Why addressing the needs of
informal carers is a crucial
issue for Europe
Demographic ageing in Europe leads to a
growing incidence of age-related diseases,
a growing demand for care and a serious
sustainability challenge for our social and
health care systems. Against this backdrop,
community care has become a prominent EU
priority in the last few years and the shift
towards home-based care is seen as a practical measure to contain the costs of services
while also seconding widespread preferences
among the elderly for being cared for in their
own home.
In most European countries, a large part of
long-term care for older people is actually
provided by informal carers. Even in countries with a well-developed supply of formal
long-term care, using narrow definitions of
informal carers, their number is estimated
to be at least twice as big as the formal care
workforce. According to recent EU-funded
research, informal carers across the EU provide over 80% of all care, with women providing approximately two thirds of care mainly
as daughters (in law) and wives/partners.
Advances in medicine also mean that carers
find themselves having to deliver more and
more sophisticated levels of care, with very
little training and minimal support.

Carers – what are the issues?
Estimates of the numbers of carers in the EU
vary according to the definitions of the EU
and of carers that are used, and the methods
used to identify carers in EU-wide data, in
particular, reflect the process of enlargement
that has taken place since 2003. However,
the significant differences in patterns of family obligation and formal welfare services
between the older and newer member states
mean that figures from the EU15 cannot
simply be scaled up to reflect current EU

membership. Besides, the prevalence and
consequences of informal care in the older
and newer member states seem to be shaped
by the type of welfare system in place and
therefore appear to be very different.
As a result, estimating the total number of
carers across the EU is a complex process.
Some national and international studies
identify carers indirectly, through the older
or disabled person needing help, but risk
underestimating the numbers of carers as it
is assumed that each older or disabled person has only one carer. Many studies focus
only on carers of older people, or people
caring for elderly parents, again leading to
potential underestimates. In some countries,
informal carers are identified with reference
to administrative categories, such as those
receiving a specific service or benefit, or
those supporting elderly or disabled recipients of a specific service or benefit, thus
excluding eligible non-applicants.
Eurocarers, the EU network working with
and for carers, defines carers as persons of
all ages who provide care (usually unpaid)
to someone with a chronic illness, disability
or other long-lasting health or care need,
outside a professional or formal employment
framework. Based on this definition and according to the data collected through the European Quality of Life Survey, it is estimated
that there are more than 100 million carers
in Europe today – about a fifth of the total
European population. Estimates also suggest
that the economic value of unpaid informal
care - as a percentage of the overall cost
of formal long-term care provision - in EU
Member States ranges from 50 % to 90 % – a
huge contribution in times of austerity and
tight health and social budgets.
From the above, it is clear that carers are an
inherent as well as an indispensable part of

the provision, organisation and sustainability
of health and social care systems. They will
become even more important in view of the
changing health and care needs, due to the
ageing of society and the increasing prevalence of frailty and chronic disease. However,
this precious resource is under pressure: the
combination of various demographic and
socioeconomic developments – such as lower
birth rates, the trend towards smaller families, increasing mobility (leading to greater
physical distances between relatives), the
rising number of women entering the labour
market and a prolonged working life due to
delayed retirement (partly following explicit
policies aiming at increasing labour force
participation of women and older workers)
– is rapidly leading to increased strain on
carers, as a direct result of the decreasing
unpaid care potentials. In addition, in many
countries, governments aim to decentralise care provision, and count on society to
step up to the challenge. Moreover, these
developments are being compounded by
increasing shortages of formal caregivers,
and this is rapidly becoming a major issue
in the majority of EU Member States.
While caring for a loved one can be a source
of personal satisfaction and emotional gratification. Caring can have – if not adequately
supported - many challenging consequences
for carers:

•

It can impact on the (physical and
mental) health and well-being of carers
themselves. The prevalence of mental

•

health problems among informal carers
is 20% higher than among non-carers,
and particularly high for people who
provide very intensive care (more
than 20 hours per week). Depressive
disorders, anxiety, anger and hostility
are frequently associated with heavier
caring duties. Caring also brings
various adverse effects on physical
health, as caregivers are less likely than
others to meet their own health needs.
This can result in harmful habits and
lifestyles (smoking, inadequate food
or sleep habits) and failure to take
preventive health measures (such as
medical consultations).
It can lead to difficulties in relation
to balancing paid work with care
responsibilities, which can impact on
labour market participation. Many
carers of working age (mainly women)
cannot cope with these multiple
pressures and are forced to reduce or
give up work – which has a negative
impact on their social protection
rights and hence, their financial
situation later in life. Carers often face
financial difficulties and poverty, due
to cut backs in social provision and
direct costs of care (e.g. medication,
heating, special diet), medical devices,
home adaptations and payments for
formal care. According to Eurofound’s
European Quality of Life Survey, 42% of
non-working carers are in the lowest
income quartile (compared to 24% of

•

•

non-carers) and 59% of non-working
carers have difficulty making ends meet
(compared to 46% for non-carers).
This, in turn, may also have negative
consequences for society and the
economy, as informal care provision
can result in lower productivity for
those carers that combine care and
work in an unsupportive environment.
It can impact the natural socialisation
processes as well as the formal
education, family relationships and
employment prospects of young carers
- i.e. children and young people under
the age of 18 who provide care for a
parent or relative in the community,
usually within their own home.
Finally, countries which rely
predominantly on informal carers
are likely to find it significantly more
difficult to guarantee equality of access
to care, because not all needy people
have family members able or willing to
be carers.

All of the above underline the need for actions aimed at building and strengthening
carer resilience and putting support in place
that enables them to continue to care.

Relevant EU policy domains with
a bearing on carers
Despite the obvious importance and contribution of carers as outlined above - both
to care supply as well as to the economy
and society as a whole - their interests are
rarely considered in policies that impact on
them in a consistent and across-the-board
manner: health, social, education, employment, social security, transport and housing
policies, all come into play in different ways.
Yet, all Member States are facing comparable challenges in terms of long-term care
provision, both with respect to the development and implementation of effective care
provision models as well as in relation to
financial sustainability.
While care provision differs greatly between
(and sometimes within) Member States, it
is clear that all countries need the resource
provided by informal carers to prevent a

collapse of the entire care system. Links
between health care and long-term social
care can be weak and their full integration
is rare outside a few Member States. The
distinction between health care and longterm social care is rooted in very real differences: health care, for example, is entirely
professional whereas long-term social care
in many countries relies heavily on family
and informal carers. However, in the future,
the key role of health care in prevention and
rehabilitation will make effective coordination essential. And the traditional distinction
between health and social care is likely to
become increasingly blurred, as the social
care sector is obliged to develop expertise in managing the medication and other
treatment of long-term conditions such as
dementia and diabetes. In order to contribute
to this integration process, informal carers
should have ready access to information from
doctors, nurses and therapists about available medical services and how to use them;
publicly funded home care services should
act as intermediaries between professional
health care services and home based informal carers; and users and carers should be
involved from the outset in the assessment
of needs and the allocation of tasks. ICT
can play an important role in supporting
the work of informal carers, when properly
assessed and adequately used. The development of electronic networks of informal
carers can be a very effective and low-cost
way of spreading information on the support
services available locally and nationally, and
of exchanging ideas on good practice.

What can care professionals do
to support carers?
Informal carers are vital, both to the care of
patients in the community and the economy
of EU countries, and primary care professionals are in the forefront of their support.
Although questions remain about effective
interventions, many things can be done now
to support informal carers — most of which
are neither time consuming nor expensive
in terms of resources.
These include the need to:

•

Acknowledge carers, what they do, and
the problems they have.

•

Flag the notes of informal carers to be
aware of their circumstances in any
consultation.

•

Be an advocate for the carer to ensure
services and equipment appropriate to
the circumstances are provided.

•

Treat carers as team members and
listen to their opinions.

•

Liaise with other services.

•

Ensure staff are informed about the
needs and problems of informal carers.

•

Respond quickly and sympathetically to
crisis situations.

•

Include them in discussions about the
person they care for.

•

Give carers a choice about which
tasks they are prepared to take upon
themselves.

•

Enquire about the health and wellbeing
of the carer as well as the patient.

•

Provide information about the
condition the «caree» suffers from.

•

Provide information about being a carer
and support available.

•

Provide information about benefits
available.

•

Provide information about local
services available for both the caree
and the carer.

If society expects informal carers to keep
providing care – and it does, their vital role
and contribution must be recognised and
their support needs must be addressed. After
all, as Rosalyn Carter, Former First Lady of
the United States once said: there are four
kinds of people in the world - those who
have been carers, those who currently are
carers, those who will be carers and those
who will need carers.

This
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