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1.l ntroducti on

The field of longerm care isbecoming increasingly more importar@olombeet al. (2011, 38Jist
at least four reasons for thisontinuous growth. The first reason is that demographic changes will
increase the demand for lortgrm care services in all societies, regardless of diffafemographic
ageingrates in different countriesThe second is thaparallel to changes of social models like
smaller family structures and higher inclusion of women on the labour mar&etill probably face

a lack ofinformal caregivers, which wilonsequently trigger a bigger demand for paid caree
third reason isan increasinglyvealthiera 2 OA S G & | ¥ Reedifdt Bgh fosligy kifespensive
useroriented social protection systems. And the forth reason is that technological solutioFesi
the possibilities of providing a large part of letegm care at home, which would consequently
require a reorganisation of ca(®agodeet al.2014, 6).

Dependence on long-term care is a high economic and social risk for individuals and their family
members. »The welfare state of the 20" century created social safety mechanisms for cases of
unemployment, disease, disability and old age, but not also for cases of long-term care« (Uslakar, 2009,
14). Member states are thus trying to modernise social security systems. The standpoint of the
European public is that the cost of long-term care should be covered by the state through a suitable
insurance system, because most individuals are not able to cover these costs on their own.

The intention of the work package is to recognise long-term care as an independent field, in a way that
strengthens community care services to provide a uniform implementation of health and care services
and that the system recognises the importance of informal caregivers and non-governmental
organisations. It is important that both the conditions and methods of accessing rights and services in
the field of long-term care are unified, regardless of the type of service or service provider. From the
user’s perspective, it is important that we derive from the bio-psycho-social needs of users. In this
analytical report, we will make a comprehensive analysis of the situation in the field of formal and
informal care in Slovenia and in other member states of the European Union (Austria, Germany,
Finland and the Netherlands) and provide a comparative overview according to welfare systems,
labour market, assessment of needs, who are the caregivers and how the financing system is organised
in different states. Considering that long-term care systems in individual countries are not uniform,
their comparison should be subject to certain methodological reservations.

With findings of the comprehensive analysis, we placed a few key challenges and priorities for Slovenia,
and we suggested solutions and measures that we believe are user-oriented, accessible, of high quality
and suitably coordinated.



2Analysis of the situbénrnmncamet!l

2.1 Definition of long-term care and the need for long -term care

“International institutions (OECD, Eurostat, WHO) define long-term care with a uniform definition as a
set of services that are needed by people with a reduced degree of functional abilities (physical or
cognitive), by which they consequently depend on these services over a long period of time for
performing basic® and/or instrumental? activities of daily living.” (Nagode 2014, 6 after Colombo et al.
2011, 11-12).

“The intention of long-term care is to provide the highest possible quality of life for people that require
assistance from other persons, considering their limited psychophysical abilities” (Uslakar 2009, 13).

Based on several studies, the European Commission estimates that between 3% and 5% of people aged
over 65 are heavily dependent on the assistance of other persons, and around 15% need assistance
with just some daily activities (Uslakar 2009, 13).

“According to the study that was published by the European Commission in 2006, in 2004
approximately 58,000 people in Slovenia required long-term care, which is 3% of the population, and
until 2050, this number is supposed to double to over 135,000 people.” (Proposed act on long-term
care and long-term care insurance 2010, 5). During the preparation of the proposal for the act on long-
term care and long-term care insurance, the Slovenian Ministry of Labour, Family, Social Affairs and
Equal Opportunities estimated that already in 2010, 60,000 people would require long-term care, of
which 44,000 would require at least 4 hours of assistance per week. (Proposed act on long-term care
and long-term care insurance 2010, 5).

In Slovenia, the field of long-term care is not yet regulated with a uniform system, but it is being
implemented through separate social security systems that are governed by several sector-specific
legal and executive acts.

The main characteristic of the Slovenian regulation is that the majority of organised long-term care
takes place in institutions. Although all national programmes and the resulting national strategies
stress the meaning of performing long-term care at home and encourage its development, we still do
not have different forms of care within the communities and at home, but we also leg behind in the
field of implementing modern information and communication technologies that would enable users
to live at home.

In the National Report on Strategies for Social Protection and Social Inclusion for the 2008-2010 period,
the Ministry of Labour, Family and Social Affairs already in 2008 identified several shortcomings of the
system, including:

- “The existing services and benefits are not connected within a uniform system;

1 Basic Activities of Daily Living (ADL) include bathing, dressing, feeding, going to bed and getting out of bed, moving, and
using a toilet. Usually, this refers to personal care (Colombo et al. 2011, 11).

2 Instrumental Activities of Daily Living (IADL) include housework activities, cooking and preparation of food, shopping,
using means of transportation, manageing money, taking prescribed medications, and using telephone and the internet
(Rant 2012).



- In practice, coordination between different service providers is not at its best, making
access to services harder and their quality lower;

- Users do not always receive complete, high-quality, equal and necessary access to services;

- Services in the local environment are still relatively poorly developed, which additionally
puts pressure on extending expensive hospitalisations and expanding institutional forms
of long-term care.” (MDDSZ in Nagode et al. 2014, 8).

Some key characteristics of the current system in Slovenia were also stated in the report “Adequate
social protection for long-term care needs in an ageing society 2014” by the Social Protection
Committee and the European Commission:

- The existing services and benefits are not connected within a uniform system, making
access to services harder and their quality and transparency poorer. Different rights are
regulated by different acts in various fields. There are different entry points and different
procedures for assessing needs. The existing regulation sometimes puts users in an
unequal position and some are even excluded from the system, causing unequal treatment
of individuals with comparable needs.

- Institutional care is still predominant and is also based on the so-called medical approach.
But this system is not diverse enough, because it does not consider individual needs of
users.

- One of the problems is also regional access and a difference between cities and the rural
area in sense of access to services. The offer of formal services is poorly developed in the
local environment.

- There is a distinction between health care and social care services in the context of
community long-term care and care in the home environment (need for coordination and
unification).

- The present regulation is predominantly curative; there is not enough emphasis on
rehabilitation and prevention; using information and communication technologies in long-
term care is not widespread enough.

- Besides systemic reasons, also demographic, fiscal, economic and social reasons are
important for reforming the current long-term care system.

Ageing of population and, consequently, an increased need for long-term care, low birth rate, changed
way of life in the modern society, lack of informal caregivers, and the people’s need for high quality
and responsiveness demand from Slovenia to set up new social security mechanisms, new forms of
organisation and new ways of providing long-term care services as soon as possible.

2.2 Long-term care in the European Union

“It is typical for the EU that there is no uniform social protection system. In accordance with the
principle of subsidiarity, forming legal frameworks and organising and financing social protection at
the national level lies in the domain of member states.” (Uslakar 2009, 15). In some EU countries, long-
term care has already become an independent category of social security, but in the majority of
countries, the risk is still distributed between the health care and the social care system (Commission
of the European Communities 2008b, 2).

Europeans believe that the current regulation of long-term care demands too much from family
members, but they mostly wish to spend as much time as possible at home, outside institutions. A
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Eurobarometer survey from 2007 showed that most Europeans believe that they will someday require
long-term care — for an average of 13% of EU citizens this is inevitable, for 32% probable and for 29%
less likely but possible. In case they needed care, 86% of Europeans would decide for care at home or
at their family member’s home, and only 8% for care in institutions (Report of the European
Commission, IP/08/651). In the future, long-term care in EU member states should thus move from
formal institutions towards personalized home or community care, which, with suitably educated staff
and organised forms of support for family members, is possible both in formal and informal forms. The
goal is to keep people at their homes as long as possible and only provide institutionalised care when
it is absolutely necessary.

The standpoint of the European Union is that long-term care is basically a responsibility of the public.
Member countries are thus looking for new solutions, because the current systems, after the
anticipated demographic changes, will soon become incapable of satisfying all our needs. The
European Union needs long-term care systems that will be accessible to all potential users, of high
quality, financially acceptable and provide suitable staff. For reaching these goals, we would mostly
require a better management and coordination of public and private care systems, and also
encourageing a healthy life style (Starc 2010).

Within the European Union, there are big differences regarding access to long-term care services,
which can be a result of unsuitable coordination of different levels of care — national, regional, local,
private, and voluntary. Personalized services and long-term care in the local environment require a
holistic approach and a higher integration of services, also by using information technology.

Within the EU, there is also a high variability regarding financing long-term care. Different forms of
financing include social insurance systems, allowances, dedicated budgets, financing through taxes or
a combination of various sources. For a lasting sustainability of the long-term care system, a
combination of private and public financing sources is required (Starc 2010).

3.Formal-t ¢iomgcare regula@addunmnntodi e 7
t he European Uni on

Long-term care systems in European countries are regulated in different ways, both regarding
organisation and financing. Countries approached this field in different time periods and the regulation
of this field was mostly influenced by social tradition, culture, values, social, health and housing
policies, financial capabilities of individual countries, recognising needs of the population, sensibility
to long-term care, etc. Due to different regulations of long-term care, it is hard to unanimously
compare different countries. Additionally, we also note a lack of comparable data. However,
experience of other countries with setting up and reforming long-term care can be an important insight
for Slovenia for setting up a (new) long-term care system, both regarding recommendations and
regarding traps that should be avoided during this process. There are many international scientific and
professional publications dealing with different viewpoints of long-term care both in individual
countries and in comparison between different countries. When presenting regulations of long-term
care in individual countries (Austria, Finland, Germany and the Netherlands) to show the most current
information, we mostly refer to the most recent publications (e.g. Leichsenring et al. 2013, Adequate
social protection against long-term care needs in an ageing society 2014).



Further below, we show how long-term care is provided or implemented in the chosen European
countries: Austria, Germany, Finland, the Netherlands and Slovenia. We mainly focus on which services
and benefits are provided under long-term care, in what manner (in kind, in cash, or both), who
provides the service (formal and informal providers), and who finances it and how (countries,
insurance, municipality, users). Some expressions and names of acts cannot be precisely translated to
fit the Slovenian context, which is why their general English translations are used.

3.1. Austria
3.1.1. Long-term care regulation and legal guidelines

In Austria, long-term care benefits according to MISSOC (2014) are regulated by the Federal Long-Term
Care Benefit Act (1993), and services in kind in several different documents:

- Agreement between the Federal Government and the Laender on joint measures for persons in
need of care,

- Social Assistance Act,

- Disability Act of the Laender.

As stated in a recent report of the European Commission, much political attention in Austria is directed
towards the future of long-term care. To face this problematics and to prepare a suitable strategy, the
government established a working group for reforming long-term care, and in 2012, the group
presented its annual report. Some findings or suggestions made by this group were already taken into
account when amending the Act on Long-Term Care Funds that was adopted in 2013. In Austria, there
are currently no major structural changes of the long-term care system planned. Their goal is to
maintain financial sustainability in the light of increasing needs. In this context, the working group
rejected the idea of a separate long-term care insurance financed by contributions and clearly
supported the opinion that these services should still be financed with taxes. The existing model, a
combination of universal benefits and organised services in kind that is managed by the federal
Laender and municipalities, was never questioned. The goal is to achieve a better harmonisation of
access to services, focus on further development of mobile service providers (also considering costs),
and promote innovative approaches (Adequate social protection against long-term care needs in an
ageing society 2014).

3.1.2. Long-term care services and benefits

Long-term care in Austria is organised in two forms: long-term care cash benefits (in German
Pflegegeld) and organised services.

Cash benefits are provided according to the financial status and wealth of users and are divided in
seven classes that differ regarding the level of complexity of care and the health state of the person
requiring assistance. Currently, this is EUR 154.20 per month for Category 1 (lowest amount) and
EUR 1,655.80 for Category 7 (highest amount). Beneficiaries can use the money for purchasing formally
organised services provided by private or public providers or for paying for informal care. The Federal
Ministry of Labour, Social Affairs and Consumer Protection every year organises 20,000 home visits to
ensure high quality of informal care (care at home). Persons are visited by qualified caregivers that
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consult informal caregivers about care and check the living conditions of the person receiving care.
They also check if the money is actually spend for providing care to the person requiring care, and the
circumstances in cases when a person applies for a higher amount (Adequate social protection against
long-term care needs in an ageing society 2014). Cash benefits are transferred to the beneficiary’s bank
account and can be used for financing care chosen by the beneficiary. If the money is spent

inappropriately, the benefit can be substituted for a service in kind (MISSOC 2014).

Table 1: Long-term care cash benefit

Category | Amount (in EUR) (2012) No. of beneficiaries (2012) Percentage of beneficiaries (2012)
l. 154.2 98,989 225

1. 284.30 131,843 29.9

1. 442.9 76,410 17.3

V. 664.3 62,534 14.2

V. 902.3 43,751 9.9

VI. 1,262.00 18,183 4.1

VII. 1,655.8 9,186 2.1

Total / 440,896 100.0

Source: Statistik Austria3

Since 2012, Austria has an organised data system in the field of long-term care — information is available
online. According to the Ministry, in July 2013, 440,783 persons received long term-care cash benefit
(Adequate social protection against long-term care needs in an ageing society 2014), of which:

- 59% of beneficiaries received care only by family members;

- 22% of beneficiaries received care by family members and mobile outpatient services;

- 3% of beneficiaries received care by private care providers; the so-called 24-hour care mostly
performed by women from other EU countries;

- 16% of beneficiaries were included in institutional care (inpatient stationary) (see Figure 1).

Figure 1: Services received by recipients of long-term care cash benefits

Long-term care arrangements 2013 of recipients of long-term care cash
benefits

In-patient/

stationary P 24-hours-care

3%

440.783 Recipients of long-term care cash b
(Juli 2013)

Source: Federal Ministry of Labour, Social Affairs and Consumer Protection (BMASK) in Adequate social protection against
long-term care needs in an ageing society (2014)

3 Available at: http://www.statistik.at/web_en/statistics/social_statistics/social_benefits_at_federal_level/
federal_long_term_care_allowance/index.html
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According to data by the statistical office for 2012, the majority of beneficiaries (see Table 1) receive a
lower category cash benefit: 22.5% receive first category cash benefit and 29.9% receive second
category cash benefit. There is a low share of recipients of the highest seventh category cash benefit
(2%)* (Adequate social protection against long-term care needs in an ageing society 2014).

Organised services in the field of long-term care in Austria according to MISSOC (2014) include:

- Home care services, including visiting services, full-day care, extended care, food delivery,
family support, community care and psychosocial assistance;

- Intermediate or daily forms, such as day centres;
- Institutional care, including homes for the elderly or comprehensive care in communities.

Federal Laender® in Austria are responsible for providing institutionalised, inpatient, intermediate and
daily forms of care and home care services. These services are implemented in cooperation with
municipalities and non-profit organisations and are financed with user contributions (that receive long-
term care cash benefit, which is partially intended for covering these services) and from the budget of
federal Laender and municipalities (based on the assessment of needs in cases where a person does
not have sufficient financial means) (Adequate social protection against long-term care needs in an
ageing society 2014).

The Austrian municipalities are increasingly following the strategy that promotes the offer of additional
spaces in institutions in so-called alternative forms of living, with the goal of promoting and
encourageing an independent life style also at an older age. Besides adapted housing, they are also
supporting rehabilitation and prevention (Adequate social protection against long-term care needs in
an ageing society 2014).

The question of quality has been part of many discussions in Austria in the last years. Within the last
decade, they developed and implemented several instruments for improving the quality of services
(both in institutions and at home), and for providing better access to services. By establishing a fund
for long-term care, federal Laender will receive additional funds until 2016 with the intention to
preserve, improve and expand long-term care services (Adequate social protection against long-term
care needs in an ageing society 2014).

3.1.3. Caregivers

Austria has been tackling the problems in the field of long-term care staff for quite some time, mostly
with a lack of formal caregivers and unfavourable working conditions (Adequate social protection
against long-term care needs in an ageing society 2014). Information on staff according to different
types of services and federal Laender (in FTE) shows big differences in the number of formal caregivers
in individual Laender. The Austrian working group for reforming long-term care estimated that the
need for formal caregivers will increase from 45,000 FTE in 2010 to 67,500 FTE in 2025 (Adequate social
protection against long-term care needs in an ageing society 2014).

*http://www.statistik.at/web_en/statistics/social_statistics/social_benefits_at_federal_level/federal_long_ter
m_care_allowance/index.html
5 There are 9 federal Laender in Austria.
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3.1.4. Providing and financing long -term care

The financing of the long-term care cash benefits in Austria goes through the national budget, and
public financing of services in kind goes through budgets of federal Laender and municipalities, using
both the fiscal equalisation scheme and the long-term care fund (in German Pflegefond) that was
introduced in 2011, and also through the national budget. This means that in Austria, all public
expenditures for long-term care in Austria are 100% covered from taxes (Adequate social protection
against long-term care needs in an ageing society 2014).

In Austria, public expenditure for long-term care is 1.6% GDP (in 2010), of which (Adequate social
protection against long-term care needs in an ageing society 2014):

- 0.83% GDP for cash benefits;
- 0.47% GDP for care at home;
- 0.34% GDP for institutional care.

When reading these numbers, we have to be aware that cash benefits can also be used for paying
institutional care services, which means that the institution manages the money (except a small
amount that the beneficiary receives as pocket money) (Adequate social protection against long-term
care needs in an ageing society 2014).

Unlike the cash benefits that do not depend on the financial state of the beneficiary, services in kind
depend on all the beneficiary’s income (including long-term care cash benefits) and property. If a
person is not able to pay for these services, they are partially or completely covered by the federal
Laender, and in accordance with the so-called Familienregressamily members of the person requiring
institutional care also have to co-finance these services, if this person is not able to financially cover all
the expenses. The above-mentioned scheme was gradually abolished in almost all federal Laender, but
it was re-introduced in Styria in 2011 (Adequate social protection against long-term care needs in an
ageing society 2014).

3.2. Finland
3.2.1. Long-term care regulation and legal guidelines

The basic principle of the Finnish long-term care system is that it is publically financed and universal;
the system is open to all citizens. The Finnish constitution says that the country should ensure the
implementation of human rights. Two rights that are especially important for long-term care are equal
access to long-term care services and prevention of discrimination, and the possibility of the elderly to
choose their services. The Finnish public sector has a commitment to provide a decent level of long-
term care (Johansson 2010).

There are three levels of the Finnish public administration: national level, regional provinces and
municipalities. The field of long-term care is regulated by two acts: the Primary Health Care Act and
the Social Welfare Act (Johansson 2010) that place the responsibility for ensuring health care and social
welfare services on municipalities. The Primary Health Care Act (1972) states that municipalities should
provide to their citizens health care counselling services, medical examinations, and monitor their
health and factors that affect health according to age groups. According to the Social Welfare Act,
municipalities should publically inform their citizens of the accessibility of different social security
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services and benefits (Johansson 2010). Besides the two mentioned acts, according to MISSOC (2014),
the following acts are also important for long-term care:

- Disability Benefits Act (2008)

- Services and Assistance for the Disabled Act (1987)

- Health Care Act (2010)

- Act on Informal Care Support (2010)

- Act on Supporting the Functional Capacity of the Ageing Population and on Social
and Health Services for Older People) (2012).

Due to many discussions regarding poor quality of long-term care and mostly because of the effort to
provide long-term care of better quality, the Finnish government proposed a reform of long-term care
in 2012. At the end of December 2012, the Finnish Parliament adopted the Act on Supporting the
Functional Capacity of the Ageing Population and on Social and Health Services for Older People, which
entered into force on 1 July 2013. The main goals of this act were to give priority to services that are
provided at home and to only provide institutional care in cases where it is medically required or
required to enable a safe and decent life of older people (Adequate social protection against long-term
care needs in an ageing society 2014).

3.2.2. Long-term care services and benefits

When an individual expresses the need for long-term care services, a special or specialized group of
officials assesses this individual’s personal needs before these services are granted (Adequate social
protection against long-term care needs in an ageing society 2014).

The assessment of needs usually starts at the initiative of an older person or a family member, when
this person comes to the municipal office. The assessment procedure is performed by a competent
municipal department. The result of this procedure can be receiving one of the home care services or
moving to an institution. Because there is no uniform national definition of the need for care, the
Finnish municipalities have a high degree of autonomy in deciding how long-term care services are
organised in their area, and also the assessment of needs is not uniform. Municipalities can thus solely
decide in the process of performing the assessment of needs, but they should follow guidelines in this
field that were prepared by the Finnish Ministry of Social Affairs and Health. These guidelines stress
the importance of the complete assessment of needs for services at the individual level, because this
can mean that a person receives effective and high quality services. In urgent cases, the assessment of
needs has to be performed immediately without delay. In cases that are not urgent, persons aged over
80° and recipients of the highest cash benefits are entitled to an assessment of needs within seven
days after the first contact with the local community or the provider of home care. The findings and
the results of the assessment of needs can be very useful also for further development and planning
of the service system in a certain area. Good practices in connection with the assessment of needs at
the individual level are (Johansson 2010):

- Complete assessment of different proportions of functional abilities like physical, cognitive,
mental, social and environmental factors;

6 Klavus and Merildinen-Porras (2011) say that this applies for persons aged 75 or more.

14



- Assessment is performed by a multi-professional team in cooperation with the user and
his/her family members;

- Careful choice of the assessment criteria (functional ability indicators) with proven accuracy:

- Complete understanding of the assessment process, used methods, analysed data and
interpretations of the results.

Due to the high degree of self-determination of municipalities, the assessments of needs and even the
eligibility threshold vary significantly between municipalities. The guidelines that were prepared by the
Ministry can be very useful, but they do not ensure that a person is entitled to the same services as in
other municipalities. Therefore, there are some differences between municipalities (Johansson 2010).

After the assessment is done, there are different forms of long-term care available (in kind or in
money). The basic level of long-term care is care at home with a personal and social focus, but it can
also include health care at home, if the municipality decided to combine health and social care. Home
nursing care is provided when a person requires help at home due to limited functional abilities or
disease (Adequate social protection against long-term care needs in an ageing society 2014). For the
Finnish system, it is typical that it does not have an integrated social and health care, but according to
Tepponen (in Genet et al. 2013), the number of combined units for care at home is rising.

After MISSOC (2014), the field of care at home in Finland includes services at home and services for
people with disabilities (transportation, personal assistance, home adaptations). This field also
includes support for informal care (care allowance, absence from work, support and counselling).

Table 2: Recipients of long-term care services

Service No. of users 65+ (2011) % of population 65+ (2011)
Institutional care in hospitals 6,777 2.2

Institutional care in homes for the elderly 15,099

Institutional care — total 21,876

Usual assisted living facilities 6,147 3.6

Assisted living facilities with 24-hour 29,745

assistance

Assisted living facilities — total 35,895

Care at home 63,866 6.5

Support for informal care 19,439 2.7

Source: Adequate social protection against long-term care needs in an ageing society (2014)

In the last 10-15 years, a new form of long-term care has developed that lies somewhere between care
at home and institutional care — assisted living facilities (Johansson 2010). In a recent report of the
European Commission, this field is called sheltered housingand in MISSOC (2014) and Genet at al.
(2013) service housingror the purpose of this text, we call this field assisted living facilities, but these
are clearly not the same as sheltered housing in Slovenia (both regarding intention and content).

Assisted living facilities are provided in different forms according to the type of ownership and the
organisation of services. Assisted living facilities can be owned or co-owned by the country,
municipality, organisation or individuals. Persons in assisted living facilities can be owners of these
homes or tenants. They can order or rent services from local or private providers, or both. Assisted
living facilities can be of different forms, from individual service units to collective housing, and
different combinations of both. A assisted living facility can also be a form of temporary housing.
Finnish research data shows that a large part of assisted living facilities residents are satisfied with
their living conditions (Adequate social protection against long-term care needs in an ageing society
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2014). Besides, there are also other types of services in Finland that are placed in the continuum
between care at home and institutional care: forms of day care that organise for example food
deliveries and social and/or health care services (Johansson 2010).

When a person can no longer live at his home or housing, he/she can come into institutional care that
is provided by homes for the elderly and hospitals (Adequate social protection against long-term care
needs in an ageing society 2014). In this case, the line between health care and long-term care
becomes blurred: for example, a person in a hospital does not necessarily require health care or a
person in a home for the elderly occasionally requires health care (Johansson 2010). Institutional care
services after MISSOC (2014) include institutional care in homes for the elderly, hospital departments
in local health institutions and also special care units for people with mental disabilities. These services
can also be performed in nursing hospitals and homes for war veterans.

Besides services in kind, Finland also offers care allowance for pensioners with the intention to enable
recipients of pension with an illness or disability to receive suitable assistance to live at home. In this
context, this allowance promotes care at home and enables reimbursement of additional costs that
incur due to illness or disability of pensioners. The average monthly allowance is approximately
EUR 100 (Adequate social protection against long-term care needs in an ageing society 2014). The
allowance is not paid from the municipality funds, it is provided by the Social Insurance Institution of
Finland (Kansaneldkelaitos — KELA). This allowance is also mentioned in MISSOC (2014), where it is
called the Pensioner's care allowancand it is provided in there different amounts:

- Basic: EUR 62.21 per month;
- Medium: EUR 164.86 per month;
- High: EUR 327.46 per month.

According to MISSOC (2014), the field of long-term care also includes the disability allowance for
persons under 16 years and the disability allowance for persons aged 16 and over. This allowance is
provided in three different amounts (depending on the extent of assistance and additional costs): EUR
92.88, EUR 216.73 or EUR 420.26 per month. Besides, MISSOC (2014) also mentions the pensioner's
housing allowance, of which the amount depends on the pensioner and his/her partner’s income
(income, property), the municipality and the number of family members. This allowance is also stated
by Johansson (2010), but he adds that there is no consensus in Finland regarding whether this
allowance should be placed in the field of long-term care or not. All these allowances can be freely
used by the recipient.

As it is typical for all Nordic countries, the Finnish long-term care system is also focused on formal care.
Genet et al. (2013) say that the accessibility of informal care in Finland is relatively low, which is also a
result of a high employment rate and a lack of part-time employment. According to Eurobarometer,
the Finnish people see care of dependable older people as the domain of professional caregivers. Only
20% (comparing to 30% at the European level) believe that care is a responsibility of family members.
Approximately 50% of Finns consider professional care at home as the best solution for care of their
older family member; 13% believe that in this case it would be better to find institutional care (Special
Eurobarometer 2007). However, there is still some informal care (for more information on informal
care in Finland see page 53).

In the last few years in Finland, it turned out that many people decided for assisted living facilities with
24-hour assistance; the number increased from 10,007 in 2000 to 29,745 in 2011. Accordingly, also the
number of people in hospitals decreased: from 12,164 in 2000 to 6,777 in 2011. Also the number of
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people that receive informal care (through the informal care support institute, similar to home care
assistants in Slovenia), has recently increased form 14,355 in 2010 to 19,439 in 2011. Since the
beginning of the 1990s, Finland is trying to lower the number of people in institutional care and
increase the number of older people that live at home or in assisted living facilities (Adequate social
protection against long-term care needs in an ageing society 2014). These are strategic political
decisions or health policy goals that are mostly motivated by factors in connection with financial
sustainability and with providing suitable living conditions for the older population. In Finland, they
believe that care at home enables better quality of life for the recipients and it also lowers the costs of
care (by decreasing the expensive institutional care) (Klavus and Merildinen-Porras 2011).

3.2.3. Caregivers

In 2010, there were 73,500 professional caregivers in Finland, which means that the number increased
by 26.1% since 2000 (57,100). In the same period, the number of social and health workers increased
by 2.3% (Adequate social protection against long-term care needs in an ageing society 2014).

This information shows that in 2010 there were 78.1 professional caregivers for every 1,000 persons
aged 65 or more. The majority of caregivers were employed in the public network (48,500), 12,500
persons were employed in non-profit organisations, and 12,400 in the private sector. 24,000 caregivers
worked in institutional care, 23,500 in different forms of assisted living facilities, and 24,400 in the field
of care at home.

3.2.4. Providing and financing long -term care

As already mentioned above, Finnish municipalities have high autonomy and the national direction
and general guidance in the health sector is not specifically prescribed. The legislation is also not very
specific regarding how the obligations or responsibilities of municipalities should be implemented in
practice. The public responsibility for health and social services is thus more decentralised than in any
other country, as described by Hakkinen and Lehto (in Johansson 2010). Municipalities collect taxes
and they also receive national funding. The municipality tax is proportional and the national tax is
progressive. Both taxes and national funds constitute the municipality budget. National funds are not
content-based and municipalities can decide on their own how to use these funds, e.g. how much they
would spend for long-term care (Johansson 2010).

Finnish municipalities are legally obliged to organise health and social services for their citizens. They
have an important and responsible role both in the field of education and in the field of health and
social care. Klavus and Merildinen-Porras (2011) state that municipalities are obliged to prepare a care
strategy that has to be confirmed by the municipal council. This strategy should be prepared
collectively, in cooperation with administrative workers, citizens, users and their family members, and
the main stakeholders. It has to consider all the aspects of the older population that are the
responsibility of the municipality (housing policy, community planning, etc.). The strategy should be in
accordance with the municipality’s budget and financial plan. The vast majority of municipalities have
prepared such strategies (Klavus and Merildinen-Porras 2011).
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In 2013, there were 320 municipalities” in Finland; according to OECD Economic Surveys Finland (2014),
their number decreased from 460 in 1990. According to this information, Finnish municipalities are
relatively big in comparison to the European context and they have an average population of 17,000.
But over half of the Finnish municipalities have a population lower than 6,000 and only 16% have a
population higher than 20,000. The responsibilities and obligations of municipalities have further
increased over the recent years and many municipalities have difficulties providing services that are
required by national legislation and standards. The country encourages a further decrease of the
number of municipalities. They have also published a volunteer merger plan and municipalities had to
submit their proposals until July 2014. OECD in OECD Economic Surveys Finland (2014) suggests Finland
should continue with the promotion of merging municipalities or to transfer the responsibilities of the
municipalities for those tasks where cooperation makes sense.

Municipalities are thus responsible for providing and financing long-term care. Services are provided
based on individual assessments of needs for services. Municipalities can provide services on their
own, in cooperation with other municipalities or through private providers. Since 2011, it applies that
if a user of long-term care services moves to another municipality, the old municipality shall pay for
his/her care in the new municipality for a period of one year after moving (Adequate social protection
against long-term care needs in an ageing society 2014). The municipality can also issue vouchers to
users that can be used for services offered by listed private providers (that signed a contract with the
municipality). Private providers can offer different services: from supporting services to complete care
at home (Klavus and Merildinen-Porras 2011). Vouchers were introduced in Finland in 2004 with the
intention to increase the number of available services for users. Data from 2009 shows that a quarter
of municipalities offered vouchers for cleaning as an additional help at home and for acquiring help for
family members that receive a care benefit. Approximately 20% of municipalities offered vouchers for
assistance at home and 10% for health care at home or for food delivery as an additional help at home.
Every third municipality that does not offer vouchers intends to include vouchers in the coming years
(Vidlund and Kiveld 2012).

7 http://en.wikipedia.org/wiki/Municipalities_of_Finland
8 Some international studies warned that municipalities with a population less than 20,000 to 25,000 and more
than 250,000 are less effective that those with a population between these margins (OECD 2014).
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Figure 2: Long-term care system in Finland
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Source: Quality Assurance and Quality Management and Long-Term Care — National Report Finland in Adequate social
protection against long-term care needs in an ageing society (2014)

Long-term care services are provided by the public sector, the private sector and non-profit
organisations. Municipalities have a strong role in providing care at home and institutional care. In the
field of home based care, the private sector and non-profit organisations provide approximately 25%
of services. The role of municipalities is especially strong in homes for the elderly, because they ensure
over 90% of services. In the field of assisted living facilities, the production of the public sector is less
than 50% (Stalkes in Johansson 2010).

Long-term care services are financed with taxes collected on a local level, with national funding and
user’s contributions. The highest user’s contribution in institutional care is 85% of the user’s net
income (property is not taken into account). Every user has to have at least EUR 97 per month left. If
a user is married to a person with a higher income, the net income of both persons is taken into account
and the contribution is 42.5% of the common net income. In any case, the user’s contribution cannot
be higher than the costs covered by the municipality (Adequate social protection against long-term
care needs in an ageing society 2014). The user’s ability to pay is also taken into account for home
based care services. The user’s contribution depends on the income, type of care and service, and size
of the household. The maximum contribution is given in the percentage of the income that exceeds a
certain threshold. For example, if there are two members of the household that have EUR 1,200
common income, a user shall pay 22% of the difference between EUR 1,200 and EUR 959, which is EUR
52. If a person is alone in the household with the same income, than this person pays 35% of the
difference between EUR 1,200 and EUR 520, which in this case would be the maximum user’s
contribution in the amount of EUR 238 per month (Johansson 2010).

Table 3: User's contribution for care at home (2010)

Size of household Monthly income Percentage
1 520 35
2 959 22
3 1,504 18
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4 1,860 15
5 2,252 13
6 2,585 11
Source: Laki sosialli and Johansson (2010)

In 2011, the total expenditures for long-term care (services in kind) in Finland were EUR 2,197 million:
the state contributed EUR 809 million (36%); municipalities contributed EUR 1,388 million (41%). Users
paid EUR 502 million to municipalities (23%). Regarding the type of care, 32.9% were spent for
institutional care, 24.4% for home based care and 4.9% for informal care support (Adequate social
protection against long-term care needs in an ageing society 2014). Finland started to report on health
costs using the SHA methodology in 2008. Johansson (2010) warns that the Social Insurance Institution
in Finland contributes little resources to long-term care and that the majority of funding comes directly
from taxes and user’s contributions.

3.3. Germany
3.3.1. Long-term care regulation and legal guidelines

Germany has a typical subsidiary model® of long-term care. Before 1994, care was mainly in the domain
of families and social care allowance was the only form of formal assistance. After a long discussion
mainly due to the rising costs of social assistance, Germany introduced an obligatory and universal
social insurance system for long-term care in 1995 (Schulz 2010). All who were insured through the
social health insurance were automatically moved to the social insurance for long-term care; those
who were insured by private insurers were moved to a private insurance for long-term care. Every
provider of health insurance also offers a separate insurance for long-term care (Adequate social
protection against long-term care needs in an ageing society 2014).

According to MISSOC (2014), the most important areas of long-term care in Germany are:

- Statutory long-term care insurance
- Social Assistance.

3.3.2. Long-term care services and benefits

Germany offers different forms of long-term care: allowance, care at home and institutional care.
Allowance for informal care can be received by a person that requires care and lives at home, if family
members take care of that person. Care at home (in kind) means that a person receives home visits by
a formal caregiver. Payment for the service is received directly by the provider that employs the
caregiver. Institutional care means that a person is in temporary or permanent care in a home for the
elderly.

In 2011, 2.5 million persons were included in long-term care, of which the majority received allowances
(1.18 million, see Table 4). Since 1999, the number of recipients increased by 24%, and in the same
period, the expenditures for long-term care increased by 35% (Adequate social protection against long-

9 According to this model, an individual is primarily responsible himself/herself for his/her social and economic
status. At the second stage, this responsibility expands to family members and then to the local community
where NGOs operate. The country only intervenes if other mechanisms fail.
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term care needs in an ageing society, 2014). The need for care is strongly linked with age: e.g. long-
term care receive 2.6% of people aged 65 to 70, 20% of people aged 80 to 85, 37% of people aged 85
to 90, and 62% of people aged 90 and more. They estimate that approximately 3 million people require
assistance with housework activities but they do not meet the conditions to enter the long-term care
system (Schulz 2010).

Table 4: Number of long-term care recipients (2011)

Service/allowance Number of recipients
Allowance 1.18 million
Institutional care 0.74 million

Care at home 0.58 million

Total 2.5 million

Source: Adequate social protection against long-term care needs in an ageing society (2014).

Services can be received by all insured persons depending on their need for care and not depending
on their age, income and property. Since July 2008, a person can apply for services after being insured
for at least 2 years (previous margin was 5 years). The need for long-term care applies to persons that
require (due to physical, psychical or mental disabilities) a substantive or large amount of assistance
for performing daily activities over a certain period of time — at least six months. Persons are eligible
for these services if they require assistance with at least two basic activities of daily living (ADL) and
one instrumental activity of daily living (IADL). There are three categories of dependence or need for
care (Schulz 2010 in Adequate social protection against long-term care needs in an ageing society 2014)
that are presented in the following table.

Table 5: Categories of dependence

Category Description

Category | - Substantial need for care, requiring assistance with at least two daily activities
(personal hygiene, eating and moving) at least once every day, and assistance
with one housework activity once every week.

- Need for at least 90 minutes of care per day (of which 45 minutes are required
for hygiene, eating and moving).

Category Il - Bigneed for care, requiring assistance with personal hygiene, eating and moving
at least three times every day, and assistance with housework activities a few
times every week.

- Need for at least 180 minutes of care per day (of which 120 minutes are
required for hygiene, eating and moving).

Category llI - Severe need for care, requiring constant assistance with personal hygiene,
eating and moving, and assistance with housework activities a few times every
week.

- Need for at least 300 minutes of care per day.
Difficult cases - Persons from Category Il and especially those who require assistance with ADL

at least seven hours per day and at least two hours per night, or those that
require basic care that can be provided by different persons (at the same time).
Source: after Schulz 2010; Biischer et al. 2011; Adequate social protection against long-term care needs in an ageing society
2014

The need for care has to be present for at least six months. The assessment of the need for care (time
required and category of care) is performed by an independent medical review board of the social
insurance agency or an equivalent body of a private social security insurance agency (Adequate social
protection against long-term care needs in an ageing society 2014). Every insurance pays the same
amount according to the category of care, but not according to the actual costs of services. The
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difference has to be covered by the receiver. If the receiver and his/her family members are not able
to pay these costs, they are eligible to receive payment from the financial social assistance scheme,
which has a wider definition of needs that the one in long-term care — because also persons that
require less care than it is provided in Category | can apply. Between 1996 and 2007 (as seen in Table
6), the amount for different categories of long-term care did not change. These amounts were
increased for the first time during the care development reform (in German Pflege-
Weiterentwicklungsgesetz) in 2008, but only for care at home and allowances with the intention to
enable more care at home compared to institutional care (Adequate social protection against long-
term care needs in an ageing society 2014).

Table 6: Long-time care services and benefits in EUR per month

1996-2007 2008 2009 2010-2011 2012

Institutional care

Category | 1,023 € 1,023 € 1,023 € 1,023 € 1,023 €

Category Il 1,279 € 1,279 € 1,279 € 1,279 € 1,279 €

Category Il 1,432 € 1,451 € 1,470 € 1,510 € 1,550 €
Care at home (in kind)

Category | 384 € 402 € 420 € 440 € 450 €

Category Il 921 € 951 € 980 € 1,040 € 1,100 €

Category llI 1,432 € 1,451 € 1,470 € 1,510 € 1,550 €
Allowance

Category | 205 € 210€ 215 € 225 € 235 €

Category Il 410 € 415 € 420 € 430 € 440 €

Category Il 665 € 670 € 675 € 685 € 700 €

Source: German Federal Ministry of Health (2013) in Adequate social protection against long-term care needs in an ageing
society (2014).

For many years, coordination of care was the main topic in the field of long-time care. With the reform
in 2008, Germany decided to solve the problem of coordination in a way that different stakeholders
committed to enable better coordination and integration of relevant systems. Starting in 2009, every
person that requires care applies for this right through a long-term care consultant. Consulting is
provided by care coordinators that are employed by insurance providers or by qualified professionals
(Adequate social protection against long-term care needs in an ageing society 2014).

3.3.3. Caregivers

In 2011, there were 661,000 persons (480,000 FTE) employed in German homes for the elderly, and
approximately 290,000 persons (193,000 FTE) in organisations providing care at home. Germany also
faces a lack of qualified staff, which is subject to many discussions regarding increasing the number of
full-time employees, raising the attractiveness of these jobs, and acquiring staff from countries outside
Europe. Education of nurses is performed separately according to specific fileds of work (geriatrics,
acute care, paediatrics). They also plan to combine these specific education programmes into one
(health care) and to introduce it to the short cycle higher education level (Adequate social protection
against long-term care needs in an ageing society 2014).
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Currently, the majority of people that require long-term care receive an allowance or care at home,
which is in accordance with the principle care at home before institutional caror Germany, it is
typical that a partner or a child aged between 50 and 65 takes care of a long-term care beneficiary.

3.3.4. Providing and financing long -term care

In 2013, according to the Federal Ministry of Health, there were 69.8 million people insured through
the long-term care social insurance and 9.5 million through private insurers. Social insurance premiums
do not depend on personal health risks and are calculated as a fixed percentage of the insured person’s
employment income (1.95 % in 2013). Insured persons without children have to pay 2.2%. On the
contrary, private insurance premiums are not bound to users’ income but to private insurance
providers premiums (Adequate social protection against long-term care needs in an ageing society
2014).

Table 7: Implementation of long-term care

Year 2011 No. and percentage of organisations
Homes for the elderly 12,354
- Private profit - 41%
- Private non-profit - 54%
- Public - 6%
Care at home 12,349
- Private profit - 63%
- Private non-profit - 36%
- Public - 1%
Allowance /
Total /

Source: Adequate social protection against long-term care needs in an ageing society (2014)

In 2011, Germany had 12,354 homes for the elderly and 12,349 organisations providing care at home.
The majority operated in the private profit or in the private non-profit sector, while there was a
relatively small number of public providers. We can say that the private sector is dominant on the
German long-term care market (Adequate social protection against long-term care needs in an ageing
society 2014).

Germany is currently also debating a possibility of redefining the need for long-term care. In June 2013,
the Federal Ministry of Health published the report of an experimental group suggesting that the
current 3 categories of need for long-term care be expended to 5 categories. The report also suggests
a complete change of the assessment of users’ needs for long-term care (Adequate social protection
against long-term care needs in an ageing society 2014).

3.4. The Netherlands
3.4.1. Long-term care regulation and legal guidelines

The Netherlands was one of the first OECD members to introduce obligatory public health insurance
for long-term care, which happened in 1968. The field of long-term care in the Netherlands is regulated
by three acts. All citizens are insured according to the Act on Exceptional Medical Expenses (in Dutch

23



Algemene Wet Bijzondere Ziektekostesreafter: AWBZ), which is not intended only for older people
but also for everybody requiring care in case of a chronic disease. According to this act, care is intended
for long-term hospitalised persons, older people, disabled persons, persons with mental disabilities,
and persons with chronic diseases. Care is defined with seven wider categories: help at home, personal
care, community nursing care at home, supporting guidance, activation guidance, health care, and
accommodation (MISSOC 2014). Since 2007, assistance for instrumental activities of daily living is no
longer covered by AWBZ, because the responsibility was moved to municipalities with the Social
Support Act (in Dutch Wet Maatschappelijke Ondersteunirigereafter: WMO), making municipalities
responsible for organising household assistance, food deliveries, home adjustments and
transportation. Individual health care and mental health care are regulated by the Health Insurance
Act (in Dutch Ziekenfondswethereafter: ZVW).

According to AWBZ, all citizens of the Netherlands are eligible for long-term care based on an
assessment of needs. Comparative data from 16 EU member countries shows that the highest
percentage of receivers of long-term care in the Netherlands are the elderly (65 years or more),
representing 19.1%, of which 6.4% are in institutional care and 12.7% receive care at home (Adequate
social protection against long-term care needs in an ageing society 2014). The general trend shows a
decrease of the number of people included in institutional care, which is a result of a rising tendency
of older people to live in their local environment and the political incentives. There are many user-
friendly adjustments available, for example assisted living facilities near the user’s home. They also
promote using information and communication technologies for supporting people in their local
environment. Long-term care in the Netherlands is currently being reformed due to its financial
unsustainability and the key structures of the reform are a higher percentage of care at home,
decentralisation of certain services and transfer of services from AWBZ to WMO, and an increase of
co-financing by users (Adequate social protection against long-term care needs in an ageing society
2014).

3.4.2. Long-term care services and benefits

The idea of the Dutch long-term care system is that the State is responsible for older people and others
that require long-term care (Mot 2010). Long-term care services can in general be divided into informal
care services, formal care at home and formal institutional care. Compared to the Western and the
Central European countries, informal care for older people in the Netherlands is relatively negligible
because formal care has the dominant role. Institutional care is relatively important in the Netherlands
despite the political efforts to achieve a bigger focus on care at home. Pommer (in Schut et al. 2013)
states that in 2009, 6.6% of people older than 65 were included in institutional care, which is one of
the highest percentage among OECD member countries. More than half of these people have only a
low or medium need for care. In 2010, the Netherlands spent 3.8% of GDP for long-term care, of which
13.9% was intended for care at home, 52.4% for institutional care services, and 33.8% for allowances
(Lipszyc et al. 2012). Within AWBZ, according to the responsible Ministry of Health, Welfare and Sport
(in Tinker et al. 2013, 8) the following services were financed:

- Personal care services (assistance at washing, dressing, shaving, skin care, using a toilet, eating
and drinking, etc.);

- Health care services (wound care, application of injections, counselling in case of illness, self-
injection training, etc.);
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- Guidance (activities intended for preserving or improving the possibilities of individuals to live
as independently as possible, but not for users with only slight difficulties);

- Treatment of some types of diseases;

- Accommodation (if the need for care is too severe and cannot be satisfied in the local
environment, an inclusion into institutional care is required);

- Forms of temporary or short-term accommodation (if there is a lack/absence of informal
caregivers, older people can be temporarily admitted to an institution).

Good practice 1: Care programme for people with dementia (the Netherlands)

Care programme for people with dementia (the Netherlands)

The National dementia programme, a four-year programme (2004-2008) that involved 200
regional projects, represents the origin of the care programme. In 2008, based on these
experiences, they prepared and introduced the Programme for people with dementia that
pursues the following three key goals: 1. Forming a coordinated offer of possible forms of
care — a guide through all the available forms of assistance for people with dementia,
including an overview of all possible forms of care, prices of services, and cases of good
practices in individual regions of the country. 2. Providing support for people with dementia
and their caregivers — they developed guidelines for diagnosing dementia that can be used
for a quick identification of the illness and providing early support for people with dementia
and their families. In 2012, they also defined the National standards for dementia. 3. Annual
monitoring of the quality of care — To enable monitoring of the quality of care, they
developed a set of indicators that includes communication, psychological and mental
condition, safety, competence of staff, conditions of everyday living, and coordination of
different forms of care.

The implementation of the Programme has not yet returned the desired results. The best
forms of care can only be used if the user has enough of his/her own resources, because
public funding is limited.

Source: Tinker, Anthea, Jay Grinn and Eliot Ribe: Assisted Living Platform-The Long Term Care revolution: A Study
of innovatory models to support older people with disabilities in the Netherlands, Housing Lin, case Study, King's
College London, Sept. 2013

Services that are available at home, according to AWBZ, include: support, personal care, community
nursing care at home, and health treatment. The last one is mostly covered by ZVW, but some forms
of treatment of older people and people with disabilities are also financed based on AWBZ (Mot 2010,
21). As mentioned before, according to the new WMO Act that was adopted in 2007, local authorities
are responsible for providing support for instrumental activities of daily living like cooking, cleaning,
gardening, shopping, etc. Since then, these activities have no longer been financed based on AWBZ
and are no longer considered a legal right, and the funding of these activities depends on the limited
municipal budgets (Tinker et al. 2013, 7). As stated by Mot (2010, 53), due to the limited resources and
saving measures, the competition got stronger. Providers started to offer IADL support services under
their own prices and consequently care was performed by cheaper part-time workers who lacked
suitable training. This was an unwanted side effect and suitable measures are already being
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implemented. Even the basic idea of WMO is different than the one according to AWBZ; if possible,
citizens themselves should take over the responsibility for these activities (for example through
informal support or through paying for this support on the private market). Only in cases where this
kind of support is not enough, they can request assistance from the local community (Mot 2010, 17).
Municipalities thus have a very strict policy for assessing these needs and they also consider which
family members or members of the social network can be mobilised for informal care.

Institutional care is available in several forms. The most intensive health care is available in nursing
homes (there is a distinction between somatic nursing homes and psycho-geriatric nursing homes),
and less intensive care in residential homes for the elderly. Jos et al. (2014) state that there are
approximately 1,000 homes for the elderly in the Netherlands, with the capacity of 100,000 beds in
total; and 350 nursing homes with approximately 64,000 beds. Tenants in homes for the elderly have
their own small apartment with an alarm system; however, in nursing homes, tenants frequently have
to share their room with other users, despite the efforts to enable tenants to have their own rooms.
Users in nursing homes usually have more health problems than users in homes for the elderly,
especially regarding their need for ADL services, although over a longer period of time, there was a
convergence of the health status of users of these types of institutional care. Older people with
relatively good heath also used to live in homes for the elderly, but now, due to bigger pressures to
increase care at home, these people more frequently stay at home (Mot 2010, 48).

Until 2009, nursing homes and homes for the elderly were the two main directions in institutional care.
Since 2009, the Netherlands distinguishes ten different service packages for institutional care of older
and chronically ill people according to their needs. For long-term care of older people, these packages
are arranged from the package with the smallest need for care (Package 1) to the package with bigger
needs due to illness or other limitations (Package 8). Package 9 is intended for rehabilitation care and
Package 10 for palliative care. Packages 1 to 4 are usually available in homes for the elderly, while
packages 5 to 10 are more typical for nursing homes (Jos et al. 2014, 216). All providers of care in the
Netherlands are private; they are either profit or non-profit organisations.
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Good practice 2: Apartments for life (the Netherlands)

Apartments for life: Humanitas Rotterdam (the Netherlands)

Apartments for life represent a model of living that enables people to stay in their
apartment also when they are old, their health gets worse and they require more forms of
support and care. Older people are able to manage their own life, stay active and
participate in the society.

These apartments are designed to enable adaptation to the needs and wishes of individual
tenants.

Health and care services are also included in the central complex and are available to
tenants if they require or want to use them. Tenants have access to personal care,
community nursing services, a psychologist, a social worker, a speech and language
therapist, and a general medical practitioner.

Every complex has tenants that could be placed in three groups: older people (55+) that
do not require support, those that require less demanding forms of assistance, and those
that require more demanding form of assistance and would go to a home for the elderly if
they did not have this alternative. Tenants from all three groups are mixed, but at least
one third of tenants in individual complexes have to be in good health. They intentionally
combine tenants from different groups regarding their health and socio-economic status.
An important goal of this model of living is inclusion of all tenants, regardless of their health
and psycho-physical state.

This model of living separates the functions of living and care. Every service is paid
separately. Payment is provided either directly by tenants or based on insurances. A tenant
can buy or rent the apartment. There are different types of apartments: from affordable
rental social apartments to rental or user-owned apartments of different sizes available at
market prices. The apartment structure usually includes 51% rental apartments. These
apartments are managed by the Dutch non-governmental organisation Humanitas.

Source: Apartments for LIFE. Humanitas Rotterdam, Summary of the report: Apartments for Life in Australia
from Humanitas in the Netherlands, June 2009, www.agedcare.org.au » ... > Innovative Housing Solutions
Jane Adler: Apartments for life seen as godsend by the Dutch, www.chicagotribune.com
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3.4.3. Caregivers

In 2009, there were 63 employees in institutional care and 14 employees for providing social care at
home per 1,000 people aged 65 or more in the Netherlands (OECD 2011).

According to Adequate social protection for long-term care needs in an ageing society (2014), there
are fears that the demand will exceed the offer, which is why the government policies are also trying
to mobilise more informal caregivers. In 2011, there were 445,000 people employed in formal care
institutions and for providing care at home. Compared to 2006, this number has grown by 16%.

In 2008, approximately 3.5 million people aged over 18 offered informal support. The number of
informal caregivers is falling: there were 3.7 million in 2001. The number of those people that require
more intensive care (over 8 hours per week for a period of at least 3 months) has rapidly grown from
2001 to 2008: their percentage in 2001 was 28% and 40% in 2008. In 2008, also a bigger percentage of
caregivers stated that they are often overwhelmed to the extent that affects their health, that they
face more conflicts at work or in their families, and that they have lower income (12.9% or 8.1%).
Informal caregivers in the Netherlands can receive several forms of support. The possibility of leave
for care purposes depends on the employer. There are also institutions for respite care, counselling
and training. Receivers of care can use their allowance to pay informal caregivers directly. WMO also
requires municipalities to support informal caregivers by offering information, counselling and other
forms of support (Adequate social protection for long-term care needs in an ageing society 2014).

3.4.4. Providing and financing long -term care

As mentioned before, financing of long-term care in the Netherlands is regulated with two acts: AWBZ
enables the majority of the long-term care services, and WMO covers care with instrumental activities
of daily living (IADL) like cleaning, gardening, transportation, etc.

Entitlement to services after AWBZ is determined by the Centre for Indications Care (hereafter: ClIZ).
ClZ does not receive any financial incentives based on its decisions. The assessment of needs is
independent, objective and complete (Mot 2010, 10). The final assessment usually lists services that
are required by the user (for example ADL support, community nursing care, health care, institutional
care, etc.) and the time required for care. To determine when a person requires formal care, they
introduced the so-called “usual care” protocol (CIZ 2005 in Strujis 2006) that represents a threshold
for allocating professional care. An exact definition of “usual care” does not exist and it can come to
different opinions of family members and formal assessors regarding weather a certain need belongs
to “usual care” or not. In these cases, the assessment of need has to be performed again (Strujis 2006,
15). “Usual care” is understood as care outside AWBZ and it is provided by the partner or children living
in the same household as the user, because they manage the household together. The phrase “usual
care” can only be used in the context of the common household (Usual care protocol in Strujis 2006).
In the Netherlands, the assessment of needs is based on a standardised national instrument (OECD
2013). The applicant is entitled to care if one or more basic factors are present: somatic, psycho-
geriatric or mental disorders or limitations, or intellectual, physical or sensory disadvantages. Based
on the assessment, persons are not allocated to certain degrees of dependency, because, according to
very specific guidelines, the need according to AWBZ is determined for every applicant separately,
considering all his/her personal circumstances.
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According to AWBZ, all individuals that live or work in the Netherlands are entitled to long-term care,
regardless of their age or income, and financing comes from social security contributions based on the
income of the employed and self-employed persons, pensions and benefits of pensioners and the
unemployed. Premiums are determined based on a percentage of income. The contribution of
employees is 12.5% of annual income with a limit of approximately EUR 4,000. The self-employed pay
the contribution directly to tax bodies. According to AWBZ, services are universal, but the approved
budgets for long-term care and health care services, which are adopted by the government every four
years, may not be sufficient to cover all the required costs. In the recent period, services can also be
co-financed by users, where co-financing is determined according to the user’s property, which applies
both for services provided by AWBZ and services provided by WMO. The amount of co-financing
depends on the income, age, family support (distinguishing single and married users), the degree of
needed care, and, since January 2013, also personal savings and property. Since 2013, it applies that
12% of personal savings and property of persons that exceed the national threshold (which is set at
the amount of approximately EUR 21,000) is added to the calculation for determining the amount for
co-financing long-term care (Tinker et al. 2013).

Older people in institutional care have to contribute to the costs of accommodation and food that
depend on their income class. All users have to keep enough money for urgent expenses and clothes,
which is at least EUR 276.41 for single persons and EUR 430 for couples (Mot 2010). There are two
levels of contributions in institutional care: the higher contribution with EUR 2,248.6 per month and
the lower contribution with a surcharge between EUR 156 and 819.4 (MISSOC 2014). According to
Arksey and Moree (in Tinker et al. 2013, 6), the system of financing long-term care, due to an
increasingly bigger influence of neoliberal ideology, has transformed from a holistic universal public
system into a subsidiary system where costs are shared by public services and private households.

Until 2010, AWBZ users could choose between services in kind and allowances (since 1995) that
enabled a wider choice and flexibility of care services. Users could freely choose how to spend their
resources for care (Tinker et al. 2013, 6); care could be provided by official institutions, independent
care workers, family members, relatives, friends, neighbours, etc. Under the assumption that such
financing enables a more rational and efficient care, allowances were 25% lower that the estimated
costs for services in kind. Cash allowances were not available for health care and accommodation in
an institution (Mot 2010). Tinker et al. (2013, 6) state that cash allowances were abolished in 2010
because costs were too high, but those who already used this form of support can continue to do so.
In other publications (e.g. Adequate social protection for long-term care needs in an ageing society
2014), there is no information regarding a complete withdrawal of allowances.

Also users that receive services in kind can choose the organisation that performs their care to some
extent. But the responsibility for organising care stays in the hands of regional care offices. These
organisations that are partners of health insurance providers purchase long-term care without any
financial risks. Although services are paid based on AWBZ, these offices have to keep costs within
national and regional budgets; otherwise they can lose their authorisation for implementing care. This
concept of offering care is being analysed for some time now, since it is supposed to be not efficient
enough and lacking transparency (Mot 2010, 22).
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3.5. Slovenia
3.5.1. Long-term care regulation and legal guidelines

For Slovenia, it is typical that long-term care is provided by different social security (protection)
systems, which means that Slovenia does not have a uniform definition of long-term care. This area is
not systematically organised e.g. with a special act. Currently, the following areas or legal acts are
important for long-term care:
- Pension and disability insurance or the Pension and Disability Insurance Act (hereafter ZPIZ-2);
- Health insurance or the Health Care and Health Insurance Act;
- Parental protection insurance or the Parental Protection and Family Benefit Act (hereafter
ZSDP);
- Social benefits and social security services or the Social Security Act (hereafter ZSV), the
Financial Social Assistance Act and the Exercise of Rights to Public Funds Act,
- War veterans care or the War Veterans Act (hereafter ZVV), the War Disability Act (hereafter
ZVoijl);
- The Act on Social Care of Mentally and Physically Handicapped Persons (hereafter ZDVDTP).

3.5.2. Long-term care services and benefits

According to the present organisation of long-term care, we can say that Slovenia provides long-term
care in various ways and through different social and health care services and benefits. Nagode et al.
2014 summarise which services are provided and to what extent (number of recipients) in the field of
long-term care. In this publication, the recipients of long-term care services, taking into account the
international definition of long-term care (SHA 2011 in OECD), are presented in four different fields for
the first time. This work was published by the working group for statistical monitoring of long-term
carel® that corrected many irregularities (for example, including assessments of community nursing
care users, providing information according to five-year age groups and gender, etc.) of previous
estimates of the number of users. However, in the light of data, there are still some problematic fields,
such as community nursing care at home, assisted living facilities, etc., which is why this data is also
only an estimate.

Hereafter, we present the analysis of four fields of long-term care, which are:

- Long-term care in institutions that is provided in residential care homes for the elderly (17,386
users), special social care institutions (2,337 users), care and working centres, education, work
and care centres (1,080 users), and education institutes for children with special needs (290
users);

- Long-term care in daily forms that is provided in day centres at residential care homes for the
elderly (229 users) and day care in education, work and care centres (148 users);

- Long-term care at home that is provided by community nursing care (14,573 users), help at
home (6,624 users), home care assistance (936 users), personal assistance (793 users),
residential group care in the field of mental health (252 users), and partial payment for loss of
income (713 users);

10 Established by the general director of the Statistical office of Slovenia in February 2012, managed and
coordinated by the Social Protection Institute of the Republic of Slovenia and the Statistical Office of Slovenia.
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- Cash benefits (informal care), such as allowance for carer and support according to ZDVDTP
(3,920 users), the allowance for help and assistance accorind to ZP1Z (31,238 users), ZSV (343
users), ZVV (170 users) and ZVojl (245 users), and child care allowance (5,916 users).

The above mentioned analysis shows that there were 60,795 long-term care users in Slovenia in 2011:
over one third of long-term care users were in institutions (35%), approximately one third were at
home or in communities (34%), almost one third only received cash benefits (30%), and merely one
percent were included in daily forms of long-term care (see Table 8).

Table 8: Users of long-term care services and benefits according to individual fields — situation on 315t December 2011

All users Users aged 65 and % of population aged65and
more more (S1=341,192)
Long-term care in institutions 21,093 17,088 5.0
Long-term care in daily forms 377 214 0.1
Long-term care at home 20,991 16,199 4.7
Benefits (informal care) 18,334 7,106 2.1
Together 60,795 40,607 11.9

Source: Nagode et al. 2014

Data shows that among the Slovenian population of people aged 65 or more, there were 11.9%
included in long-term care at the end of 2011, of which 5.0% were included in institutional care and
6.9% were included in care at home (including users of care at home, users of day care and recipients
of benefits). Comparing to data from previous sources, Slovenia stands out with its increased
percentage of people included in long-term care at home. Nagode et al. (2014) warn that this is mainly
the result of including long-term care services as part of community nursing care at home, because
this information was not included in previous data sources. Besides, for the first time they had also
included recipients of benefits that are not included in any form of formally organised service. Based
on this analysis, we can conclude that the percentage of people included in long-term care in Slovenia
is bigger than it was showed by previous analyses, especially regarding care at home. But the
predominant part of formal long-term care at home is health care, while social care is significantly less
developed and less intensive.

3.5.3. Caregivers

In 2013, direct social care at home within the public service network was performed by 891 persons
and 61 persons were employed for managing coordination services. If we compare this data gathered
by the Association of Centres for Social Work of Slovenia in 1998 (in Hlebec et al. 2014) and data of the
Social Protection Institute of the Republic of Slovenia from 2013 (Nagode et al. 2014), we can see that
the number of formal caregivers is growing (from 612 to 891), but slower than the number of users of
these services (from 3909 to 6540). Annually gathered data by the Social Protection Institute of the
Republic of Slovenia shows that there is a big increase of full-time caregivers (from 572 in 2010 to 891
in 2013). As stated by Hlebec et al. (2014), almost one fifth of Slovenian municipalities face a lack of
staff for performing care at home, but they also warn about the overload of social carers.

The data of the Association of Social Work Centres of Slovenia shows that in 2012, there were 9,943
persons employed in residential care homes for the elderly and special social institutes, of which 4,823
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performed social care and 4,776 performed health care (and 344 other forms of care) (Association of
Social Work Centres 2012).

As noted by Hlebec et al. (2014), the majority of the providers of care services for older people in
Slovenia are informal caregivers, especially regarding instrumental activities of daily living. The authors
warn about insufficient research and undervaluation of informal care in Slovenia, especially regarding
creating conditions for a better quality of life of users and a better quality of care. The results of a
research performed by the Anton Trstenjak Institute (2013) show that in Slovenia 55,000 people care
for their parents and over 50,000 people care for their partners.

3.5.4. Providing and financing long -term care

According to SURS data, presented in detail in Nagode et al. 2014, total expenditures for long-term
care in Sloveniain 2011 were EUR 477 million or 1.32% GDP, where public expenditures reached 0.98%
GDP and private expenditure 0.34% GDP. From 2003 to 2011, expenditures for long-term care
increased more than the nominal GDP value. In 2011, expenditures for long-term care were higher by
87% compared to 2003, while in the same period GDP increased by 51%. The result of these
movements is an increase of expenditures for long-term care in GDP percentage by 0.31% to 1.32%.
According to the structure of all expenditures for long-term care per sources of financing, almost three
quarters (74%) of funds come from public sources. During the stated 8-year period (2003-2011),
private expenditures for long-term care increased even more rapidly than public expenditures,
increasing its share in the structure of all expenditures from 24% to 26%. Private expenditures are
mainly intended for long-term social care services and mostly represent surcharges for
accommodation and food in residential care homes for the elderly and other forms of institutional
care, and expenditures of households for home assistance services. In the structure of public
expenditures for long-term care, one half of financing is covered by the compulsory health insurance.
In 2011, ZZZS (the Health Insurance Institute of Slovenia) spent EUR 177 million for long-term care
services, which is 50% of all public expenditures for long-term care. These funds covered long-term
health care services provided in residential care homes for the elderly and special social protection
institutions, extended health care and partly also community nursing care at home. Almost a quarter
of public expenditures for long-term care is covered by ZPIZ (the Pension and Disability Insurance
Institute of Slovenia; EUR 77 million in 2011, which is 22% of all public expenditures), namely for
allowances for help and assistance that are partially also covered by the Ministry of Labour, Family and
Social Affairs (MDDSZ; EUR 13 million or 4% of all public expenditures). With these funds, ZZZS, ZP1Z
and MDDSZ (together 75% of all public expenditures) finance the health part of long-term care, which
is why they are considered as expenditures for health. The remaining 25% of public expenditures is
intended for social care services that are partially financed from the national budget (mostly by
MDDSZ) and partially from municipality budgets (UMAR, 2014). During the 2003-2011 period, the total
expenditures for long-term care in real terms increased by 55% or 5.7% per year in average, of which
public expenditures increased by 52% (5.4% per year) and private expenditures by 64% (6.4% per year
in average). In the structure of expenditures for long-term care according to purpose, the ratio
between health and social care is approximately 60:40. In the first part of the 2003-2011 period, the
percentage of expenditures for the health part of long-term care, which is mostly financed from public
sources, increased significantly (96% in 2010), but in 2009-2011, mostly due to saving measures in the
public sector (reduction of wages) and measures for stabilizing ZZZS, there was a significant increase
of the percentage of the social part of long-term care, which is 56% covered by private sources.
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Table 9: Expenditures for long-term care per source of financing and purpose, 2003-2011

Index
2003 2005 2007 2009 2011 2011/2003

Total expenditures per source of

financing (in million EUR) 255.3 317.0 350.6 437.0 477.0 186.8

Public expenditures 193.4 247.4 271.6 332.7 354.6 183.4

Private expenditures 61.9 69.6 79.0 104.2 122.4 197.6
GDP (in %) 1.01 1.10 1.01 1.23 1.32

Public expenditures 0.77 0.86 0.79 0.94 0.98

Private expenditures 0.25 0.24 0.23 0.29 0.34
Structure (in %) 100.0 100.0 100.0 100.0 100.0

Public expenditures 75.7 78.0 77.5 76.1 74.3

Private expenditures 24.3 22.0 22.5 23.9 25.7
Expenditures per purpose (in

million EUR) 255.3 317.0 350.6 437.0 477.0 186.8

Health care (HC.3) 154.3 197.1 219.2 263.3 273.8 177.4

Social care (HC.R.6.1) 101.0 119.9 131.4 173.6 203.2 201.2
Structure per purpose (in %) 100.0 100.0 100.0 100.0 100.0

Health care (HC.3) 60.4 62.2 62.5 60.3 57.4

Social care (HC.R.6.1) 39.6 37.8 37.5 39.7 42.6

Source: SURS (2013) — Health expenditures and sources of financing 2003—2011

In the 2011 structure of expenditures for long-term care according to the form of implementation,
there were still 76% of funds intended for long-term care in institutions, of which the majority goes to
residential care homes for the elderly (55%), followed by expenditures for social protection institutes,
such as like care and working centres, special social protection institutes and education, work and care
centres (16%). The part of expenditures for hospitals that perform long-term health care, palliative
care and care for persons with physical or intellectual disabilities in this cut is 5%. The following
categories represent expenditures for long-term care at home, which in total represent 24% of all
expenditures: expenditures for home care assistance, personal assistance, home care providers or
social carers, community health centres with nursing services at home, and benefits for recipients that
are not included in formal care.
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4. Comparati ve

anal koiumthry eisndi vi dual

Sources of information that is presented below are listed under Chapter 3 or were stated in the report Adequate social protection for long-term care needs
in an ageing society (2014). Using comparable data (for example GDP), we also made some own calculations.

4.1.

Welfare system?i!

AUSTRIA

GERMANY

NETHERLANDS

SLOVENIA

FINLAND

Conservative-corporativistic: The
basic principle of this type comes
from subsidiarity; this means that
an individual is primarily responsible
himself/herself for his/her social and
economic status. At the second
stage, this responsibility expands to
family members and then to the
local community where NGOs
operate. The country only
intervenes if other mechanisms fail.

Insurance dimension: The country
mostly has a role of a regulator of
insurance systems against social
risks and a smaller role as a co-
financer. The predominant form of

Conservative-corporativistic

Hybrid: a combination of the
conservative-corporativistic and the
socio-democratic type.

Insurance dimension: universal
social insurance system, people's
insurance, not only for employees.

Dual: a combination of the
conservative-corporativistic and the
socio-democratic type.

Insurance dimension: insurances
against social risks are based on
obligatory forms of insurance like in

Socio-democratic — the basic
principle of this type comes from
universalism and
decommodification (immunization
from market dependency) effects of
national welfare measures. The
country provides the same services
to all citizens and citizens are
included in a universal social
insurance system, even though
benefits depend on contributions.
In this type of welfare system, the
country has the main role, while the
roles of the market and families are
minimized. The emphasis is on
reinforcing individuals and their
abilities for independence.

1 The concept of the welfare system is an universal concept that “includes different sectors, from public to informal, providers and users of services, their norms and values, and their
interaction regarding management, financing, production and distribution of goods and services” (I. Svetlik, Z. Kolari¢, 1987). In modern societies, there are different types of welfare systems
that differ according to which sector is more important for providing welfare.



social insurance is the compulsory
form of insurance.

Care providing dimension: The
market has the main role in
providing services, followed by the
informal sector, supported by NGOs.

Care providing dimension: The
market and NGOs, significantly
financed by the country (60%), have
the main role in providing services.

the conservative-corporativistic
type.

Care providing dimension: The main
role in providing services belongs to
the public sector, like in the socio-
democratic type, and the
complementary role belongs to
NGOs and the informal sector with
the support of the country.

4.2. Long-term care arrangements

AUSTRIA

GERMANY

NETHERLANDS

SLOVENIA

FINLAND

Public financing based on taxes. This
model is a combination of a
universal allowance and services in
kind that are selective (means
tested). The system is focused on
promoting informal care (59%).
Stakeholders: country, federal
Laender and municipalities.

Public financing based on a
compulsory and universal social
security system for long-term
care.

Public financing based on compulsory
public health insurance for long-term
care (roughly personal and health care
services, treatment of some illnesses,
accommodation and short-term
accommodation) and based on the Social
Assistance Act (IADL services). In addition
to universally accessible rights from the
compulsory insurance, municipalities also
finance instrumental activities of daily
living (cooking, cleaning, gardening, etc.)
to socially disadvantaged individuals.

Public financing is provided
through different social security
systems: pension and disability,
health care, social safety, war
veterans’ care, and mentally and
physically disadvantaged persons
care system.

Public financing based on taxes.

4.3. Assessment of needs

AUSTRIA

GERMANY

NETHERLANDS

SLOVENIA

FINLAND

No uniform definition. Only criteria
for eligibility to receive long-term

care allowances, which replace a

The assessment of individual needs
for assistance (for at least 6 months)
is standardized, decisions are based

Assessment of needs based on a
standardised national instrument.

Based on the assessment, persons

No uniform definition of long-term
care. Access to services is
determined by a team of

No national definition of needs but
only guidelines in form of good
practices of assessing needs. The
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definition. A person can receive
allowance if he/she constantly
requires care or assistance due to
physical, mental or psychological
difficulties at least 60 hours per
month (Rodrigues 2014). The
assessment of needs is performed

by a physician or a registered nurse.

The assessment of needs is
discretionary based on professional
experience.

on formalized rules, and criteria are
clearly defined. Services can be
obtained by all insured persons
according to the assessed needs.
Beneficiaries are persons that
require assistance with at least two
basic activities of daily living and one
instrumental activity of daily living
for at least 45 hours per month
(Rodrigues 2014). Assessments of
need for care (time and category of
care) are performed by independent
physician committee employed by
the insurance provider. When it was
introduced, it was based on a
concept of dependency from care
and included three stages.
Thereformed system that is being
prepared due to certain

shortcomings of the existing systen

considers several factogsobility,
cognitive and communication
abilities psychological difficulties
abilities of facing illnesgveryday
life managementsocialcontacts
activities outside the household
taking care of the househdld

are not placed according to the
degree of dependency; care is
adapted to individuals and their
circumstances. To determine the
stage at which formal care becomes
necessary, they developed the
“usual care” protocol, which
represents a threshold for allocating
professional care. An exact
definition of “usual care” does not
exist, which is why opinions of
professionals and family members
sometimes differ. Eligibility is
determined by Centres for
Indications Care.

professionals based on discretion
(general physician, nurse, social
worker). A professional team
headed by a general physician,
based on a discretion judgement,
also decides on different benefits
that depend on the status of the
recipient (one person can only
receive one type of benefit).

uniform assessment of individual
needs is performed by a specialised
group of officials. Important
elements of the assessment are:
uniform assessment of functional
abilities (physical, cognitive, mental,
social, and environmental factors),
assessment is made by a multi-
professional team in cooperation
with the user and his/her family
members, a careful selection of
measuring instruments for assessing
needs with proven reliability.
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4.4. Forms of assistance

AUSTRIA

GERMANY

NETHERLANDS

SLOVENIA

FINLAND

Cash benefits and organised services

Cash benefits and organised services

Cash benefits (limited since 2010)
and organised services

Cash benefits and organised
services

Organised services and cash benefits

Services

1. Care at home (visits, care at
home, full-day care, extended care,
food delivery, family support,
community nursing care,
psychosocial support

2. Intermediate or daily forms: day
centres

3. Institutional care (homes for the
elderly, residential community care,
inpatient stationary care). Services
in kind depend on individual’s
income (including long-time care
allowance and property). If a person
does not have enough income,
his/her family members are
responsible to co-finance
institutional care.

1. Formally organised care at home
2. Institutional care. Every insured
person receives the same amount
according to the assessment of
needs and category. Users have to
pay the difference themselves or
with help of their family members.

1. Social care services at home
(support, personal care, community
nursing care, treatment)

2. Intermediate forms (day centres);
3. Institutional care (nursing homes,
homes for the elderly)

1. Care at home (community
nursing care at home, care at
home, home care assistance,
personal assistance, residential
group care in the field of mental
health)

2. Daily forms (day centres for the
elderly and day care in
educational centres

3. Institutional care (residential
care homes for the elderly, care
and working centres, education,
work and care centres, institutes
for educating persons with special
needs)

1. Care at home: services at home,
services for the disabled (transport,
personal assistance, home
adjustments), support for informal care
(care allowance, absence from work,
support and counselling)

2. Assisted living facilities (owned or
rented). Services are rented from local
or private providers; can also be used
for temporary accommodation. There
are also assisted living facilities with 24
hour support/assistance.

3. Institutional care (homes for the
elderly, hospital wards in local health
institutions, nursing hospitals, care
units for people with mental disabilities

Cash benefits

An allowance according to the
degree of care and health condition
(scale with seven stages). The lowest
allowance EUR 154, the highest

EUR 1,656. Recipients can use funds
for purchasing formally organised
services or for informal care.

Individuals can choose cash benefits
or services. Cash benefits are
intended for informal care and are
given to family members in legally
set amounts according to the degree
of the user’s dependency.

Users can choose between cash
benefits and services. Cash benefits
are 25% lower than the estimated
value of services in kind. Cash
benefits were supposedly abolished
in 2010 because of too high costs,
but those who already used this

allowance for carer and support,
allowance for help and assistance,
child care allowance

1. Pensioner’s care allowance based on
a fixed scale: basic EUR 62, medium
EUR 165, high EUR 327.5. Intended for
motivating users to stay at their
homes.

2. Allowance for disabled persons
based on a fixed scale: basic EUR 93,
medium EUR 217, high EUR 420
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AUSTRIA GERMANY NETHERLANDS SLOVENIA FINLAND
Controlled by the ministry for form of support can continue to do
ensuring a high quality of care. so.
45. Caregivers
AUSTRIA GERMANY NETHERLANDS SLOVENIA FINLAND

Services are mainly performed by
informal caregivers:

Care at home: 59 %

Combined care at home (informal
and formal caregivers): 22%

Paid private caregivers at home: 3%.
Formal caregivers in institutions:
16%

Services are mainly performed by
informal caregivers (partners or
children aged between 50 and 65) at
home. Informal caregivers are under
certain conditions entitled to a social
pension insurance (offering care at
least 60 days per year, a person is
only employed for 30 hours per
week). Employed informal
caregivers also have a right to
reduce working hours to 15 hours
per week.

Structure of formal caregivers:
77 % institutional care,
23 % care at home

Structure of services according to
sector:

Homes for the elderly:

41 % profit,

54 % non-profit,

6 % public sector,

Care at home:
63 % profit,

Structure of formal caregivers
according to form of activities:
60 % institutional care

40 % care at home

Structure of services according to
sector:

public sector

NGOs

profit sector

Structure of formal caregivers

according to form of activities:

75 % institutional care
25 % care at home

Services are performed mainly by
formal caregivers.

The percentage of informal care is
low (15% of population over 65).

Structure of formal caregivers
according to form of activities:
33% institutional care

32 % service homes

33 % care at home

Structure of services according to
sector:

public sector (66 %)

NGOs (17 %)

profit sector (17 %)
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1. Cash allowances based on
national taxes

2. Financing services based on
budgets of federal Laender and
municipalities.

Structure of income according to
source:

83% taxes

17% private funds

Structure of expenditures:

52% (0.83% GDP) cash allowance
29% (0.47% GDP) care at home
21% (0.34% GDP) institutional care

Obligatory health insurance in the
amount of 1.95% of the user’s
employment income; for those
without children 2.2%.

Structure of income according to
source:

2/3 obligatory insurance

1/3 private funds

Structure of expenditures:

47% of funds for long-term case are
used for informal care,

30% for institutional care,

23% for formal care at home

Obligatory insurance and a
contribution in the amount of 12.5%
of annual income, but not more than
EUR 4,000 per year.

Structure of income according to
source:

68% obligatory insurance

24% taxes

8% private funds

Structure of expenditures:
33.8% cash benefits

52.4% institutional care
13.9% formal care at home

50% obligatory health insurance
20% obligatory disability and
pension insurance

30% national budget and municipal
budgets

Structure of income according to
source:

73% from public sources

27% from private sources

Structure of expenditures:
76% institutional care (55%
residential care homes for the
elderly, 16% social security
institutes),

5% hospitals,

24% care at home

AUSTRIA GERMANY NETHERLANDS SLOVENIA FINLAND
36 % non-profit
1 % public sector
4.6. Financing
AUSTRIA GERMANY NETHERLANDS SLOVENIA FINLAND
1.6% GDP 1.4% GDP 3.8% GDP 1.4% GDP 2.5% GDP
Financing: Financing: Financing: Financing: Financing:

From municipal taxes (proportional)
and state taxes (progressive).

Structure of income according to
source:

public sources 77% (national 36%,
municipalities 41%)

private sources 23.5%

Structure of expenditures:
32.9% institutional care
24.4% care at home

4.9% informal care
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5.l nf or mall care of ol der peopl e
countirn etshe European Uni on

In every society, there are forms of informal care for persons that require assistance at all ages,
depending on cultural and ideological characteristics. Demographical changes are constantly
increasing the number of older people that depend on the assistance of others. In modern European
societies, three quarters of the retired generation are capable of completely independently perform
all the activities of daily living, while one quarter requires assistance and care: half of them require
some assistance and the other half require a lot of assistance. Approximately 5% are situated in
institutions for social and health care (Ramovs 2012).

In any case, informal care is a form of assistance that a person receives first, because it is usually
performed by family members, relatives or friends. The family has always been the primary
environment for offering care and support for the disabled. Despite the fact that all over the world
there are more or less intense developments of long-term care with benefit systems and legal
regulations, the field of informal care is many times overlooked or poorly organised. Both professional
providers and politicians are often not aware of how important are informal caregivers in the long-
term care system. Informal/family caregivers with their contributions to care of elderly people
significantly relieve the health system, but within the care system, they are a hidden and often a
vulnerable element (Lipar 2012). Informal caregivers often have different health problems, especially
in countries where a formal long-term care system is not developed. Those caregivers that spend
several hours per week for preforming care are also facing mental difficulties (Lipar 2013). Performing
informal assistance can also lead to caregivers becoming poor, because they often become excluded
from the labour market. Those caregivers that are less employable are even more exposed. Leaving
the labour market can also have a negative impact on the pension, financial problems due to additional
costs of care can appear (aids for care, apartment adjustments, special food, medications, etc.), etc.
(Naiditch et al. 2013, 59) Women are even more exposed as informal caregivers and they perform
twice the number of hours comparing to men. Men are predominantly involved in administrative work
and organisation, while women are, in addition to their job, also involved in care for their children or
grandchildren.

Due to different burdens and the modern way of life, it is getting increasingly harder for many informal
caregivers to perform their role. To enable the family to keep its unique role that cannot be substituted
by anything else, families require suitable professional and public assistance (Ramovs 2012).

5.1. Definition of informal care

Many studies have shown that the field of long-term care in understood differently in different
countries; often we also see intertwining of informal and formal care.

Under the ANCIEN project (Assessing Needs of Care in European Nations)'?, cooperating countries
formed a mutual definition of informal care. They defined informal care as care that is provided by
non-professional providers — caregivers, such as partners or other family members, relatives, friends,

12 ANCIEN is a research project, financed under the 7t framework programme (FP 7 Health-2007-3.2.2), that
also researched the field of informal care of people aged 65 or more in 21 EU member countries.



neighbours and others who are not directly related to care recipients. Informal care is usually
performed at the home of the care recipient and is not paid (Ridel in Kraus 2011).

Under the projects EUROFAMCARE and PROCARE, in accordance with professional literature,
European countries determined the basic characteristics that distinguish informal care:
- Informal care is provided by family members, relatives, friends or neighbours;
- Caregivers are not professionals or are not officially trained to perform care or they gained
certain skills in guided training courses;
- Caregivers are not bound regarding liability;
- Caregivers are not paid for their work, but they usually receive certain financial benefits;
- Caregivers perform different activities (even those that are provided by professional
caregivers) including emotional support; they do not have a limited time for care and they
usually do not benefit from social security rights (Triantafillov 2010).

OECD also called informal caregivers the backbone of long-term care systems in all OECD countries.
They are defined as people that provide daily or weekly care to family members, relatives, friends or
people that are part of their social network and that require assistance with basic and instrumental
activities of daily living. As co-providers of long-term care, informal caregivers in Europe in average
provide 80% of all care, estimated as services or in the light of cash benefits (Naiditch et al. 2013).

Leichsenring et al. (2013) state that policies in the field of long-term care are facing different
substantive issues. For an effective development of policies and measures for supporting informal
caregivers, they prepared a framework for defining measures (both as cash benefits and services in
kind) in connection with the needs of informal caregivers and measures regarding the needs of older
people.
Triantafillov et al. (2010) suggested the following classification:

- Special measures regarding the needs of informal caregivers (Table 10).

- General measures regarding the needs of informal caregivers and older people that

require care (Table 11).

Table 10: Special measures regarding informal caregivers and examples of special measures

Special measures Examples
Indirect (supporting and improving In kind Informing, training, education, possibilities for
providing of informal care) exchanging experiences, training of formal caregivers

for providing support and including informal
caregivers in providing common care

Direct (improving the content of In kind Legal recognition of informal caregivers’ rights,
informal care) such as filial leave, flexible working arrangements,
pension insurance, accident insurance;

As benefitscarer’s allowance
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Table 11: General measures regarding informal caregivers and examples of general measures

General measures

Examples

Indirect (mainly for informal
caregivers)

Respite care, support groups and support from
voluntary initiatives

Direct (mainly for older people)

In kind Services in the local and institutional
environment; accommodation and home adjustments,
technical support, food delivery

As benefitsallowance for help and assistance

For planning policies in the field of long-term care and support for family caregivers, an analysis of the
current situation in this field in Slovenia and a comparison with some other EU member countries are
crucial. Because care is provided at the informal level, it is hard to obtain data that could be used for
preparing a comparative analysis between different countries. Information that is used hereafter is
taken from several national and international surveys. For the analysis of the current situation in
Slovenia, we used the survey “Starejsi za starejSe” (The Elderly for the Elderly) that was performed by
the Slovenian Federation of Pensioners' Organisations, information based on the representative field
study Needs, Abilities and State of Slovenian Citizens Aged 50 or More performed by the Anton
Trstenjak Institute of Gerontology and Intergenerational Relations, the survey Quality of Social Care at
Home performed by the Faculty of Social Sciences in Ljubljana, and the international survey SHARE —

Survey of Health, Ageing and Retirement in Europe.
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5.2. Providing informal care in Europe
5.2.1. Informal caregivers

OECD countries estimate that in average 15% of people aged 50 or more provide care to a dependant
relative or friend (information from 2010). The highest percentage of approximately 20% is in Belgium
and Italy, while the lowest percentage of approximately 12% is in the Scandinavian countries,
specifically in Sweden and Denmark. This information varies mostly because of the very low percentage
of formal long-term care in Italy and a very high percentage in Sweden. If we compare information
from 2010 and 2007, we can see that the level of informal care is rising. For example, the number of
informal caregivers in Sweden has increased by 4% from 2001 to 2010, in Belgium by over 8%, and in
Italy by over 3%. The number of informal caregivers also increased in countries that will be used for
comparison in this document, which are Austria (by 3%) and Germany (almost by 5%) (See Figure 3).

Figure 3: Population above 50 that were identified as informal caregivers (in 2010)
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Source: OECD Indicators. Health at Glance. 2013, p. 181

As estimated by OECD, there are more female informal caregivers (over 60%). In the future, women
of all age groups are also expected to cover the majority of informal assistance (Lipar 2013).

In average, 66% of informal caregivers provide care on a daily basis, while the other 34% provide care
on a weekly basis. Regarding the intensity of informal care, there are big differences between
individual OECD countries. In Scandinavian countries (Sweden, Denmark), the percentage of informal
care is small due to a well-organised and accessible formal care services. The percentage of informal
care in a certain country usually depends on the extent of formal care.

Projections show that the future will not only bring an increase of the percentage of older people, but
also an increase of the percentage of informal assistance sources (family, neighbours, friends, non-
governmental organisations).

5.2.2. Non-governmental organisations

Non-governmental organisations play an important role in long-term care systems, but this role is very
different in different countries. Leichsenring et al. (2013) determined that this role is more visible in
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environments where formal care is not sufficiently developed. Good practices in Europe are mostly
societies that connect patients with the same disease (Alzheimer café, Good practice 3), their family
members and professional workers, offering programmes that also include support for volunteers and
expand the network of cooperation with different service providers. With the support for carers based
on mutual experiences, they also reduce their exposure to stress (Naiditch M., Triantafillou J., Santo
P., Caretto S., Hirsch Durrett E., 2013).

Good practice 3: Alzheimer Café (Slovenia)

Alzheimer Café (Slovenia)

The Slovenian Alzheimer Association Spomincica organizes informal meetings that are mainly
intended for family members of patients with dementia. The main intention of these
meetings is to offer a relaxed environment at a cup of coffee for opening new questions that
are answered by professionals from this field. These meetings are free. Similar meetings take
place all around Europe. First meetings took place in 1997 in the Netherlands when
professionals realised that besides the patient also the family members of patients with
dementia require assistance, because they are often overwhelmed.

Source: http://www.spomincica.si

At European level, based on the English example, different organisations started to emerge that
recognised the importance of informal caregivers and started to provide support, representation, legal
assistance and development of this field of care. These organisations are included in the European
Association Working for Carers (EUROCARERS)*. Hereafter, we also present a project of the Eurocarers
Association called INNOVAGE for preparing an online platform for informal caregivers (See Good
practice 4).

13 Information on the EUROCARERS association is available at: www.eurocarers.org

44


http://www.eurocarers.org/

Good practice 4: INNOVAGE — online services for informal caregivers (international)

INNOVAGE - online services for informal caregivers (international)

The goal of the international project INNOVAGE is the development, overview and
cataloguing innovations for the elderly. Besides collecting good practice examples of
social innovations and establishing a new European system for evaluating the impact of
these innovations on life expectancy, the project is developing innovations on four key
areas:
a) Customised forms of living for the elderly.
b) Online platform for informal carers of the elderly that would offer to final users:
- National information on care and support services;
- Legal and financial information;
- Information on frequent health issues and difficulties of older people;
- Strategies and information on facing and dealing with care;
- Possibilities for coordinating care of family members and work obligations;
- Interactive services for peer and professional support through social networks,
forums, chatrooms and video conferences.
To informal carers, it provides:
- Suitable online support services for informal caregivers;
- Access to these services in countries with little or no targeted services;
- Promotion of the active network of service-providing organisations.
c) Social interventions for reducing overweight at old age.
d) Support for individuals with dementia that live in long-term care institutions.

Source: http://www.zdus-zveza.si/projekt-innovage-spletne-storitve-za-neformalne-oskrbovalce

5.4. Providing support to informal caregivers based on examples in

Austria, Germany, Finland, the Netherlands and Slovenia

5.4.1. Austria

According to the latest information of the Austrian Federal Ministry of Labour, Social Affairs and
Consumer Protection from 2013, care for 59% of all recipients of long-term care allowances was

provided by their relatives, 22% of these recipients additionally received mobile/outpatient services;
3% of users had 24-hour assistance that was mostly provided by women that moved from other EU

member countries. 5% to 10% of migrant workers were included in care services as 24-hour assistants.
Usually, a family hires two assistants that work 14 days in rotation. They are included into the labour

market as family assistants.
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In the last decades, Austria adopted many measures for supporting informal caregivers. Under the
chapter on long-term care services and benefits in Austria (page 11), based on the latest information
of the Austrian Federal Ministry of Labour, Social Affairs and Consumer Protection we detailed the
number of persons that received financial benefits and who provided care for these people. They
joined different long-term care allowances for informal carers. Informal carers have a free social
insurance and the period of offering care is accounted for as pensionable service for the purpose of
obtaining the pension (European Commission services, 2014).

In the last decade, Austria also introduced several instruments for supporting informal care:

- Support for 24-hour care

- Social insurance for carers of family members
- Support for carers of family members

- Paid absence from work

In 2008, employment of 24-hour carers (“private migrant assistants”) became partially regulated,
but supervision in this area is still insufficient. Providers of temporary care services are relatively
rare (Rodrigues et al. 2013).

Good practice 5: Support for non-professional caregivers (Austria)

Support for non-professional caregivers (Austria)

This pilot project enables users that require 24-hour care and family members that provide
such care to have access to professional counselling regarding different issues. A second
project that is implemented in Vienna, Lower Austria and Burgenland offers family members
that perform care a 14-day vacation and a social programme that includes an exchange of
experiences through a professional moderator. During this time, care is provided by paid
professional carers. By changing the social security legislation in 2007, the position of carers
that provide care to family members improved significantly.

Source: Lonterm care in the European Unidittp://ec.europa.eu/social/

54.2. Finland

Caregivers that provide informal care at home in Finland can receive a special allowance (Johansson
2010). This allowance is intended for families where one family member cares for an older partner,
parent, etc., by staying at home and leaving the labour market. Local authorities decide on these
allowances. A family member receives a care allowance of at least EUR 375.41 per month and not more
than EUR 749.01 EUR, according to the circumstances of care. This allowance is taxed; it can also be
combined with different forms of care at home (Johansson 2010). Informal caregivers also have a right
to three days of vacation per month, during which the municipality is responsible to provide care.
Informal caregivers are insured against work injuries and illness and the municipality pays their pension
contributions (Adequate social protection against long-term care needs in an ageing society 2014). The
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country is aware that family members are an important part of providing care, which is why, with the
intention to promote care within family circles, in 2011 Finland changed the Act on Contracts and
Employment, enabling carers for family members to receive unpaid leave from their employers. The
effects of this Act were not jet evaluated (Vidlund and Kivela 2012).

The extent of informal care in Finland is hard to assess, because there is no reliable data about this. A
rough estimate from the Eurofamcare project is that 133,000 people in Finland receive informal care,
which is approximately 15% of the population aged 65 or more. Among those that provide informal
care, there are 75% women, 39% are older than 65 years, and 43% are partners of persons that receive
care (Johansson 2010).

For offering support to informal caregivers, the PALKO model was developed in the 1997-2007 period,
which enables an integrated approach to care and an active involvement of care recipients and non-
professional caregivers. Information technology is very well developed (e.g. fall detection sensors, etc.)
(Tepponen and Hammar, 2011 in Leichsenring et al. 2013: 107).

Good practice 6: Promoting an active role of care recipients and non-professional caregivers

(Finland)

Promoting an active role of care recipients and non-professional caregivers — the PALKO
Model (Finland)

The model was developed in the 1997-2007 period and it provides an integrated approach
to care and an active involvement of care recipients and non-professional caregivers. It
was developed and mostly financed by the National Research and Development Centre
for Welfare and Health. The project was also co-financed by municipalities, the Academy
of Finland and the Finnish Ministry of Education. PALKO is a generic prototype of a case
management model adapted to the needs of municipalities. It includes many important
elements for ensuring quality of care, such as: actual timer of information transfers,
organisation, coordination of providers, development of goals in cooperation with
providers, service users and their non-professional caregivers. The PALKO model provides
ways that promote an active involvement of care recipients and informal caregivers in the
planning of care. A case manager is a person who is closest to the family or the recipient
of care, is connected with all service providers, well-informed and provides a better care
support.

Source: Hammar et al. 2007 in Leichsenring et al. 2013:112
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Good practice 7: Reduced working hours due to caring for a family member (Finland)

5.4.

Reduced working hours due to caring for a family member (Finland)

Since January 2014, Finland has a legal basis for absence from work due to providing care for
a family member (the Act on Contracts and Employment). Although the initiative for this right
was already placed in 2007, it triggered a lively debate because of potential negative influences
of this measure to the participation of women in the labour market, an increase of labour costs
for the employer and potential prolonged absence from work.

According to the Act, if an employee needs to provide care to a sick (older) family member for
a certain period of time, his employer shall enable this. The employee and the employer have
to reach an agreement regarding the duration of absence considering the needs of both
partners.

During the temporal absence from work due to providing care for a family member, the
employee does not receive payment, but he has the right to return to his job after the end of
this period of temporal absence. If there is no agreement between the employee and the
employer, the employer has to argue his rejection with substantiated reasons.

Source: Employment contract Act (January 2014) and Teppoin Yeandale (2013)

3. Germany

Germany has no official data on informal caregivers or persons that provide non-professional

assistance. But in certain circumstances, informal caregivers are eligible for a social and pension

insurance. In 2010, 414,000 carers were insured this way.

1) Social Security Code XI, Social security insurance (Sozialgesetzbuch XI, Soziale Pflegeversicherung)

states:

Persons that require care are eligible for a care allowance, have a legal right for receiving four
weeks of temporal care and up to four weeks of short-term care in institutional care per year,
and, if required, also additional day/night care.

Long-term care insurance also covers informative and counselling services, and there are also
free care courses for informal caregivers. Participation in courses in voluntary.

Long-term care insurance and health insurance funds started to include so-called long-term
care support centres that provide counselling on the local level near home, care (social and
health care) and assistance for informal caregivers.

Informal caregivers are insured against injuries in case of “occupational accidents”; and if they
provide care more than 14 hours per week, they are also eligible to receive a care allowance
from the obligatory pension insurance fund (Triantafillov 2010).

Long-term care insurance also covers social contributions of informal caregivers, if:

The caregiver lives in Europe or in Switzerland,
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- provides care for at least 60 days in a year and
- is not full-time employed for more than 30 hours per week (Adequate social protection against
long-term care needs in an ageing society 2014).

This is a baby-boom generation that is expected to slightly increase in this decade. That is why we can
also expect that the potential of providing informal care by family members will increase. After this
generation reaches 80 years (for example in 2025), there will be less family members and the need for
professional care will increase. In the medium term, the lack of formal caregivers will thus intensify
(Adequate social protection against long-term care needs in an ageing society 2014).

In January 2012, a new legislation for employees that perform care at home was adopted. Employees
with family members that require care are entitled to a reduction of working hours to 15 hours per
week for a period of up to two years (Adequate social protection against long-term care needs in an
ageing society 2014).

According to the new Long-Term Care Act (in German PflegeNeuausrichtungsGeset}, which applies
since January 2013, the conditions for respite or temporal care have improved for those that receive
allowances. If an informal caregiver gets ill or goes on a vacation, the long-term care insurance provider
pays up to 4 weeks of respite care, but not more than EUR 1,550 per year (Adequate social protection
against long-term care needs in an ageing society 2014).

The mentioned act reinforced the field of financial benefits and domestic support that refers to
communication or activities of maintaining a social network. Persons with dementia can now receive
benefits (services, allowances) even if they are not eligible for care in category 1 or if they are eligible
for additional benefits in categories | and Il (Adequate social protection against long-term care needs
in an ageing society 2014).

Good practice 8: Respite care allowance (Germany)

Respite care allowance (Germany)

Recipients of long-term care allowances are entitled to a respite care allowance if their informal
caregiver gets ill or goes on vacation. The insurance provider pays up to EUR 1,550 per year for
up to 4 weeks of respite care. Persons that provide respite care cannot be related to the receiver
of care.

They are only entitled to this right if the informal caregiver cares for the person that requires
care and assistance for a period of at least 6 months before enforcing the right to respite care.

Source: Socialgesetzbuch -SGB XI, Article 39, www.sozialgesetzbuch-sgb.de/sgbxi/1.html
Janssen, Christian, Enno Swart, Thomas von Lengerke: Health Care Utilization in Germany: Theory, Methodology, and
Results
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Good practice 9: Support for non-professional caregivers (Germany)

Support for non-professional caregivers (Germany)

When persons receive long-term care at home, the family members that provide care are
entitled to different support mechanisms, including the allowance for help and assistance,
different services and other rights and benefits, such as pension fund contributions, accident
insurance and training courses. In order to relieve family members to a certain degree,
outpatient care is also available. For ensuring high quality of care at home, medical service
teams hired by insurance providers perform legally regulated house visits, professional
caregivers provide compulsory advice regarding care, and long-time care insurance providers
have to organise free courses on care for family members and volunteers. There are also other
services to relieve family members even more (outpatient capacities, technical support, etc.).

Source: Long-term care in the European Union (available at: http://europa.eu (29t November 2014)
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http://europa.eu/

Good practice 10: Reduction of working hours due to caring for a family member (Germany)

Reduction of working hours due to caring for a family member (Germany)

At the beginning of 2012, new legislation came into force regarding employees that
provide care at home. An employee with a family member that requires care has the right
to a reduction of working hours. This reduction has to be for at least 15 hours per week
and for a period of up to two years. During this time, the employee receives a lower
income, although the reduction of pay is not equal to the reduction of working hours.
Employees cover the difference between the received and earned income/pay by receiving
a reduced pay also after they return to full-time employment for the same period as the
period of the reduced working hours for providing care to a sick or disabled family member.
For example, if an employee actually only works 50% of his working hours, he/she will
receive 75% of his/her pay during the period of providing care for a sick or disabled family
member. His/her pay will stay at the same level after the employee returns to full-time
employment for the same period as was used for providing care. The compulsory pension
insurance for long-term care covers additional pension contributions during the care
period, if employees provide care at least 14 hours and their employment is reduced to
maximum 30 hours per week. This right is not provided by law, but is only a possibility if
there is a written agreement between the employer and the employee or if it is included
in the collective agreement (Act on Family Care Time, in German Gesetz ueber die
Familienpflegezei2011).

This form of reduced working hours was not frequently used after the introduction of
legislation.

Source: Blum, Sonja and Daniel Erler: Nemsko porocilo in p.Moss, International Review of Leave Policies and
research 2013,
http://www.leavenetwork.org/fileadmin/Leavenetwork/Country_notes/2013/Germany.FINALcitation.pdf

Gasetz ueber die Famillienpflegezeit, http://www.gesetze-im-internet.de/bundesrecht/fpfzg/gesamt.pdf

5.4.4. The Netherlands

The Netherlands attaches great importance to informal assistance/care (mantelzorg, which is defined
as a long-term care that is provided by non-professional caregivers from the close environment of
persons that require assistance (family members, friends, neighbours, etc.). The country recognises
informal care as a crucial part of the whole system of home care. Among users, there are also disabled
persons. The average scope of informal weekly care is 18 hours. Informal care is often an addition to
formal care, but it can also be an alternative to formal care. There are four forms of informal care
recognised (housework, personal care, psycho-social support, care support) (Huisman, 2002: 28 in
Kobal 2004).
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The responsibility for performing long-term care in the Netherlands has a multi-layer structure and is
divided into the national, regional and local level. The country is responsible for establishing a system
for implementing long-term care (Pommers et al. 2007 in Home care Europe — Case studies 2013),
mainly focused on basic activities of daily living. The regional and local (municipal) level has the
exclusive responsibility for setting up a system for implementing support services for instrumental
activities of daily living.

According to Eurobarometer, only 13% of the Dutch people would (hypothetically) decide to care for
a family member (the European average is 34%). Over 50% of the Dutch people (the European average
is 27%) believe that formal care is the best solution for persons that require assistance from others
(Home care across Europe - Case studies 2013)4.

The Dutch legislation also includes family members as providers of informal care into the long-term
care system. Spouses are primarily responsible for performing basic care. Basic activities of daily living
that depend on family members are defined in the protocol of the Ministry of Health, Welfare and
Sports (2010b in Home care across Europe — Case studies 2013). Children that live in the same
household are responsible to provide housework (instrumental activities of daily living), but they are
not responsible for offering financial support to their parents. Lack of detailed guidance at the national
level is often a reason for decentralisation of care at home. Persons requiring assistance and their
families can decide to a significant degree what will be provided by informal caregivers (Home care
Europe — Case studies 2013, 6). Long-term care at home includes both formal and informal care forms
that are combined according to the user’s needs. Integration of both forms is mostly important in the
light of providing support to informal care by reducing the possibility of overloading informal
caregivers. Formal caregivers are being included through respite care.

In the Netherlands, there are approximately 80 support points that provide key activities, such as
emotional support and counselling, informing, education, practical support and respite care during
vacations. National support is thus limited to financing these support points and establishing the expert
centre for informal assistance (Huisman 2002, 28 in Kobal 2004).

5.4.5. Slovenia

Slovenia has no national policy that would systematically and uniformly regulate the field of informal
care. Informal care is often intertwined with formal care services, because the health care system and
the social care system are divided and uncoordinated at the level of users of long-term care services.
A few legal acts were adopted that indirectly also refer to informal caregivers: the Pension and
Disability Insurance Act regarding the right to allowance for help and assistance; the Health Care and
Health Insurance Act regarding the right to an allowance for providing care for a family member that
lives together with the caregiver in the same household; the Act Amending the Social Security Act that
enables family assistants to receive allowances based on special provisions.

Since 2006, there were also many strategic and similar documents adopted that stress the importance
of informal caregivers. These documents point out that suitable training and services for families that
care for an older family member need to be provided on a local level (day care, temporary care), and
that measures for enabling a more flexible employment adjustments are required (right to

14 Available at: www.nivel.nl/en/home-care
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employment with reduced working hours without the risk of losing the right to social security for
caregivers).

Providing care at home in Slovenia is being implemented in different ways, because there is still no
uniform long-term care system. Nonetheless, informal care is an important and indispensable part of
providing care to older people in Slovenia. The needs of the elderly are very diverse and they require
inclusion of different professional and non-professional providers who are not operating in a
connected/integrated manner. Care is thus provided by community nurses that provide health care,
social carers that provide support services, social workers, and others.

Exact data on the extent of formal care in Slovenia does not exist. For making estimations, we can
mostly refer to the survey Needs, Abilities and State of Slovenian Citizens Aged 50 or(horebe,
zmoznosti in staliS€a prebivalcev Slovenije, ki so stari 50 let in vec) by the Anton Trstenjak Institute of
Gerontology and Intergenerational Relations; the survey The Elderly for a Better Quality of Life at Home
(Starejsi za boljso kakovost Zivljenja doma) by the Slovenian Federation of Pensioners' Organisations;

and the survey Quality of Social Care at Hortiakovost socialne oskrbe na domu) by the Faculty of
Social Sciences in Ljubljana.

According to the research on social support of the Slovenian population, adults that require help due
to a serious disease or general weakness mostly turn to their close family members. The focus on family
support is especially evident in case of persons that require constant support with their everyday
activities (Hlebec et al. 2014, 15), which means that a significant part of care for the elderly is provided
by close family members, mostly partners (wives), children (daughters) or relatives. In the survey
Needs, Abilities and State of Slovenian Citizens Aged 50 or More, the chapter on care for the helpless
is the most comprehensive. The main intention of this chapter is to present information regarding the
needs, abilities and opinions of the population for preparing and implementing a uniform national
long-term care system in Slovenia. This research was conducted in 2010 and it included 1047 citizens
aged 50 and more. It was determined that in the last six months, 13.5% of participants required
assistance and care and 19.3 participants provided assistance and care. Among the participants aged
65 or more, 18.9% required assistance and care in the last six months; and among the participants
aged 80 or more, this percentage was 43.4%. The research showed that every fifth citizen of Slovenia
aged 50 or more, besides having other roles, also has a role of a family care provider. Informal care
mostly includes family care providers, which are usually spouses and daughters, followed by other
relatives (sons, daughters-in-law, granddaughters and grandsons, brothers and sisters). It was
determined that among older caregivers, there are two thirds of women. The results of the research
also showed that the percentage of caregivers increases after retirement. After the 70™" year, the
percentage of family care providers starts to decrease, at a slower rate for women than for men. Data
shows that old people care for their family member to the end of their lives, according to their abilities.
From the financial perspective, the time required for providing informal care by caregivers is also
important. In the research, the highest average time was identified for providing care for a spouse with
30.61 hours per week (Ramovs 2012).

Caregivers performed basic and instrumental activities of daily living. In the major part, the care of
caregivers is limited to instrumental activities like shopping, housework, money management,
housecleaning, loundering and ironing, and preparation of food. Basic activities of daily living that were
usually performed were dressing, personal hygiene, getting out of bed, using a toilet, and using
bathroom (Rant 2012).
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Within the framework of the project European Unioig also an opportunity for the elder(§vropska
unija - priloZnost tudi za starejse), the Technical Culture Association of Slovenia and the Slovenian
Federation of Pensioners' Organisations cooperated in the project Older people for a better quality of
living at homgStarejsi za boljso kakovost Zivljenja doma), where a model for monitoring the needs of
the elderly at home was developed and tested. The starting point of the project was a desire to provide
a more effective connection and cooperation between public service providers and pensioners’
organisations for achieving a better help at home for the elderly. The results of the research that was
performed by 18 pensioners’ organisations enabled a better guidance for municipalities in providing a
more effective help for the elderly at home. A need for a constant gathering of data in connection with
older people that require assistance and for connecting the governmental and the non-governmental
sector in the context of improving the quality and quantity of providing assistance to those that require
it occurred (KoZzuh Novak M., 2004).

In the period from 2004 to 2013, the research (ZDUS, 2013) included 109,385 older people, and 10,623
in 2013. Data was gathered by members of local organisations and processed using the MS Excel
software at the Slovenian Federation of Pensioners' Organisations. The presented data shows average
values of the ten-year period and the values in 2013. The research included 63% female participants,
59% in the final year; and 37% male participants, 41% in the final year. The majority of people lived in
a closer or wider family, and over 21% lived alone, also in the final year of research. 13% of all
participants estimated that they require additional assistance (Figure 5). In average, 17% of older
people estimate that they are limited or very limited in performing their basic activities of daily living
(Figure 6).

Figure 4: Assessment of older people that they require  Figure 5: Self-assessment of the ability of performing daily

assistance activities
3%
8% M niod
ni odgovora
13% Eni 14%
odgovora M brez teZav
mda
79% ovirani
ne
M zelo ovirani
No answer / Yes / No No answer / no limitations / limited / very limited

Source: ZDUS 2014. Starejsi za boljSo kakovost Zivljenja doma. Ljubljana: internal material

In 2013, this percentage of older people increased significantly (43%). The reasons for this high
increase of the number of older people that believe that they are limited or very limited in their daily
activities will definitely need to be researched through additional studies. The most common forms of
assistance that are required by older people are instrumental activities like housecleaning, preparation
and delivery of food, heating, and buying groceries (7% to 32%). In the context of basic activities of
daily living, it was determined that older people mostly require assistance with personal hygiene, and
9% require health care services. This percentage did not change in the final year. In the last period of
the study, we can identify a significant decrease of the need for supporting forms of assistance (10%).
The reason for this decrease of the readiness to accept these forms of assistance lies probably in the
financial capabilities of individuals, as also stated by Hlebec et al. (Hlebec 2010a in Hlebec et al.

54



2014:75). Regarding who usually provides care to older people, they answered that they are usually
their children (47%), followed by relatives (10%) and neighbours (4%) (Figure 7).

In the final year, the number of close family members (children) that were included in providing care
to older people increased significantly (67%).

The research showed that older people are also included as caregivers. They mostly provide care to
their children, grandchildren or parents (18%) (Figure 8), to neighbours (11%), and other relatives and
others (13%). Inclusion of older people in providing care increased in the context of providing care for
neighbours to 18%, in the context of providing care for relatives and others to 23%, and for providing
care for children and parents only by 1%.

Figure 6: Providers of care at home Figure 7: Older people as informal providers of care
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Source: ZDUS 2014. Starejsi za boljSo kakovost Zivljenja doma. Ljubljana: internal material

The results of the survey Quality of social carat home: Evaluation, data and recommendations
(Kakovost socialne oskrbe na domu: vrednotenje podatki in priporocila) (Hlebec et al. 2014) showed
that the models of care among Slovenian users differ and mostly depend on whether the users live
alone or with his/her family. People that live alone have the lowest need for care and people that live
in a multi-generation household have the highest need for care. Until these needs are not too complex,
the informal network provides the majority of care. For people with no support network, formal care
is an important factor for extending the possibility of living in the community. Analyses of data
regarding the users’ family members show that 89.8% of family members of users of social care at
home regularly also provide practical assistance or care for their family member. The majority of family
members provide care to their partner (80.7%), followed by their parents, family members, and
persons that are not related (Hlebec et al. 2014).

Factors that affect the need for care have not changed in several years (Table 14) (Hvali¢ Touzery
2007b). The demand for care is still affected by a higher number of old and very old persons, a higher
number of people with chronic diseases and a higher number of people with dementia. The
accessibility of family caregivers is still limited by a higher percentage of women included in the labour
market, a higher retirement age, a higher internal and external migration, and a lower number of
potential caregivers.
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Table 12: Factors regarding the demand for care and availability of family caregivers

Factors that can: Demand for care Availability of family caregivers
T higher percentage of women

T higher number of old people included in the labour market

9 higher number of people with 1 higher retirement age
Increase demand/ chronic diseases 9 higher percentage of divorces and
decrease accessibility 9 higher number of people with second marriages

dementia T higherinternal and external
9 higher number of very old people migration

T lower number of potential caregivers
(low birth rate)

9 better health due to preventive
health care / healthy lifestyle /
technological progress

Decrease demand / 9 higher preference of formalcare | I policies for supporting family

increase accessibility over family care caregivers

9 political pressures for high
inclusion rates

 long-term care insurance

9 level of providing services and
financial support

9 social policy regarding family
caregivers

9 level of providing services and
financial support

health of caregivers

readiness to receive care

Potentially increase or
decrease both

= =

Source: Salvage 1995:66 in Hvali¢ Touzery 2007b

Non-governmental organisations and local environments also have an important role in developing
and offering complementary long-term care. Especially in the last two decades (Filipovi¢ Hrast et al.
2014), there was a boom of different societies, service providers and programmes for the elderly that
are implemented at the community level. For providing community care (Ramovs et al. 2012), there
are preventive programmes for healthy ageing like sports, recreational and cultural activities of
pensioners’ organisations, educational programmes, courses for preventing falls at old age, and others.

56



Good practice 11: Social network of intergenerational programmes for high quality ageing, training
course for family members (Slovenia)

Social network of intergenerational programmes for high quality ageing, training
course for family members (Slovenia)

The Social network of intergenerational programmes for high quality ageing in Slovenia
is a system of modern programmes performed by the Anton Trstenjak Institute. Through
these programmes, they inform municipal, local and other communities or institutions
for older people about high quality, healthy and active ageing, and about solidarity
between generations; they also offer training to individuals for an effective
implementation of these tasks based on self-help and local self-organisation. The main
intention of this network is to prevent social exclusion of older people and reinforce
intergenerational solidarity.

The prgramme also includes a training course for family members that provide cai
an older person or that are closely connected with an older person. It is intende
family caregiverg family members that provide care and assistance at home to an ¢
family member and those who wish to prepare for providing care at home for a s
disabled older persorhe duration of the curse is 8 10consecutive weeks, 2.5 hou
per week, with up to 20 participants. Contents of the course: getting familiaagéing

and old age, communication with older persons, reducing stress while providing ca
living together with an older family member, dementia, gathering information on «
for older people and possibilities of external assistance and care, gigrsipy, dying
and mourning, exchanging experiences with others in similar situafftes completing
the course, participants can also be included in atsdf group called the Famil
YSYOSNEQ Of dzo

Source: http://www.inst-antonatrstenjaka.si/sozitje/projekti/1.html

6.Needs and pogmuilhbiilseetxitab ofmt i o
t he fi eltderon claorneg aagnedi nagc t i v e

Caring for older people, their health, wellbeing and satisfaction, and preservation of their abilities for
independent living does not begin at old age and it also does not depend on a single economic or social
factor. These activities should be initiated when a person is still young and penetrate all aspects of life
and activities of communities and individuals. Good health, healthy lifestyle, healthy habits, suitable
working and living conditions, social conditions, education, suitable accommodation, healthy natural
environment, etc. — these are all factors that can significantly affect how long people, especial older
people, will be able to have a decent standard of living and live independently of others’ assistance.

Different programmes and efforts to achieve healthy and active ageing should become part of
economic, environment, education, social, health and all other policies. On all these areas, there can
be measures implemented that could positively affect physical, mental and social wellbeing of people
—in other words, this could have a positive effect on health in general and consequently also on health
of older people and their ability of independent living. Increasing this ability or reducing the
dependency ratio of older people is an important contribution to achieving a better quality of life,
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independency and intergenerational coexistence where older people can use their knowledge,
experience and work to achieve progress and friendly human relationships. All this also has an
economic effect, because it would lower the costs of the public health care system and especially the
long-term care system. It follows from the above that multisector collaboration, planning and
coordination of development are the essential conditions for achieving the goals set both in Slovenia
and in Europe in the field of active ageing. Multisector collaboration in this field means:

Multisector collaboration is the partnership that results when government, non-profit, private, and
public organizations, community groups, and individual community members come together to solve
problems that affect the whole community.?®

There are many possibilities for multisector collaboration, but these possibilities are often not used
well enough. Throughout the world, the most developed collaboration in the field of long-term care
and care for the elderly is the coordinated implementation of health care and long-term care systems
and the performance of the stakeholders in these systems. Instead of a “closed operation” of each
stakeholder in his own field, these systems are in individual countries becoming increasingly better
connected and are providing people complete functional and organisationally suitable programmes,
services and support. Within this approach, health care service providers (on primary, secondary and
tertiary levell) are closely cooperating with long-term care providers and they are mutually planning
and coordinating care for the elderly that are or that will become dependent from assistance of others.
In this form of cooperation between providers of both types of services, they stress the importance of
communication, mutual help and support when facing difficult issues while providing health, social and
support services to persons that are eligible for receiving long-term care. To the contrary, a person in
Slovenia that requires long-term care services is left to his/her own abilities and initiative or maybe to
the findings of health or social service providers to determine that he/she requires assistance from
others. Even after this has been officially confirmed, health service providers often do not know what
is going on with this person, and the other way around — long-term care providers do not have
information on the health conditions and changes of the health conditions of this person. All this could
and should be abolished by adopting legal and organisational changes and by changing the way long-
term care is provided in practice. A good example of this integrated approach to long-term care can
be found in Canada.

Canada has legally defined ways and obligations of mutual cooperation between health care and long-
term care providers (formal and informal), thus providing successful implementation, effectiveness
and high quality of long-term care.

There are also many similar examples in Europe: in the Netherlands, France, Austria and other
countries®®, The basic principle of multisector collaboration is the same in all countries: to connect
different systems into a coordinated and mutually supportive operation to better serve people that
require support from others. This is an intersection of factors and activities on the relation:

Health system ———==  Natural social environment —<——== Social security

On this relation, cooperation outside concrete actions and cooperation of stakeholders in long-term
care is especially strong. Possibilities exist at:

15 http://ctb.ku.edu/en/table-of-contents/implement/improving-services/multisector-collaboration/main
16 See: Intersektorale Politik und ihre Folgen fiir Individiuum und Gesellschaft. Wien, 2014
http://www.euro.centre.org/agora/presentations/AGORA_Occasional_Seminar_KL.pdf. quote
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1 The vertical level with cooperation, adopted legislation, and activities of the central
government and the regional and local communities;

9 The horizontal level between individual programmes and different fields of activities in certain
environments.

All these activities should be directed towards areas that could be used to achieve better results at
reducing the dependency of people that require assistance from others. Besides known programmes
for improving health also in old age (for example different preventive programmes), there are also
diseases management programs, measures for preventing poverty, loneliness, different forms of
addiction, social exclusion, etc. Based on this, we can conclude that, similar to other countries, Slovenia
could also approach to forming partnerships for achieving active and healthy ageing. Besides health
care and social care service providers, these partnerships should also include formal and informal
providers of long-term care, local communities and different other organisations and societies.
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7.Exampl es of gioro dit iperladc ttoida ehsonar e

Some examples of good practices were already presented in the above chapters (especially in the
chapter on informal care); other examples according to individual countries are presented hereafter.

7.1. Austria

Good practice 12: Accommodation in return for assistance (Austria)

The project is led by GEFAS (Society of older people) and the Student Association of the University of
Graz. Older people that live in bigger apartments and require assistance with their daily activities
provide a room for students that in return offer practical assistance. Students and others are interested
to join this programme and older people have the possibility to get to know their tenant through a
coordination centre.

Source: Simona Hvali¢ Touzery, Kakovostna starost, Year 10, No. 4, 2007a, (35-52)

7.2. The Netherlands

Good practice 13: Support centres for caregivers (the Netherlands)

The Netherlands has many innovative good practices in connection with family care. They organised
so-called Support centres for caregivergere they provide information and advice, often also social
and emotional support (self-help groups) to caregivers. There is also a special phone number intended
for family carers.

Source: Simona Hvali¢ Touzery, Kakovostna starost, Year 10, No. 4, 20073, (35-52)

Good practice 14: Support for providing informal care (the Netherlands)

The Netherlands has 80 support points that mostly provide emotional support and counselling,
information, training, education, practical support and possibilities of respite care if a caregiver goes
on vacation. Support by the country includes financing these points and establishing an expert support
centre for informal support (Huisman, 2002: 28 in Kobal 2004).

Support for non-professional caregivers is also offered by societies or centres for people that care for
persons with dementia. The Alzheimer Cafe — get-together spots led by volunteers — joins persons with
dementia, their family members and different professionals on an informal level. Patients and their
family members often do not know how to deal with this disease, which is why informal caregivers
require additional support, information and advice. In years 2004 to 2008, they implemented the
National Dementia Programme in 16 pilot regions. In 2010, the project was, with the help of case
managers, placed in 57 regions. A case manager has a key role in managing the disease, coordinating
care providers, informing and advising patients and their family members within his/her knowledge
and skills in connection with the patient’s needs.

Source: Mark 2011b in Leichsenring et al. 201:52.
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Good practice 15: Temporary care (the Netherlands)

In the Netherlands, different forms of temporary care are provided by formal and voluntary
organisations. This type of care is available at the home of the person that requires care, in health
institutions (day centres, special hotglksr in the community (community day centre®oardinghouses
for temporary carg We can point out organisations that organise joint vacations for caregivers and
receivers of caruring their mutual vacation, care is performed by a formal caregiver or a volunteer.
Costs of this type of services are usually very high. Even more interesting and innovative is the practice
of specialised travelling agencies for care and vacatham offer different hotels in the Netherlands
where an older person can receive the same form of care as the care that he receives at home. There

is also a popular possibility of weekends for caregiveghere caregivers spend the weekend in a hotel
together with other caregivers.

Source: Simona Hvali¢ Touzery, Kakovostna starost, Year 10, No. 4, 20073, (35-52)

7.3. Slovenia

Good practice 16: National point for the elderly — the Matija network (Slovenia)

MATIJA is a network of activities, marketing, informing and assistance that provides access to
information, services and assistance, mostly for older people, through a call centre and a network of
organisations and individuals. It connects and supports volunteer and other organisations and service
providers and providers of goods for older people. The network is available through a uniform phone
number.

Source: http://www.cd-matija.si/kdo-je-matija

Good practice 17: HELPS project (housing for the elderly) (Slovenia)

Housing and Home-care for the Elderly and vulnerable people and Local Partnership Strategies in
Central European Cities — an international project for the accommodation of older people that is co-
financed by the Central Europe programme from the European regional development fund. Within this
project, a counselling office for better living conditions of the elderly was established Ljubljana.

The Slovenian partner is ZDUS and the cooperating partner is the Slovenian Ministry of Labour, Family
and Social Affairs.

Source http://www.zdus-zveza.si/helps

Good practice 18: NET AGE Project (Slovenia)

The international project NET—Age, which took place from 2013 to May 2015, is trying to improve the
capacity of sustainable development in connection with demographic processes in countries of the
Adriatic region. It is mainly focused on innovative social and health services that could contribute to
active ageing and independent living of older people. The municipality Kanal ob Soci and the Slovenian
Federation of Pensioners' Organisations cooperated in this project. During this project, the
municipality introduced changes that will improve the quality of life for the elderly.

The project is intended for: public services, volunteer associations, older people and their family
members, social workers, local interest groups, civil societies, reporters and policy makers.
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Source: Mag. Klara Golja, Municipality Kanal ob So¢i. NET AGE — local conference, Deskle, 18" December 2014.
http://www.zdus-zveza.si/netage

Good practice 19: The elderly for a better quality of life at home (Slovenia)

In 1995, retired professionals of the Slovenian Philanthropy and the Slovenian Federation of
Pensioners' Organisations started to develop a project on mutual assistance of the elderly so they could
stay in home care as long as possible. The project in its present form was introduced in 2004.

Project goals:
- Recognise needs of older people that live at home;
- Find those that cannot or will not ask for assistance;
- Make a permanent contact with public services and non-governmental organisations (RKS,
Karitas) and inform them on the needs, if the users agree, of course;
- Organise assistance (services, workshops, visiting lonely people);
- Inform local communities on the quality of life and the needs of older people living at home;
- Establish control of the civil society over all providers of assistance at home.

Volunteers from pensioners’ organisations often visit people aged over 69 that live in their local area,
they record their needs and try to find assistance, if the visited persons agree. Assistance is provided
by public institutions: social work centres and health care institutions, nursing services and local
communities. Humanitarian help is provided by including the Red Cross and Karitas. Socialisation,
interest groups and non-professional assistance (bringing groceries, transport to hospitals, gardening,
reading, and regular visits) are provided by volunteers from pensioners’ organisations. Some
organisations have several years of experience with including children in providing assistance for the
elderly. Since 2006, networking of local elementary and secondary schools and pensioners’
organisations is organised in local communities where both groups provide mutual assistance.

Source http:/lwww.zduszveza.si/starejstavisjo-kakovostzivljenjadoma

Good practice 19: Young people for the young at heart — an intergenerational cooperation project

(Slovenia)

The regional Red Cross Organisation in Novo mesto organised the project Young people for the young

at heart in 2012 (European year of active ageing and intergenerational solidarity). The number of old
people is growing, young people are unemployed, generations are alienated and cooperation is
difficult. This project stresses the importance of active ageing and intergenerational connections.

PROJECT GOALS: PROJECT ACTIVITIES:
- Improve quality of life of older people in - Finding and training volunteers;
rural areas; - Visiting older people;
- Reinforce voluntary work; - Preparing a concept of voluntary work with
- Improve mobility of older people and their older people at their home;
inclusion in community life; - Organising intergenerational workshops;
- Transfer of knowledge, habits and traditions -  Establishing two intergenerational centres and
typical for rural areas to younger generations; self-help groups (Mirna Pec and Stopice);
- Promote active ageing. - Looking  for  possibilities of  social

entrepreneurship.

TARGET GROUPS:
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- People aged 70 and more, chronically ill and disabled persons that are lonely and have mobility
problems due to long distances from cities.
- Volunteers (students, employees, unemployed, etc.).
Source http://www.pomoc-starejsim.si/

8 Review of existing directions &

The majority of EU member countries have similar difficulties in the field of social security, which is
why the EU is preparing common guidelines and measures in form of recommendations, promoting
harmonisation of social policies, and financial assistance through structural funds.

Irrespective of the fact that long-term care systems differ considerably between EU member countries,
they face some mutual problems, especially regarding limitation of access to long-term care services,
insufficient offer of services compared to the demand, insufficient quality of services, long waiting
periods, administrative obstacles, and financial instability of long-term care systems. Besides
differences between individual countries, there are also differences between regions within the same
country.

To enable a suitable development of this area, it is required to unify the approach to the modernisation
of long-term care systems in all EU member countries. For the purpose of this modernisation of long-
term care systems, the European Commission uses flexible methods for harmonising policies of
different countries, based on which common development strategies and reforms shall be developed.

For modernising social protection systems, which also include long-term care, the European Commission
suggested three common goals that represent the general EU strategy for long-term care:

1. Access to suitable long-term care that cannot be limited by a person’s financial ability or
depend on the person’s income or property. The need for long-term care shall not lead to
poverty or financial dependency;

2. High quality of long-term care services;

3. Long-term financial sustainability of long-term care systems without having to reduce funding
of other sectors or political priorities (Commission of the European Communities 2001, 9-13).

The World Health Organisation stressed in the publication Towards aninternational Consensus on
Polig/ for LongTerm Care of the Ageinbat European policies for developing long-term care systems
have to:

- Consider values of individuals and social values of individual member countries;

- Define roles and responsibilities of the private and the public sector;

- Provide information and education for the public;

- Provide suitable infrastructure that would enable implementation of social and health care;

- Provide financial sustainability of the long-term care system;

- Provide suitable conditions for providing formal and informal care, including training formal

and informal caregivers;

- Introduce modern technologies;

- Perform research, gathering of data and strategic analyses;

- Ensure high quality of services that will please both users and caregivers.
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In 2013, the European Commission recommended to Slovenia to reinforce long-term sustainability and
improve effectiveness, economic efficiency and quality in the field of long-term care. The Commission’s
recommendation regarding the Slovenian national reform programme for 2014 states that Slovenia
has achieved limited progress and is now facing big risks in connection with medium-term and long-
term financial sustainability, mainly due to the increasing needs of the ageing population. They
estimate that a medium-term reform of the pension scheme and the long-term care system is required,
which will contribute to stabilizing the total expenditures and providing suitable pensions and access
to long-term care services. Despite the fact that at the end of 2013 a plan for reforming the system
was adopted and that new legislation is expected by the end of 2014, there is still a risk of delays due
to the reorganisation of the health insurance system. The Commission thus recommends to Slovenia,
for the 2014-2015 period, to start with a complete review of expenditures in the field of health on the
national and the local level, direct and indirect budget users and public service providers by the end of
2014. Regarding long-term care, the Commission recommended to Slovenia to limit expenditures in
the 2014-2015 period in connection with the ageing population and to increase community services in
the field of long-term care.

In 2013, the Republic of Slovenia adopted the Resolution on the National Social Protection Programme
for 2013-2020, defining the basic starting points for developing the system, goals and development
strategies of social security. Due to demographic changes, it also stresses the issue of the elderly,
because there are many challenges in connection with the rapid increase of the need for long-term
care and for services adapted to older people, whereby there is not only the issue of limited capacities
and the offer of services, but also the issue of financing and the increase of costs. The resolution defines
the following key goals:
1. Change in the relation between the users of community services of social protection and the
users of institutional services of social protection from the present 1:2 to approximately 1:1
until 2020;
2. Introduce a uniform long-term care system with connected health care and social care services
for all age groups that require care;
3. Ensure accessibility and availability of long-term care services according to the place of
residence and the social status of users;
4. Introduce new forms of living in the community and deploy modern information and
communication technologies and other supporting technologies.

In the context of improving the quality of services, the Republic of Slovenia committed itself to
promote verified, development-oriented, experimental and complementary programmes based on
identified concrete needs of users, improve the way of providing information to users, and include
volunteers.

In 2020, it is expected that 14,000 persons or 3.5% of the population aged over 65, 1,200 persons aged
between 18 and 65 (disabled persons, chronically ill persons and persons according to the Act
Concerning Social Care of Mentally and Physically Handicapped Persons) will receive help at home
(including care in assisted living facilities); additionally, it is also expected that 3,000 places in different
forms of day care for persons aged over 65 and 500 places for groups of people with special needs
aged over 55 will be provided.

The European Commission notes that for filling the void in the field of long-term care member
countries will have to move from the passive political approach to a proactive approach that will enable

individuals to keep their autonomy and their capability of self-supply, which would consequently
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decrease the need for long-term care and assistance and at the same time ensure cost efficiency of
providing long-term care both at home and in institutions (The European Social Protection Committee
of the European Commission 2014).

Long-term care is introducing many new things in the field of politics, not only in the context of the
need for establishing a new pillar of social security, but also implementing a totally new paradigm that
reaches over the existing ways of organising long-term care. Introducing long-term care is not just an
upgrade of current systems of social security, social and health care, it is also a paradigmatic shift that
creates a new solidarity and new approaches to assistance (Flaker et al. 2008b, 17).

In the field of long-term care, Slovenia pays a lot of attention also to different strategic documents
(e.g. Strategy of care for the elderly till2010 — Solidarity, good intergenerational relations and quality
ageing of the population; Resolution on the National Social Protection Programme 2006-2010;
Resolution on the National Social Security Programme 2013-2020). These documents are mostly trying
to follow the goals for renewing the system that are stated in the National Report on Strategies for
Social protection and Social Inclusion 2008-2010 (MDDSZ 2008):
- Enable access to long-term care services to all the population that requires long-term care;
- Promote responsibility of individuals and their families for ensuring suitable levels of long-term
care;
- Intentionally develop preventive actions and promote rehabilitation in long-term care;
- Promote the use of modern technologies in the field of long-term care;
- Provide a better and more evenly distributed accessibility of these services in Slovenia, where
care at home should have priority;
- Enable the same rights to all beneficiaries regardless of their place of residence and type of
assistance (institutional or at home),
- Achieve a better efficiency and transparency of funds that are invested in long-term care;
- Connect providers of long-term care into a functionally uniform, rational and effective system;
- Introduce solidary financing of long-term care based on social insurances;
- Adopt a special long-term care insurance to improve social security and the quality of life of
persons that have a limited ability of self-suficiency and require assistance with their activities
of daily living.
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9.Chal |l amgepriorities

9.1. Integrated long -term care

One of the weaknesses of the current practice of providing care for persons that require long-term
care services and assistance according to general definitions is the disconnection and inconsistency of
service providers. If we understand long-term care as an intersection of health, social and other
services (for example IT and education services), than individual providers of these services are not
suitably connected in the current system and largely operate on their own.

These weaknesses need to be addressed when preparing new legal provisions regarding long-term

care and long-term care insurance. The new system needs to be based on the principles of integrated

long-term care, under the consideration of the recommendations of the European Union that say that

this is a set ofariouswell-planned and implemented services that focus on diverse needs of individuals

of specific groups with the intention tenable toindividuals to live as independently as possible
(Schaffe007,8.a LY G4 SINF 6 SR OFINB Aa | LINROSaa GKFG Aa F2I
between users and providers of health and social care, including a constant promgfimugfhysical

condition, cooperation and finding mutual solutions and partnerships between users and providers

Users receive a constant, adjustable and completedeg§EHMAC European Health Management
Association, 2005 v Schaffer 208Y,

Integrated care has to be harmonised both between different public and private providers of long-
term care services and between users, possible informal caregivers and family members in case of care
at home. Integrated care places users and their needs and abilities in the centre of treatment, it
promotes partnerships between users, providers and families, enables continuity of care, a better
quality of care, transparency and clearness of competencies, supervision and economic efficiency. Only
with such care we can achieve a better satisfaction of users and in some cases also a reduction of costs
of individuals or social insurance holders.

The integrated approach requires important changes in the organisation of work and an active role of
every individual that becomes part of this process. The principles of integrated long-term care have to
become a commitment and a rule that is defined in legislation and, even more importantly, in practice.
They have to apply all possible forms of long-term care, regardless if it is provided at home or in form
of institutional care in residential care homes or other institutions. Legislation has to define the
organisation and coordination of individual formal or informal providers in the field of health care,
social care and other activities that interact and complement each other when providing care for
individuals. It has to provide coordination of content, organisation and timing with the final goal of
better satisfaction of users, their families and relatives. The main goal of integrated long-term care
that has to be followed by professional and non-professional caregivers is to enable to users to stay as
long as possible in their local environment and that their dependency on others does not increase and,
if possible, even decreases. Users and service providers who enter into long-term care have to be
connected and form a coordinated multidisciplinary team. They should also make use of modern
information technologies that can additionally improve quality, security and accessibility of long-term
care also in remote places with poor transport connections. An important role can also be given to
local communities.

How to achieve integrated long-term care? Important factors are: placing the user in the centre of care
(assessment of needs, plan of activities, monitoring and evaluations, adjusting activities to changed
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needs), changing the organisational culture, gaining new knowledge, awareness of all providers
(professional and non-professional) and that every member is important for complete and continuous
care, improving communication and information flow, introducing new organisational approaches
(interdisciplinary and multidisciplinary teams, coordinators of discharge and care, organising
coordination providers, better integration of families or non-professional caregivers, etc.), information
support and suitable legal provisions for long-term care activities.

The necessity of coordination of different providers of long-term care has theoretically been long-
recognised both in Europe and in Slovenia, but there is still a lot to do in practice. That is why a new
legislation is required for implementing changes and establishing new relationships. This legislation
has to unify the whole field of long-term care into a uniform system and determine ways, assignments
and obligations of coordinating providers from different disciplines in the field of long-term care. One
of the possible ideas is to appoint coordinators within the long-term care insurance system that would
have the authority to provide to individuals that require assistance integrated assistance from all
service providers and also to monitor their implementation. Legal provisions should also provide
protection of rights of persons that require or are entitled to long-term care.

9.2. Shift towards community forms of long -term care

Slovenia is one of the OECD member countries where institutional care is the predominant form of
long-term care (OECD Health Statis2013)by including 5.0% of persons aged over 65 or almost three
times more than the number of persons in community forms of care. That is why it is not surprising
that Slovenia is among the countries that contribute the biggest share of funds for financing
institutional long-term care in comparison to community long-term care. This is the result of a long
development and focus on care in institutions and partially also of the high employment rate of women
that usually perform the most tasks in providing long-term care at home.

Institutional care does provide suitable assistance to persons that require it and is also relatively well
organised in Slovenia. But it also has some weaknesses and shortcomings. One of them is of
psychological and social nature. Everybody, especially when sick or weak, prefers to stay in the local
environment or close to the family, even with physical and mental difficulties. In this environment,
there are specific cultural, work, eating and other habits that all family members are used to. Pulling a
person that requires care from this environment can be a big shock for this person and a change of a
certain way of life can become a new negative event that makes the condition even worse. On the
other hand, it is also the role of the family to provide assistance and support for all family members
according to available possibilities and conditions, which additionally reinforces intergenerational
connections and awareness within the family as the basic element of society.

It has long been recognised, both in theory and in practice, that the most appropriate type of care for
people that depend on assistance from others for performing their activities of daily living is care in
the local environment. This does not consider only services provided by family members or relatives
at home, it also includes different activities that can be performed by the wider environment
(neighbours, volunteers, different societies, pensioners’ organisations, neighbourhoods and local
communities, etc.). All these actors can contribute a lot to successful and effective care of high quality
for individuals at their homes, even those that are included in institutional care in social or health
institutions. This was described in detail in the Resolution on the National Social Protection Programme
2013-2020, but there are still many possibilities and needs for improvement in practice. At the top of
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this list, there is the need for a gradual redirection of providing long-term care from the present
predominant institutional care to different forms of community care.

In this field, there are also some actions required to achieve the desired development. It is vital to
rapidly adopt an act on long-term care that would determine the tasks and obligations of individual
shareholders in the system, their authorisations, integration, goals, capacities and financial resources.

Introducing the possibility of exercising the right to receive long-term care services through allowances
or cash benefits would significantly contribute to the shift from institutional care to community care.
At least in some European countries they report about how cash benefits encourage people to stay
longer at home to use the money for purchasing additional assistance from formal and informal
providers.

These ideas are not new or unknown. But an additional legal act would be required in connection with
providing training and education of individuals for performing different activities of community long-
term care. This would be especially important for students and young people that would gain new
knowledge and recognise the importance of mutual assistance for those that require it.

9.3. Sift in decision -making from providers to users

The proposal for organising the field of long-term care in a way that would enable users to choose their
own long-term care providers from a public network based on a personal plan is definitely a positive
shift toward a better consideration of the users’ interests. In this regard, we can point out two ways of
how to reinforce the role of users in choosing providers. The first way is using vouchers, where, based
on an agreement on providing long-term care services (implementation plan), payments are covered
by the long-term care insurance institution and not by users. Vouchers would enable users to be more
flexible and to change providers more quickly, which would further reinforce the role of users in
choosing providers. It is important that users have access to sufficient information on available
providers and services, preferably in a single place.

Users of long-term care could also have the possibility to decide in the context of choosing long-term
care services provided by informal caregivers over formal caregivers. For this purpose, they could
receive an allowance that would not be equal to the value of services performed by formal caregivers.
The key issue in this matter is ensuring suitable supervision over the quality of services. Even today,
there are some signs that the economic crisis forced families to remove their family members from
institutional care in homes for the elderly (approximately 3% of users) and to start to provide care
themselves. With financial incentives and allowances, this trend will probably become even stronger.
The question is if the formal supervisors will be able to provide frequent and quality supervision in
order to prevent misuse of this institute and bad quality of care.

9.4. Cooperation between non-governmental, public and private
sectors for providing long -term care

We note that a big part of long-term care today is provided based on informal care by spouses and
other family members, mostly children. At a point where individuals require more intensive care that
cannot be provided by family members, even after including formal care at home, users of long-term
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care usually go into institutional care. Generally, we can say that institutional care in Slovenia is well-
organised and developed and that the extent of formal care in communities and at home significantly
lags behind the needs. Integration and coordination of different care providers is very important for
the development of this form of services, but we noted that cooperation is still insufficient and
especially the field of providing long-term care in the private sector is still not regulated (Nagode and
Kovac, 2013). Nagode and Kovac (2013) state that private providers often do not have an organised
supervision, are understaffed and face a lack of interest for their services by users due to financial
uncompetitiveness and a rigid legislation (Nagode and Kovac, 2013). Certain very important services
that are performed by providers outside the public network consequently never came into existence
in Slovenia or stayed relatively inaccessible and unavailable in comparison to other developed
European countries. These services are for example social services and telecare. Both are provided by
private providers based on work permits and registry entries. The limited extent of these services
shows that they have to become more available for users and that this field requires a formal
organisation. It would make sense to support at least telecare, which in its current form is too
expensive and would have to be placed into the network of public providers to lower the costs for
users (Nagode and Kovac, 2013). Additionally, in accordance with the new needs of the ageing
population other services should also be developed, for example accommodation in smaller units with
care services (e.g. household groups or housing units), additional specialised departments for people
with special needs (e.g. people with dementia) have to be set up, and a part of institutional care
capacities should be moved to community care forms of living, while at the same time providing
integrated social and health care for older people at their home.

To accelerate cooperation between different providers of long-term care, a coordinator of all forms of
activities of long-term care should be appointed to connect informal, non-governmental and all public
providers at the local level.

Informal caregivers require support at least in form of education and training — but also by
encourageing respite or temporary services by the formal sector (during illness, vacations, etc.).
Cooperation thus needs to be encouraged by financial stimulations also for public providers that could
provide education and training to informal caregivers and more supplementary care than currently.

A bigger role should also be given to non-governmental organisations (especially in the context of
performing instrumental daily activities and preserving social contacts — for users with less intensive
needs). There is an impressive number of NGOs in Slovenia (over 26,000), but these are mostly
organisations without any professional employees (82% of NGOs) (Crnak Megli¢, 2008). Although the
non-governmental sector is based on voluntarism, we cannot expect an increase of its role in providing
care at home if these organisations do not receive more targeted funding (at least for maintaining the
network of volunteers, their training and supervision).

9.5. Changed role of institutions

Providing services of long-term help and care is becoming an increasingly urgent issue both at the
national and at the level of local communities that share the responsibility for providing these services
for their citizens. The main services from this field are provided by residential care homes for the
elderly, of which almost all are members of the Association of Social Institutions of Slovenia. At the

69



end of 2013, there were 20,218 places in 98 homes for the elderly and special institutions in Slovenia®’.
Since 2001, the increase of this network is based almost exclusively on awarding concessions to private
providers, which is why Slovenia now has 39 private providers with a capacity of almost 5,000 places
and 61 public providers with a capacity of almost 16,000 places. According to the Social Protection
Institute of the Republic of Slovenia, after institutional care, the second most important service in 2013
was care at home!®, which included 6,540 users and was organised in a way that local communites
awarded concessions to public institutions or private providers. Besides care at home, an important
role also have community nursing services at home that are part of the public health system and are
financed by the Health Insurance Institute of Slovenia.

This ratio between different forms of services shows that Slovenia is a very institutionalised country
also in this field, because the inconsistency regarding the low number of users that receive care in the
local environment and the high number of users in institutional care stands out at the European level.
In Slovenia, there are 2.5 users of institutional care for every user of care at home. In more developed
European countries, this ratio is 1:3 in the opposite direction.

The last legal changes, especially the strategic legal documents, clearly show the country’s intention
to direct the market of services for the elderly towards non-institutional community forms that provide
care to users in their home environment. Experiences in other countries show that introducing new
legislation on long-term care in a relatively short period of time turned the ratio between institutional
and community forms in favour of community care.

Institutions as one of key providers of long-term care will thus have to be reorganised on different
levels:

- Modernisation of institutional care (improved standards of living, improved quality of staff,
equal conditions for different types of providers according to the type of service — for example
residential care homes for the elderly and nursing hospitals, more professional and
commercial autonomy, targeted planning instead of process planning);

- Reinforcement of the role of institutions in local environments as competent authorities of
complete care for the elderly (expanding to community forms of assistance and protection).
Filipovic Hrast et al. (2014) state that one of the arguments for expanding institutional care to
the field of community care is the fact that homes for the elderly often provide different
services at home, day care and other community services;

- Development of different services and programmes (constant introduction of new activities
and forms of assistance into providers’ organisations, introduction of preventive programmes,
introduction or expansion of day care services, short-term accommodation, establishment of
special departments, establishment of gerontology centres, development of different models
of cooperation between family members, etc.).

17 Source: Association of Social Institutions of Slovenia
18 From the final report of the Social Protection Institute of the Republic of Slovenia: Providing assistance at
home — Analysis of the situation in 2013, p. 20
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9.6. Range of services/fields of long-term care

Long-term care has to be separated from health treatment, health care and rehabilitation in case of
acute illness — their intention is to improve health and they are not long-term in nature. Long-term
care replaces lost abilities for performing daily activities after losing the capability of self-suficiency.

The general definition after the SHA 2011 methodology that was determined in 2006 by three
international organisations (Eurostat, OECD and WHO) with the intention to unify monitoring of
expenditures for long-term care considers the following two criteria for defining services that fall under
the long-term care category:

These services are intended for persons that due to illness, disability, age and similar reasons
depend on support of other people or other types of support for performing their basic and/or
instrumental activities of daily living;

The dependency of these persons on foreign assistance is permanent and recurring. SHA 2011
also exactly defines the term “permanent”. In some countries, a practice was developed that
this dependency has to be present for a period of at least three months.

The SHA 2011 methodology states four groups of long-term care:

1.

Medical treatment and/or health care includes controlling symptoms, consisting of offering
medical and paramedical services and health care, which is relieving pain, administering
medication, performing medical diagnostics and minor surgeries, wound dressing, health
counselling for families and providing emotional and mental support to patients and their
family members. This type of care includes:

‘E A set of preventive measures, especially for avoiding a deterioration of the patient’s

health;

A set of situations of chronic disease control;

Rehabilitation services for recovering functionality;

‘E Care with the goal of slowing down or reducing a deterioration of functionality or
preserving functionality — in short: providing high quality of living regardless of the type of
health problems.

m m

Personal care services are required to address the limitations of personal care as a result of
disability or disease. These services provide assistance with basic activities of daily living (ADL),
such as eating, bathing, washing, getting dressed, going to bed, getting out of bed, using the
toilet, and controlling incontinence. The majority of services in institutions and some day care
services and care at home services, including personal care, are a part of a larger service
package. These services are usually performed directly or under supervision of the care staff.
It has to be stressed that these services are included in health care, because their intention is
connected with survival and maintaining health. Besides, the need for personal care services
is often connected with certain basic health conditions.

Supportive care services refer to care that enables individuals to live independently in their
own house or apartment. They include assistance with maintaining the household, i.e.
assistance with instrumental activities of daily living (IADL) like shopping, washing laundry,
cleaning, cooking and housework, financial management, using the telephone, etc. These
services are usually provided under care at home, assisted living facilities and similar.
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4. Other social care services include support for performing activities in the community and

10.

employment support. They are available to users permanently or temporarily. The primary
intention of these services is social and leisure (Nagode et al. 2014, 13).

Key stakehol der s

The key stakeholders in the field of providing long-term care in Slovenia are stakeholders from the
public sector (the country and local communities), private sector, third sector (NGOs) and informal
sector (family, friends, relatives, neighbours and others). Their areas of activities are intertwined,
which is why we defined stakeholders in the following categories:

Policy makers that are responsible for financing, organising and supervising cares services for
the elderly —the most important members of this segment are the Ministry of Labour, Family,
Social Affairs and Equal Opportunities, the Ministry of Health, the Ministry of Finance, The
Health Insurance Institute of Slovenia, Pension and Disability Insurance Institute of Slovenia,
trade unions and local communities (municipalities);

Formal providers of care for the elderly with a public, private or non-profit status. Their field
is providing care in institutions or in community forms. This category includes:

1 Residential care homes for the elderly that provide institutional care'®, care at home?® and

other services for the elderly (day activity centres, temporary accommaodations, training
for the elderly and their family members, etc.). At the end of 2013, institutional care was
provided by 98 residential care homes for the elderly and special institutions, of which
54 institutions were public, 39 institutions received concessions, and there were 5 special
institutions for adults. Social protection services at home were in 2013 provided by 24
residential care homes for the elderly;

Centres for social work (CSW) that provide social protection services at home. According
to the Social Protection Institute of the Republic of Slovenia, 37 centres for social work
provide services of home care, which made them the biggest provider of these services in
Slovenia;

Specialised institutes for care at home — Home Care Institute in Ljubljana and Home Care
Centre in Maribor;

Community nursing care at home that provides health care nursing activities. Community

19 Institutional care is a type of treatment provided by an institute, other family or other organized form aiming
at replacing, complementing or providing the functions of own home or family. It includes basic care and social
care in accordance with regulations governing social care as well as health care under health care regulations.
Basic care includes accommodation, organized meals, technical supplies and transportation. Social care is a
professionally led activity aimed at implementing the contents of social prevention, therapy and guidance of
entitled persons. It includes the carrying out of tasks concerning care, special forms of care, education and
preparation for life as well as tasks relating to guidance.

Care means provision of assistance in personal hygiene and daily activities (getting up, dressing, moving,
walking, communicating and orientation). Special forms of care are designed to maintain and develop
independence and social relations and also focus on occupational activity, correction of disorders, therapy,
active leisure time and solving personal and social distress.

Source: http://www.mddsz.gov.si/si/delovna_podrocja/sociala/socialnovarstvene_storitve/institucionalno_

varstvo/

20 Domestic social care is intended for beneficiaries who have living and other conditions provided in their living
environment but cannot look after and care for themselves due to old age or severe disability and their family
members cannot provide such care.

Source: http://www.mddsz.gov.si/si/delovna_podrocja/sociala/izvajalci/pomoc_na_domu/
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health care nursing is an integral part of primary health care and thus also of primary
health safety. It is performed at the patient’s home, in health centres, in local communities
and in the field. Providers of community health care nursing services are qualified nurses
(Zeleznik 2011);

9 Private providers with municipal or national concessions that provide care at home or
institutional care services;

- Informal providers of care for the elderly, usually family members, relatives, friends,
neighbours;

- Non-governmental organisations have their own special category. Filipovi¢ Hrast et al. (2014)
note that this is »the grey area« between formal and informal providers of care. Non-profit
and voluntary organisations can either be professionalised service providers or can provide
free services based on voluntary work. The following organisations in the field of promoting
the interests and providing assistance to older people through different programmes in
Slovenia are important:

T

The Slovenian Federation of Pensioners' Organisations (voluntary and other activities
of individual members, the Elderly for the Elderly project, the Helps project);

The Slovenian Federation of Intergenerational Societies for Quality Ageing (Self-help
group programmes for older people);

The Anton Trstenjak Institute of Gerontology and Intergenerational Relations
(developing a modern social network of intergenerational programmes for high quality
ageing in the field of human relationships);

The Slovenian Alzheimer Association Spomincica (Alzheimer Cafe — informal meeting
of family members of persons with dementia)

The Slovenian Red Cross and Karitas (support programmes for the most vulnerable
individuals and groups);

The Slovenian Philanthropy (voluntary programmes);

The Gerontological Association of Slovenia (cooperation with professionals and other
providers that work with old people in social and health care systems, development of
national and local programmes, etc.)

The Slovenian Diabetes Association, The Slovenian Association of the Blind and
Visually Impaired, other associations of patients (heart diseases, lung diseases,
oncological, etc.) that provide measurements, counselling, preventive programmes
and different projects.

- Professional institutions — Social Protection Institute of the Republic of Slovenia, The
Institute for Economic Research, the Faculty of Social Sciences, the Faculty of Social Work
and others;

For establishing a sustainable, high quality and user-focused system of long-term care, a coordinated
performance of all sectors on the national and on the local level, cooperation between stakeholders
(formal and informal providers of care for the elderly) and a suitable allocation of responsibilities will

be essential.

11.

Qual it yf eatnyd s a
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Many different approaches to providing long-term care have formed in Europe. This is why we can use
the experiences and ideas of other EU member countries that are addressing the issue of demographic
ageing and other challenges with renewing, expanding and improving services. Using the open method
of coordination, member countries determined common goals in the field of social inclusion and social
protection on EU level. As a key goal they defined general accessibility to high-quality and financially
available long-term care (Dolgotrajna oskrba v Evropski uniji 2008, 1).

The majority of OECD countries have a long-term care system that is predominantly regulated by legal
acts. Implementation of long-term care differs between countries; especially big differences can be
seen in the context of professional qualifications and training of providers. Legislation also has to
include legal bases for the field of quality and safety, development and supervision. The main goal of
the legal regulation has to be focused on ways that will enable determining of the number of service
providers that are included in the process of long-term care. Legal provisions mainly have to address
the following three goals (OECD 2013. Monitoring and Improving Quality in Logrm Care)
Managing providers of long-term care for improving quality and safety in their field of work;
9 Informing users of services and their family members regarding what they may expect from
providers of long-term care;
9 Informing responsible stakeholders on different aspects of providing long-term care and
assistance in case of obstacles or gaps.

Generally speaking, the quality of long-term care providers is understood as a mutual agreement on
suitable organisational forms and on providing services. For managing and developing quality, we
normally use tools and methods that enable comparability in the same fields of work/services. This
way, users have the possibility to follow the quality of their services and based on this choose suitable
providers and forms of long-term care. Measuring the results of long-term care based on evidence,
mostly because of many different providers, will in the future definitely be subject to critical
discussions and research (Rodrigues et al. 2014 a).

Long-term care is a relatively young area that provides a certain form of social security of the
population. The late realisation that long-term care represents a social risk led to the development of
fields, procedures and methods that are very important for long-term care. Quality assurance started
to develop in the last two decades. An important element that affected the development of the field
of quality in long-term care was also the fact that users of services are not in an independent consumer
position, especially from the viewpoint of the vulnerable older population (Rodrigues et al. 2014a).

Dissatisfaction of users of long-term care in different countries demands further development and new
legislation that would ensure higher standards. The quality of different long-term care services is hard
to evaluate, because they are performed in different environments by both formal and informal
providers (Dolgotrajna oskrba v Evropski uniji 2008,7).

The quality and safety system in long-term care has to be based on markers that include structures,
processes and results. OECD also provides markers according to this system. Criteria for evaluating the
quality of providing long-term care are becoming increasingly more improved and reliable. National
bodies use different approaches to the need for measures for improving quality. Some (the
Netherlands, Slovakia) use measures of issuing accreditations for quality in connection with quality
assurance systems (Germany, Greece, France, Cyprus, the Netherlands). Others (Germany,
Luxembourg) use clinical medical guidelines based on scientific proof. For preventing regional
inequality in providing long-term care, some countries (Czech Republic, Germany, Estonia, Latvia,
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Lithuania, Sweden, Slovenia, Great Britain) use uniform quality assurance mechanisms (Dolgotrajna
oskrba v Evropski uniji 2008, 7).

Developing and monitoring quality and safety in the field of long-term care is a challenging and

complex field, especially regarding informal care. The priority of the assessment of quality has to be
based on respect of users and the individuality of their needs.

Good practise 20: Guidelines and recommendations for high-quality care for the elderly (Finland)

Guidelines and recommendations for high-quality care for the elderly (Finland)

In 2001 and 2008, the Ministry of Social Care and Health and the Association of Local and Regional
Authorities adopted national guidelines and recommendations for high-quality care for the elderly,
and later updated them in 2013. These guidelines and recommendations also include guidelines
that are adjusted to changes at the implementation level and that consider the results of the latest
research. Their goal is to support and introduce the Act on Supporting the Functional Capacity of
the Ageing Population and on Social and Health Care Services for Older Persons (the so-called Act
on the Care Services for Older Persons). Many professionals contributed to the development of
the recommendations for providing high-quality care for the elderly.

Source: Quality recommendation to guarantee a good quality of life and improved services for older persons 2013,
Helsinki: 3, Available at: http://www. stm.fi/eu/publications/ (29t" November 2014)
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122 Concl u@iummma pwietsh recommendat

Long-term care in the European Union and in other economically developed countries represents an
important field of social protection, because mainly due to demographic ageing the demand for
services for the elderly will increase. Slovenia has been intensively addressing this field since 1996.
Until today, Slovenia adopted many national and international strategies and reports that point out
the shortcomings of the present system of care for the elderly and the need for new regulation. In the
past few years, the Slovenian Ministry of Labour, Family, Social Affairs and Equal Opportunities
addressed the increasing need for caring for the elderly by establishing residential care homes for the
elderly and special institutions or by expanding their capacities. Recently, homes for the elderly as the
key stakeholders of care for the elderly and providers of care at home are performing many care
services for older people in their home environment, but mostly due to demographic changes and
financial sustainability of the system in the future, this process will have to be significantly accelerated
and the long-term care system will have to be suitably upgraded. A bigger share of activities will have
to be gradually moved to community care and care at home. Care for the elderly and especially those
that depend on the assistance of others will have to be moved to local communities as much as
possible.

Filipovi¢ Hrast et al. note that “there are big differences between individual Slovenian municipalities
regarding the development of care at home and there are also differences regarding the presence of
institutional care” (2014, 169). Municipalities are very active in solving the situation of older people,
but they usually face the following two problems:

- Due to demographic ageing, the need for funds for programmes for the elderly is rising, and
they also face the impact of the economic crisis that is forcing municipalities to cut their
budgets. Providing services for the elderly is becoming a higher standard that many people
that require assistance will not be able to afford;

- Unsuitable organisation of providing services with insufficient support from the country,
leaving municipalities on their own regarding planning care for the elderly (Filipovic Hrast et al.
2014).

A shift towards developing community forms of services for the elderly can be noticed, but the
following key challenges still remain:

- How to connect providers and their services and users of services into a uniform system that
would provide a better transparency and quality;

- How to ensure the same accessibility to care for all that require it (users are currently notin an
equal position, some are even excluded from the system) and how to enable the same
conditions for exercising rights;

- How to coordinate or unify social and health care services and the providers of both types of
activities;

- How to, as far as possible, include informal care into the system and how to provide a better
support to informal caregivers;

- How to ensure an effective and financially sustainable long-term care system (many studies
show that expenditures for long-term care will increase in the future).

If we want to have satisfied users in the long-term care system, we have to provide services of better
quality and, most importantly, we have to face all challenges and prepare effective and realistic
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solutions and measures. Users must be placed in the centre and be considered holistically, which
means that all their bio-psycho-social needs have to be completely satisfied. The European Social
Protection Committee and the European Commission noted in the report Adequate Social Protection
for Long-Term Care Needs in an Ageing Society (2014) that institutional care, which is the predominant
form of care in Slovenia, is based mainly on the so-called medical approach and it does not sufficiently
cover individual and social needs of users. If we want to prepare high-quality and development-
oriented programmes, we have to be focused on users that are actively integrated into the whole
process of providing long-term care (determining needs, methods of planning and performing services,
choosing service providers, assessing performed services).

The field of care for the elderly needs to be systematically and substantively updated and new solutions
need to be found on several levels: users, families, social and health care system, institutional care (the
predominant form of care for the elderly in Slovenia) and at the level of including informal caregivers
and non-governmental organisations in the long-term care system. At the system level, it is especially
important to define activities, provide suitable financing of long-term care and introduce a
coordinated, uniform and integrated long-term care system. The key to providing successful support
to older people is identified by the latest European trends as “one-stop-shops” — informational and
communicational service spots where users can simply check the availability of different services and
providers and, with assistance, choose suitable forms of support that would effectively improve the
quality of their lives.

Regarding care with accommodation, we have to address several topics:

- The development of community forms of care has to be significantly accelerated: outpatient
services, assistance and care at home, support for independent living, telecare, counselling,
education, etc.;

- Providers of institutional care need to receive a higher degree of autonomy, which would
increase the responsibility of providers and accelerate the development of additional services;

- The role of institutions in the local environment and in local communities needs to be
enhanced.

In the future, we also cannot forget to use technological possibilities, develop new, better adjusted
services, build innovative social networks and networks of providers, renew the system of education
and training, and enable different types of providers to offer their services to the elderly.

Touzery (2007b) warns that in the future, the country on its own will not be able to provide the same
level of assistance for older people as we know it today. That is why cooperation between families and
public care providers, non-governmental organisations that provide care, informal caregivers and the
private sector is of key importance. The future of care for the elderly thus lies in the synergy between
different actors and partnerships between different fields that can help to improve health, satisfaction
and quality of life at old age, contributing to reducing the dependency of individuals on the assistance
provided by others.
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