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Health care systems in Europe are usually based on
the principles of solidarity and equal access to care.
This means that in most European countries there is
a strong belief that individuals who need care should
be enabled to access relevant medical and social care
services and that there should be no limitations on
the basis of income, health condition, race, sex, or
any other personal characteristics. Though these prin-
ciples are acted upon in different ways, the basic un-
derstanding of solidarity is that everyone is assumed
to make a fair financial contribution to a collectively
organized insurance system that guarantees equal ac-
cess to health and social care for all members of society.

The idea of solidarity is associated with mutual respect,
personal support and commitment to a common cause.
This sense of fellowship with and compassion for the
needy is still strong in the area of health care practices,
where solidarity has acquired a particular meaning that
goes beyond solely transferring income or benefits. In
the domain of health and social care, solidarity is first
and foremost understood as a moral value and social
attitude regarding those in need of support. Solidarity
with vulnerable groups in modern societies, in particu-
lar people who are chronically ill, disabled people, polit-
ical refugees and frail older people is taken as an ex-
pression of personal concern and responsibility by the
care giver, no matter whether she or he is a profession-
al care-worker, a relative or a friend. Solidarity in this
sense has an intrinsic value: it means standing for and
protecting others not because of any personal interest,
but because they need this protection (Ter Meulen and
Houtepen, in press).
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Solidarity does not only have a moral connotation, it
has a sociological meaning, too. The French sociolo-
gist Emile Durkheim (1858-1917) described the tran-
sition from traditional to modern society as involving
a transformation of traditional forms of co-operation
and social relationships between individuals. The tra-
ditional or pre-industrial societies are characterised
by what Durkheim called mechanical solidarity: the
solidarity and the social co-operation based on it, is
spontaneous, meaning not reflected upon: it is a nor-
mal or natural thing to help and support each other.
In a situation of mechanical solidarity, there is a uni-
formity of beliefs and values within the social group
of society, which may be enforced by strict mecha-
nisms of authority and social control. As a result of
the modernisation of society in general and the divi-
sion of labour in particular individual relationships
became more complex, dynamic and less territorially
based. Heterogeneous associations replaced homoge-
neous groups and cultural interdependence was sur-
passed correspondingly by structural interdepen-
dence. In other words, societal modernisation resulted
in a new and modern form of solidarity, in Durk-
heim’s words an organic solidarity. This organic soli-
darity can be described as “an actual state of interre-
lations between individuals, groups and the larger
society, which enables the collective interest to take
priority over the interests of individuals or sub-collec-
tivities” (Van Oorschot 1998). European health care
systems can be seen as an example of organic solidar-
ity in so far as the individuals are under the obligation
to contribute to the interest of the community as a
whole, that is equal access to health care for all who
are in need (Ter Meulen, Arts and Muffels 2001).

However, the professional take-over of traditional
mechanical solidarity has never been complete. The
fact is that even a professional health care delivery
system assumes the existence of a traditional soli-
darity, i.e., group responsibility for informal or fami-
ly care, either supplementary to available, or in sub-
stitution for temporarily non-available professional
care. In fact, the official solidarity is strongly depen-
dent on this less visible kind of solidarity which tries
to offer help or voluntary assistance to people who
are close or near-by, such as family members, friends,
neighbours or others. This kind of help and support
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is often called family solidarity or informal care, be-
cause it offers care in a non-professional way with-
out restrictions and rules set by a central agency. Fa-
mily care or informal care can be described as the
mutual, self-evident, unpaid, non-organised help
within a social network (Hattinga Verschure 1972).

One can wonder whether the solidarity of family
care falls within the two categories of solidarity that
are distinguished by Durkheim. The solidarity which
is fundamental to family care has a personal, con-
crete meaning that is different than the organic soli-
darity which tries to organise collective interest in an
abstract way. However, this personal solidarity is also
different to the mechanical solidarity that is typical
for pre-modern societies. The individualisation pro-
cess has resulted in a change of the family structure
as well as in the social structure of neighbourhoods.
The care for another dependent person, a family
member or a neighbour, is not self-evident any more.
In the case of families, this is not only true for the
relationship between parent and child, but also be-
tween partners. Instead of an economic relationship,
family structures are turning into affective relation-
ships (Knipscheer 1992). However, this change of in-
terdependency does not result in a total disappear-
ance of relations of support and assistance and of the
willingness to offer this support. In fact, the decline
of the compulsory nature of this support has made
room for individual initiatives to provide assistance
on the basis of free choice and personal autonomy.
One may speak here of a new type of solidarity that
is not based on compulsion, but on voluntary choic-
es which tries to help individuals who are in need by
way of concrete, personal service.

In Europe there are no legal duties to supply family
care, though there may be a duty for families to con-
tribute to the financial costs of care (for example the
Unterhaltungspflicht (“duty to sustain”) in Germany.
Family care is considered a voluntary decision, though
the moral pressure to supply this care can be rather
strong, even when there is no legal duty to do so.
Family members can be very emotionally involved in
the care for their ill or disabled partners or parents,
and find it very difficult not to support and help them
(Centrum voor Ethiek en Gezondheid 2004, 134).
Spouses who provide care for their partner suffering
from dementia try to keep doing so as long as possi-
ble as they see it as their moral duty to do so. Many of
them feel guilty and depressed when their partner
needs to be admitted to a care home if family care be-
comes too difficult and burdensome. So, while a legal

duty to care does not exist in any European country,
many family care givers feel a moral duty to supply
care based on personal solidarity with the person in
need. Nonetheless, in the course of time, family care
can become a rather compelling and very burdening
situation which is difficult to escape from. This is par-
ticularly the case in family care for people with long-
term progressive conditions like dementia. Some car-
ers may have started caring out of affection or other
intrinsic motivation, but are feeling increasingly trap-
ped in the process of care giving, worried about what
would happen if they refused further care (Depart-
ment of Health 1999,23). The question arises whether
the terms free choice and voluntariness are appropri-
ate in such a situation.

In EU countries the incidence of family care ranges
from 1-2 percent for 20-39 years old to 10 percent
for women over fifty (Viitanen 2007, 3). This may dif-
fer by country as in some countries (particularly in
Scandinavia) formal care may be more dominant. In
these countries (Finland, Denmark) everyone has a
right to care, including professional care at home
(RMO/RVZ 1999). The number of family care givers
in Great Britain is growing: the 2001 Census found
that there were 5.2 million carers (approximately 11
percent of the population) in England and Wales only,
with over one million people caring for 50 hours or
more (HM Government 2008, 33). There will be a
projected 1.6 million more adults in England requir-
ing care by 2026 (a 30 percent increase) and 2.9 mil-
lion more by 2041 (HM Government 2008, 41).

Women are more likely to be carers than men, 58 per-
cent of the carers in Britain are women, compared
with 42 per cent who are men. In the Netherlands in
2004, 2 million people were providing informal care
(12 percent of the population), 400,000 of them long-
term care. In 2000, 32 percent of the population of
50-69 years was involved in informal care for the
older generation (NIZW 2004, 2) with middle-aged
daughters and daughters-in-law as the largest group.
Compared to men, women perform domestic tasks,
including those in the area of personal and intimate
care, more frequently. Men tend to work around the
house, do financial tasks and offer moral support
(Duijnstee et al. 1998). Only in cases where their
wives are severely and chronically ill do men per-
form the same domestic and personal care tasks as
women. Informal carers live near-by or in the same
house as the dependent person; they live in shared
households and generally have no income or belong
to the lower income groups. They also have a lower




level of education. A substantial number of women
take care of their dependent elderly parents as well
as their children. Moreover, they may have health
problems of their own.

Informal or family care comes at a high cost — finan-
cially, physically and emotionally. First of all there
are financial costs: caregivers are forced to interrupt
their careers or retire early in order to facilitate the
provision of informal elderly care. Such interrup-
tions not only result in direct short-term costs, but
also have long-term effects in terms of lower collect-
ed pension entitlements (Viitanen 2007, 3). The phy-
sical and emotional burden of informal care can be
very high. The most demanding tasks are lifting the
dependent person, helping him or her to the toilet or
turning over in bed, extra household tasks and trav-
elling to and from the hospital (Kuyper 1993). These
burdens are particularly heavy in the informal care
for demented patients who not only need personal
care, but also need to be guided and sometimes even
guarded almost every hour of the day. Apart from
physical burdens, the care for a demented partner leads
in most cases to strong emotional problems (see the
case study below).

While the burden of care is growing, the demogra-
phic process is reducing the number of people avail-
able to give informal care. The change to the nuclear
family has reduced the possibilities for care giving,
while many families are now geographically dis-
persed. Children of dependent elderly have moved
away from their parents to other cities or regions,
have their own family life, or are divorced and may
have started with a new partner or family. According
to the HM Government report Carers at the Heart
of 21st Century Families and Communities, changes
in family life and economic conditions have made it
increasingly difficult to supply family care: “More
families rely on two incomes, or longer working hours,
to maintain an adequate standard of living. Many
families find it difficult to balance work with the care
needs of friends and relatives without significantly
impacting on their own standard of living, esteem
and independence — the lifestyle to which the family
has been accustomed”. The report argues that as a
society we need to face up the challenge of family
care as we “depend to a large degree on the contin-
uation of the care that carers provide” (HM Govern-
ment 2008, 36).

The decision to provide informal care is dependent
on various social and emotional factors (Knipscheer

1992). One important factor is that there is enough
support for the informal carer, not only emotional
support from relatives and friends, but also profes-
sional support offered by the organised health care
system, particularly home care. Duijnstee et al. (1998)
mention four categories of support that are especial-
ly relevant to informal carers: emotional support, in-
formation and advice, practical/instrumental support
and material support. Emotional support can be the
exchange of information and experience through dis-
cussion groups. In the Netherlands there are many
such groups specifically aimed at informal carers.
Telephone lines are also helpful, for example the
Alzheimer line operated by both the Dutch Alzhei-
mer Foundation and the UK Alzheimer’s Society.

Professional support is very important for informal
carers. This can be practical and instrumental support
which can alleviate the physical burden of care. More-
over, instrumental support can safeguard the emotion-
al relationship between partners, which is in many
cases the moral basis of the provision of informal care.
Professional help for physical care will enable the
informal carer to have more time for himself or herself,
for the lack of personal free-time is an important part
of the burden of informal carers. When family care
becomes too stressful and burdensome, it may lead to
the physical and emotional abuse of the older person
who is supposed to be cared for (Lamura 2008). Tem-
porary breaks from caring may diminish the emotional
and physical strain and the personal ties between the
patient and the carer can be strengthened or at least
kept at an adequate level. Such relief can be realised by
respite care and outpatient care offered by nursing
homes and community centres.

The most important support of informal carers is the
recognition that they are partners in the care for the
dependent person (RMO/RVZ 1999). Many informal
carers feel that there is little respect and appreciation
for their work, which is indispensable to the care sys-
tem. The institutional home care agencies should
recognise the contribution of the informal carers and
not create a tension between professional carers on
the one hand and the informal carers on the other.
The HM Government Report Caring about Carers
(1999) states that “recognition of their contribution to
the care of someone else and to society more widely
is important to many carers. They value involvement
in discussions about the help provided to them and
the person they are caring for, as well as practical help
with the tasks of caring” (Department of Health 1999,
22). Instead of a paternalistic approach, professional
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home carers (like district nurses) should acknowledge
the contribution of the family carer. The family carers
should be open to professional advice and not reject
the professional care out of hand. Both kinds of care
are mutually dependent on each other.

Family care givers are confronted with many ethical
problems, like respecting the privacy and autonomy
of the cared person, taking care of the best interests

of the cared for individual if his or her autonomy has
been diminished (for example in the case of demen-
tia), balancing the needs of the person cared for with
their own needs, and the relationship with the pro-
fessional caregiver, especially with regard to confi-
dentiality. These issues are particularly relevant in
the case of care for people with dementia as illus-
trated by the case below.

to have their autonomy and well-being considered.

honesty is built up.”

behaviour ...”.

difficult decisions have to be made.

Case study: the needs of carers for people with dementia

Ethical issues arising in dementia have recently been studied in depth by a Working Party established by
the Nuffield Council on Bioethics (Nuffield Council on Bioethics 2009). The ethical framework proposed
in the Council’s report, Dementia: Ethical Issues, places considerable emphasis on the ethical imperative
of acting in accordance with solidarity. The report recognises both the “mechanical” and “organic”
aspects of solidarity described earlier in this chapter, identifying solidarity as the basis both for the
informal family support provided for people with dementia, and for the obligation on wider society to
provide appropriate care for those in need. Indeed, it argues that solidarity places such duties not only on
the state as a provider of care services, but potentially on all of us, as individuals, families and com-
munities, to ensure that we include people with dementia as equal citizens in our daily lives, and act to
support carers in their own expression of solidarity with those for whom they care. Further, the Nuffield
Council highlights the ethical importance of considering carers’ interests, as well the interests of those
with dementia, emphasising that carers have equal value as people in their own right and a strong claim

Drawing on this ethical framework, the Nuffield Council report makes the following conclusions and
recommendations in respect of those providing unpaid care for people with dementia (quotations taken
from the many responses to the Council’s public consultation):

e Professionals and care workers should treat families and carers as “partners in care”, based on a
relationship of trust and mutual respect for each other’s role and expertise. Indeed, there is an ethical
imperative for professionals and care workers to start from a presumption of trust in the carer, in their
good intentions and in their knowledge of the person with dementia. “Carers’ skills must be
recognised as such, working in partnership with a professional ... so that the relationship of trust and

Such trust has implications for confidentiality and access to personal information — if carers are truly
to be treated as “partners in care”, then they should have access to information about the person on
the same basis as other members of the care team. In short, carers should be provided with any
information that it is necessary for them to know in order to carry out their caring role. “I was stunned
that my doctor would not speak about my concerns ... I felt frightened about my husband’s changes in

Adequate financial and social support is crucial: carers should not have to “know the system” and
assert their rights in order to obtain the support to which they are entitled by law. Support should not
be limited to financial matters but should also encompass emotional and practical support such as help
in the house, adaptations, access to education about dementia and counselling.

Carers need to be recognised as individuals with their own needs. In taking on the identity of a carer
people often risk losing aspects of what it meant to be themselves. It is therefore crucial that me-
chanisms are in place in order to allow carers to hold on to their own identity — for example through
regular access to respite services in order to give them free space to be themselves and pursue their
interests outside their caring role. “I gave up teaching, singing, all things that gave me my identity.”

Carers need to be supported to consider their own interests as well as the interests of those for whom
they care. In the UK, decisions for people who are unable to make decisions for themselves must
always be made in that person’s “best interests”. This may seem to imply that once a person with
dementia lacks the ability to make their own decisions, their interests must always take precedence
over those of others. In practice, this cannot be the case: interests are complex and intertwined and in
a family it will rarely be the case that one person’s interests always take priority. Professionals have an
important role to play in supporting carers explicitly to consider their own needs and interests when




Conclusion

Due to the scarcity of resources, many European
countries are now discussing the extent and limits of
solidarity. Though there is still a large support for
weak and vulnerable groups, there is an increasing
concern that in the long term equal access to a broad
package of health care services cannot be guaran-
teed. This concern is particularly raised in relation
with long-term care of dependent older people,
including institutional care, like care homes, nursing
homes and professional home care. National govern-
ments are trying to deal with this problem in various
ways (Ter Meulen, Offermans and Maarse 2004).
First of all, they are attempting to reduce the extent
of publicly financed long-term care and to make the
access to these services dependent on private finan-
cial contributions. A second instrument is introduc-
ing stricter eligibility requirements for publicly fi-
nanced long-term care services, including profession-
al home care. A third development is the increasing
pressure on families to deliver care for their depen-
dent family members and to take over care previ-
ously provided by professionals. An example is the
recent policy in the Netherlands, to make a distinc-
tion between “real” care (which will be supplied ac-
cording to need) and “normal” or “usual” domestic
care (chores) to be delivered by family members
(Morée et al. 2007). Such policies will lead to in-
creased pressure on family care givers, and may
threaten the readiness and capacity to supply infor-
mal family care.

Family solidarity is an important condition for the ade-
quate functioning of formal, professional health sys-
tems, but should be adequately supported by the pro-
vision of material, practical, emotional and profession-
al support. Such support is not only important for
instrumental reasons, but also from a moral point of
view, meaning the importance to maintain the intrinsic
value of personal solidarity as a guiding principle in the
care of vulnerable people and in our society in general.
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