a more negative impact from their caring work than in the
other 5 countries. (see Chs 6 and 7) Similarly, the findings on quality of life, when compared with
those from the other country samples, showed that Greek family carers report the lowest levels of
quality of life within the EUROFAMCARE study sample, an important finding that merits further
analysis.

%1 |KA statistics for 2004 indicate that by age 55 average earnings for women are almost a half those of men;
this suggests another reason why many women find it difficult to pay for outside care and may have to leave
the labour market.
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Financial incentives to care do not appear to be a major factor for Greek family carers in the deci-
sion to undertake care, Services specifically for family carers are very few, while even those for
older people rarely fully extend themselves to support the family carers. (see Ch.8) The lack of
statutory social services to support either family carers or older people, marks the Greek situation,
whilst the additional costs of using the supposedly free national health services emerged clearly in
the findings.

What has to be understood from such a primary research study is that the interview with the family
carer presents a snapshot of a particular moment of time in the caring process, yet caring is a dy-
namic situation, with periods of decline, improvement and stasis in the health of the dependent
older person. In chapter 9, the Follow Up study indicated that 22% of those resurveyed no longer
provided care because of the death of the older person, but of those still caring, the majority
(54.1%) were providing an increased amount of care, whereas 36.5% were providing less care
than a year earlier and 9.4% the same amount of care. This indicates the need for support ser-
vices for both older people and family carers to be flexible and person centred, in order to respond
rapidly to changes in the care situation.

The study findings point to the existence of an "army” of Greek family carers who are mostly will-
ing and able to undertake the major part of caring for their dependent relatives BUT with increasing
needs for support to provide good quality care. What types of support do they ask for?

o Information about services and support available
o Advice about the disease suffered by the older person
o Financial help — The care of an older person causes extra costs for Greek family carers:

56% said they needed financial help, the highest figure amongst the 6 countries.
. Good quality services for their older person and, to a lesser extent, for themselves, that
provide trustworthy, responsive, 24-hour care

) Respite care at home and in institutions; related to this is the need for holiday or care break
opportunities for carers, including the possibility to spend more time with the family

. The removal of bureaucratic and complicated procedures stopping family carers using ser-
vices, and the reduction of long waiting lists

o Opportunities for the older person to undertake activities they enjoy
) Help in better combining caregiving and paid employment
o Training in caring techniques

This invaluable resource of family carers needs to be acknowledged, documented and provided
with the support they need in order to be able to continue to provide good quality care for the in-
creasing numbers of dependent older people in Greece.

10.2 Conclusions and recommendations from the Greek NASUR

The inequalities in Greek society are nowhere more apparent than in this study of family carers.

As will increasingly be the case, many of the family carers are themselves older people and a very
large proportion have a low average income (1,100 euros was the average for a household of 3
persons). Probably the most striking finding is that little has been done by politicians who, being
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amongst the fortunate percentage with a higher than average income, are part of a self satisfied
middle class who can afford to pay for help and services. Yet there is still a cost for the many indi-
viduals with inadequate incomes to meet the extra financial demands of care, again costs which in
some part should not have to be met on a personal basis or by our-of-pocket payments e.g. costs
in using a national health service.

The study has shown that Greek family carers are still trying to meet the ever increasing demands
of providing long-term care to dependent older people within a traditional framework, a framework
however, which was based on the long and radically changed previous demographic profile of the
Greek population, characterised by large numbers of children sharing the care of dependent par-
ents for relatively short periods before their very much earlier death.

What emerges from the EUROFAMCARE survey is that Greek family carers are still trying to
cope within this traditional value system based on the family, respect for older people, and the role
of women, all factors which probably contribute to their relatively positive response to their role as
carers, despite their lack of formal support. But the reality is that the quality of hands on daily care
may eventually suffer from this lack of state support to families providing care and equally impor-
tantly, there are long term negative consequences for many family carers in the form of loss of in-
come, inadequate pension contributions and poverty in old age and negative effects on their physi-
cal and mental health as they themselves become older.

This section seeks to put forward some unified proposals based not only on the findings from the
Greek National Survey but also from the Greek National and pan-European Background Reports,
as a way of providing a clear ‘map’ or Action Plan against which progress can be marked in
achieving the essential better support for family carers.

1. Information — on services, rights and the diseases of the older person

2. Financial help to either the dependent older person or to the family carer, to cover some of the
extra costs arising from caring and to ensure family carers do not end up uninsured, and with
inadequate pension coverage later in their life.

3. More services with comprehensive coverage throughout Greece and which are additionally far
more responsive to the needs of both dependent older people and their family carers, provide
outreach services and realise that coverage needs to be over 24 hours.

4. New services and forms of support e.g. genuine respite care for family carers both for pro-
grammed holidays and emergencies, support for working carers, support especially, though not
exclusively, targetted on those with behavioural problems.

5. Integrated care - social and health services need to work together as partners to provide real
quality help to family carers. This is born out by other studies in Greece and Europe e.g.
PROCARE, the CARMEN Network

6. Workforce/formal care providers — Finding and developing an adequate care workforce is
essential. Thus maximising the potential of the current workforce e.g. migrant care workers to
be fully trained and certified, ergotherapists to be trained in comprehensive needs assessment,
needs to be examined and specific proposals defined and implemented as an urgent necessity.

7. Comprehensive needs assessment is essential for correct resource distribution (disability
benefits and pensions) and service allocation . The reorganization of assessment processes for
disability benefits and pensions is being proposed by IKPA and needs to be implemented .
Recognition has to be given to the increasing and complex dependency needs of current and
future generations of Greek older people, which includes systematic quality evaluation and
monitoring of services.
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One question which deserves further analysis in the EUROFAMCARE survey data, is whether the
approximately 1/3 of family carers looking after the most heavily dependent older people have any
specific social characteristics e.g level of education, age income, gender, self reported health and
well being, use of services, costs etc.

Additionally, the EUROFAMCARE survey data provides a rich resource for further analysis of the
situation of family carers in Greece and an opportunity to rectify the current deficiencies in their
support by the state, an opportunity which it is sincerely hoped will not be missed.
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Emmanouil Georgios, Fakoukaki Vaso, Frissouli Maria, Gazis Konstantinos, Kappelou Kalliroy, Kappelou
Olga, Karabelkou Maria, Karamanou Georgia, Karanasou Chrisanthi, Karipidis Anestis, Katsapi Chry-
soula, Kavaka Niki, Kilifis Nikos, Kiriaki Zaharoula, Kitsou Vasiliki, Kontouka Sofia, Lambrakis Michalis,
Lorenzou Katerina, Loubranou Pauline, Lytra Efi, Maina Anna, Mari Anastasia, Messa Spriridoula, Mes-
theneou Margarita, Morfopoulou Alexandra, Moumouri loanna, Nikolaidou Magdalini, Papadakaki Maria,
Papayianni-Dourou Anna, Papoutsakis Konstantinos, Pelekidou Lina, Piaki Katerina, Protopsalti Kiparis-
sia, Rouchota Theodosia, Roumeliotaki Theano, Rousopoulou Stavroula, Savva Anastasia, Sierra Eleni,
Stergiou Katerina, Thomos Stergios, Troulinou Katerina, Tsabali Polyxeni, Tsangaraki Argyro, Tsangaraki
Eleni, Xanthopoulou Anna, Yiallali Magda, Yiannari Kiriaki, Zafrou Katerina, Zantsou Maria.
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