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This study was developed as part of a three-year initiative in the Western Balkans region
entitled “Strengthening the resilience of older people and people with disabilities during COV-
ID-19 and future disasters”. The project is coordinated by the Serbian Red Cross and support-
ed by the European Union, the Austrian Development Agency and the Austrian Red Cross.
Launched in late 2020, the project connects civil society partners from Serbia, Albania, Bosnia
and Herzegovina, Montenegro, Northern Macedonia and Kosovo*, as well as large civil so-
ciety networks representing older people and people with disabilities at the EU level." Wti-
hin this project as one of the project partners, SeConS — development initiative group is in
chargefor the research component and formulation of recommendations with the purpose
of strengthening the resilience of older persons and persons with disabilities (PWD) in the
Western Balkans during Covid-19 and future disasters and development a study of the situ-
ation in this area.

The aim of this study is to provide insight into the facts that will enable the formulation of
recommendations and measures for public policies that would be aimed at how to increase
the capacities of service providers and civil society organisations (CSOs), but also to increase
financial contributions to ensure better access to long-term care services for older persons
and people with disabilities under normal circumstances, and especially in case of emergen-
cies. In addition, this study provides a comparative overview of the condition of long-term
care in the Western Balkans and shows similarities and differences, thus enabling mutual
learning and finding solutions.

* This designation is without prejudice to positions on status, and is in line with UNSCR 1244/1999 and the ICJ Opin-

ion on the Kosovo declaration of independence.

1 The consortium consists of: Red Cross of Serbia, Austrian Red Cross, Albanian Red Cross, Albanian Association

of Geriatricians and Gerontologists, Red Cross Society of Bosnia and Herzegovina, Assictance and Development

Association HAJDE, Red Cross of Montenegro, Association of the Blind Montenegro, Red Cross of the Republic of

Northern Macedonia, Association Humanost, Caritas Kosova, Serbian National Organisation of Persons with Disa-

bilities, SeConS Development Initiative Group, AGE Platform Europe and European Disability Forum.



\\ RIGHTS-BASED LONG-TERM CARE:
A COMMON PAN-EUROPEAN CHALLENGE

A foreword by AGE Platform Europe

Long-term care policies are undergoing a paradigm shift across Europe, and across the world.
The discussion and implementation of the UN Convention on the rights of persons with disa-
bilities has already started a transition, from previous models that either left families alone with
the burden of care for a person with a disability or separated persons with disabilities from the
rest of society in closed institutions. A rights-based approach, aiming for the full participation
of persons with disabilities in society in all their independence is now the policy ideal towards
which service providers and governments strive — with all the difficulties, setbacks and resist-
ances that this transition entails.

Too often, a distinction is made between older persons in need for care and persons with dis-
abilities. Excluding persons with disabilities from society at a younger age is deemed less ac-
ceptable than excluding older persons with impairments. As long as old-age is associated with
frailty, older persons in need for care are hit by both ageism and ableism - given most older
persons in need for care are women, gender inequalities are further reinforced by this attitude.

Across Europe, care for older persons needing support is borne ‘by default’ by families. This
cannot be considered as a fatality, but should be thematised as a political choice, which is the
result of a fallacy: the idea that unpaid, informal care is cheap. It has however a tremendous
cost for families, either if they pay for private services or, more often, provide the care needed
by themselves: informal carers are less likely to be able to work, have a higher risk to their men-
tal and physical health and higher risk to face poverty and social exclusion. In most cases, this
unpaid care is provided by women. The choice of public policy to rely on informal care is also
what appears from the country studies in this present report. The OECD estimates that 80% of
care work is performed this way. This does not do justice to persons in need for care, nor their
families. It also does not do justice to the work of professional carers, as the reliance on familial
care models perpetuates the idea that care work can be done for free’ and without training —
and therefore that professional care can be paid inadequately and performed by undertrained
staff in difficult working conditions.

Given the rapid transformation of our societies’ age structures, it is high time to question this
familial model and to develop long-term care as a strong and legitimate pillar of social protec-
tion. States have subscribed to the UNCRPD and other human rights instruments that call for
the respect, protection and promotion of the integrity of persons. Providing enabling services,
which help a person to maintain her independence and autonomy is therefore an obligation,
not a luxury. Given the distribution of the risk to develop a care need - tilted towards women,



LONG-TERM CARE OF OLDER PERSONS AND PERSONS WITH DISABILITIES
\\\ IN THE WESTERN BALKANS

low-income workers and groups who do not enjoy equal opportunities such as Roma, the
responsibility for funding care must be put on the larger shoulders of societal solidarity mech-
anisms. A fragmentation of responsibility for care provision and funding on the municipal level
cannot ensure this solidarity.

Similarly, the perceived value of care must be increased. Ensuring a persons’ highest good,
independence and integrity, is a valuable task that needs specialised knowledge. On top of
skills that are specific to age-related diseases and disabilities, emotional skills — being present
for a person ——, communicational skills — being part of a wide, interdisciplinary team around a
person in need of care encompassing specialist doctors as well as household services —— and
digital skills have to be better integrated into all professions in the care ecosystem. Similarly,
the responsibility for a person in need of care needs to translate into an adequate status for
care workers.

These issues of quality, affordability, skills and working conditions are at the heart of the Euro-
pean Care Strategy, announced in September 2022. Through the Strategy, the EU institutions
have set up quality criteria and committed to develop indicators for quality, affordability and
accessibility of care services. As all European States are facing similar issues in ensuring dig-
nifying care, it is very helpful that a European process is launched to inspire, transpose good
practices and measure progress. AGE has called on EU level for an Age Equality Strategy, which
would go even further than the development of a European approach to care: it would link
policy areas which are currently not connected, but which all contribute to the possibility of
active and healthy ageing: transport, urban, rural and digital environments, accessibility of es-
sential services such as banking, health services or public authorities. Many needs for long-
term care can be prevented by strengthening prevention, health promotion and accessibility,
and by making care rehabilitative rather than curative only.

We hope that the facts revealed by this study contribute to a similar reflection on national level
to ensure that all persons, regardless their age or care need, have the same rights to participate
in society.

Philippe Seidel Leroy
AGE platform Europe



\\ INTRODUCTION

Demographic ageing is one of the key trends of the 21 century and the region of Western
Balkans has been experiencing its effects over the past several years through a combination of
lowered fertility rates, extended life expectancy of the population as well as migration of work-
age population — internally from rural areas to cities, and externally to the countries of Western
Europe and beyond. The demographic ageing has increased life expectancy across the region
but the number of years expected to be spent in good health has not risen proportionally. In
the region of Western Balkans, life expectancy is on the average 76.28 years while healthy life
expectancy averages at 67.26°. The gap of 9.02 years between these two figures is the period
of life in which the needs for services of long-term care become regular and increase with
time. As a comparison, in the European Union this gap is approximately 16 years with the life
expectancy being 80.4° and healthy life expectancy in this region being 64*. Therefore, con-
sidering the continuing population ageing and projections for the coming decades that all
predict further increase of the older cohorts in the overall populations across the region it is
important to build robust systems of long-term care to ensure adequate capacity and planned
growth of this capacity. Investing in long-term care will not only increase the quality of life of
persons in need of care but will also provide a lateral benefit by supporting informal/ family
caregivers in returning to the labour market or not having to leave it in the first place°.

There is no unique definition of long-term care but what is shared between different systems
of long-term care and what should be their objective is, as World Health Organisation states in
its Framework for countries to achieve an integrated continuum of long-term care: “to ensure
that people with or at risk of a significant ongoing loss of intrinsic capacity can maintain a
level of functional ability consistent with their basic rights, fundamental freedoms and human
dignity"®. As functional decline is placed on a broad spectrum the long-term care services are
typically grouped in three categories: health care, personal care and social needs.

According to the WHO, the characteristics of the well-functioning long-term care systems are
that they are appropriate, affordable, accessible and uphold the human rights of both older

2 World Health Organisation (WHO), Life expectancy and Healthy life expectancy — Data by country.
3 Eurostat, 2022.

4 Eurostat, 2023.

5 WHO, 2022.

6 WHO, 2021.

7 lbid.
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persons and their caregivers® As the needs of persons for long-term care are diverse and
change over time, the systems should be ensuring the continuum of care in order to provide
uninterrupted care between different providers and roles (prevention, rehabilitation, palliative
care acute care), different levels of intensity as well as between different settings (home-based
care, community care, institutional care etc.). Ideally the systems should be integrated, encom-
passing both healthcare and social care services with a single entry point for users and well-co-
ordinated so that the services are received in a non-fragmented manner.’

In order to achieve well-coordinated, appropriate and accessible systems of long-term care
services, the policy creators should be addressing the following main issues present across the
region of the Western Balkans:

Fragmentation of services: the services are typically provided through
separate systems of healthcare and social protection, coordinated by differ-
ent ministries with separate strategies, development plans, budgets etc. For
the clients of these services, this means having to deal with several different
types of administration at multiple levels as they navigate institutional care,
community-based care, different kinds of support etc. Integrating these sys-
tems — including sharing of information and coordinated care delivery — as
well as ensuring single point of entry and smooth interaction wherein the
client receives the services in a non-fragmented way would be consistent
with upholding the clients"human rights and dignity.

Limited scope and variety of services: there is a small number services
available across the region, especially in terms of community-based care. This
means that many care needs are not satisfied and as a result, the desired
quality of life and independence of function of clients are not achieved. In-
creasing the scope of services to meet a wider scope of needs is crucial to
achieve the continuum of care that will adequately follow the continuing
development of needs across the life course.

Insufficient capacity of services: there are long waiting lists across the re-
gion for many of the long-term care services, which is a result of the lack of
professional caregivers as well as of the general fragmentation of the LTC sys-
tems. This is especially visible in the rural areas where migration of younger
population has created pockets of depopulation and the capacity to provide
even basic services is frequently close to zero. There is the need to increase
the capacities both by ensuring more trained caregivers of different profiles
are available in the workforce, but also by looking into intrinsic capacities
inside depopulated areas and providing training and other kinds of support
to ensure they are used effectively to provide care.
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Caregiver workforce has skills-gap and is migrating outside of the re-
gion: There is a clear need for better investments in both training and
supporting the professional caregivers across the region. Current trend of
their migration to Western Europe testifies of low salaries and therefore
low motivation to stay in the national workforce. Additionally, there is a
wide gap between highly skilled caregivers such as nurses who are medical
school graduates and low-skilled ones who have received several weeks of
training. This gap should be narrowed also by developing new caregiver
profiles that would have both medical and social protection competencies
and these would be especially effective in rural and remote areas that are
harder to reach.

Informal caregivers are under-recognised: despite being the backbone
of every system of long-term care, informal caregivers are not recognised
sufficiently. Providing them with training, counselling, support in formal
services and more flexible labour market conditions would increase the
quality of care as well as their own life, leading to lower risk of burnout and
elder abuse.

Under-regulated private market of services: many private service provid-
ers across the region are working outside of the scope of applicable reg-
ulation, providing services without license and undercutting the licensed
providers with low prices. This not only destabilises the labour market and
encourages migration but also increases the risks on the side of clients of
receiving inadequate or even harmful services. Better regulation and moni-
toring mechanisms are therefore needed.

Data collection and analysis need to be improved: as the older popula-
tion is the most diverse demographic group and their needs for long-term
care change over time, there is a need for much more thorough and system-
atic collection of data related to their needs and preferences as well as disag-
gregation by gender and by age, separating the data into five year cohorts
for best results.

11






\\ 1. HOW DID THE STUDY COME ABOUT?

The analysis provides an overview of the situation regarding long term care in the West-
ern Balkans. Study is based on the data collected in several phases and by applying several
methods:

Desk analysis

The desk analysis presents an overview of long-term care regulations, relevant publications,
publicly available data on the capacity to provide various long-term care services and the
number of beneficiaries for each of the project locations. The desk analysis aim was to show
how long-term care is integrated into the social and health care systems and to present the
current conditions of functioning in the area of long-term care in each of the locations includ-
ed in the project.

Quantitative research'®

The research was conducted in each project location' on a sample of 650 older and disabled
persons (PWD) in need of long-term care or the total sample of 3.900 subjects for all locations
(the total number of persons contacted in the first phase of data collection was 7.289). Since
people over the age of 65 and PWD aged 18-64 are most in need of long-term care and wel-
fare, the sample was designed to include 550 persons over the age of 65 and 100 PWD in need
of long-term care. The research was done with CATI (Computer Aided Telephone Interviewing)
data collection method. In order to include only those in need of long-term care in the sample,
the respondents were asked before the start whether they have certain difficulties that result
in them needing support (visual and hearing impairment, trouble with moving, etc.), as well
as whether they need the support of others in their daily functioning regardless of their diffi-
culties. In case when the respondent was not able to participate in the survey due to illness or
other physical impairment, a questionnaire on the needs and services used by the respondent
was conducted with their legal guardian. During the research process, the highest ethical prin-
Ciples were respected, which imply voluntary participation and anonymity of the participants.

Qualitative research

At each project location, in-depth interviews were conducted with long-term care providers
and representatives of relevant institutions in charge of formulating policies in the area of

10  Data collection for the qualitative reserach in the entire region wad undertaken by SMART Plus Research.

11 Serbia, Montenegro (CG), Bosnia and Herzegovina (BiH), Albania, North Macedonia and Kosovo.

13
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long-term care, as well as beneficiaries of long-term care services. The aim of this part of the
research was to review in more detail the findings obtained by quantitative research and to
identify points that can be improved in the functioning of long-term care systems from the
perspective of decision-makers and service beneficiaries themselves.

A study was done for each project location, available in the local and English languages. The
data in this report has been innovated and updated compared to the data that can be found
in the national studies.



\\ 2. WHAT WE NEED TO KNOW IN ORDER
TO UNDERSTAND LONG-TERM CARE

For approximately two-thirds of older persons, there is a high likelihood of them need-
ing support in performing activities of daily living and long-term care services'?. Demo-
graphic ageing is a characteristic of modern societies. On a global level, it has led, on the one
hand, to an increase in the need for support for people who cannot independently perform
daily activities, and on the other hand, to an increase in the need to develop a system of for-
mal care services and strengthen the support for informal caregivers. In such circumstances,
there is an inevitable increase in expenditures, primarily in the field of health care and social
welfare, which results in most modern countries facing challenges of financial sustainability
of long-term care programmes and constantly searching for more efficient and effective solu-
tions. However, the lower level of socio-economic development of the Western Balkan region
compared to the European Union (EU), along with the consequences of accelerated demo-
graphic ageing, leads to an increased need for long-term care services.

When reviewing the needs, a classifica-

tion into two groups of activities that
people cannot perform independently is
usually used in the context of long-term
care. The first group consists of the so-
called activities of daily living (ADLs) which
include moving within the apartment, eat-
ing, dressing, using the toilet, maintaining
personal hygiene, etc. simple activities in
the immediate environment. Instrumental
activities of daily living (IADLs) include man-
aging personal finances, personal trans-
portation, shopping and preparing meals,
household maintenance, communication,
and taking therapy. A group of health care
activities that require certain medical com-
petencies (wound dressing, measuring
blood pressure, blood sugar levels, adminis-
tration of a specific therapy) should be add-
ed to these. The European Union monitors

“Long-term care is defined as a set of services
and forms of support for persons who, due to
mental and/or physical fragility and/or disability
over a prolonged period of time, depend on sup-
port in performing activities of daily living and/
or need more permanent medical care. Daily ac-
tivities where support is necessary may include
personal care activities that someone needs to
perform on daily basis (activities of daily living
such as bathing, dressing oneself, eating, getting
out of bed or chair, going to bed, moving, using
the toilet, controlling bladder and bowel func-
tions), or instrumental activities of daily living
(such as preparation of meals, money manage-
ment, shopping, household maintenance and
telephone use)” (EC, 2021).

long-term functional limitations of citizens in performing daily activities through the Survey
on Income and Living Conditions (European Union Statistics on Income and Living Conditions
— EU-SILC). This survey is conducted in the entire Western Balkans, except in Bosnia and Herze-

12 WHO, 2021.
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govina. Another source of data in the EU, which includes functional limitations and limitations
in the performance of activities of daily living as well as the use of appropriate support services,
is the European Health Interview Survey (EHIS), which is conducted only in.

Persons who need support for independent living are within a side spectrum going from those
who may need occasional support with purchases to bedridden patients who require exten-
sive support. Such a wide range of needs is met through a system of long-term care services
that includes both social welfare services and health care services, from the support that in-
cludes shopping or help in maintaining the hygiene of the apartment to round-the-clock care
for a bedridden patient. This continuum of care therefore requires a wide spectrum of different
services for beneficiaries with different needs, but also for a single beneficiary whose needs
change over time. In order for the long-term care service system to effectively provide services
along this continuum, caregivers with different educational profiles, and different degrees of
competence and skills need to work for it.

The ageing of the population is undoubtedly the most important factor influencing the
increase in the need for long-term care in the Western Balkans, as it is the case in the EU
and many other parts of the world. The prominent ageing of the population of the Western
Balkans is caused by a combination of reduced fertility and longer life expectancy, but also mi-
gration movements characterized by the outflow of the working-age population. The ageing of
the population is most prominent in Serbia, primarily due to the long-term negative population
growth i.e. the continually low fertility rate. Apart from Serbia, Bosnia and Herzegovina is the only
country in the region that has had negative population growth throughout the past decade and
the total fertility rate in this country is one of the lowest in the world. Also, BiH has a very promi-
nent outflow of the working-age population due to migrations. Unfavourable demographic indi-
cators in Montenegro are not as prominent as in previous countries, but they show that the trend
of population ageing has affected this country as well. Also, the population of Albania and North
Macedonia is ageing due to the influence of low fertility, but migrations from these two countries
also have equal influence. Kosovo has the youngest population in Europe, however, the ageing
of the population has the highest annual rate in the region. In this phase of the demographic
transition, the ageing of the population in Kosovo is primarily influenced by migration. Although
the ageing of the population affects the current need for long-term care in the region in different
ways, it is clear that this type of support should be observed in the long term within the wider
population policies that would channel the results of inevitable demographic changes.

The decrease in the share of the working-age population in the Western Balkans has
a multifaceted impact on the long-term care demand. First, the capacity of informal care
within the family that could be provided by members of the working population in the fam-
ily is reduced. Demographic ageing, combined with migrations and greater participation of
women in the labour market, leads to a smaller number of potential informal caregivers in
the Region. Second, a decrease in working population numbers further endangers the social
security system, which significantly relies on labour taxation.'® In the Western Balkans, this has
a particularly great significance due to the still very present informal employment. In addition,

13 Matkovi¢, 2017.
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the potential risk of a decrease in public revenues due to a decrease in the share of the work-
ing population endangers the financing of support services for citizens with functional limita-
tions. Therefore, long-term care public policies should be developed alongside public policies
aimed at strengthening human capital in order for society to proactively face demographic
challenges.

The labour market will inevitably influence long-term care policies in the Region. Eco-
nomic indicators from 2011 to 2021 indicated the recovery of the labour market in the Western
Balkans. Structural unemployment is already evident in the market in the Region characterized
by the supply of unskilled labour . Gender differences in the labour market have been decreas-
ing over time in the Western Balkans. They are still very present in Bosnia and Herzegovina and
Kosovo, where there are significantly more unemployed women, who traditionally dominate
as providers of long-term care services, while in Montenegro and North Macedonia, there is a
higher proportion of unemployed men. Economic migrations of the population further dimin-
ish the labour supply in the field of long-term care in the Western Balkans. Demand in the EU,
which has been attracting labour from the Western Balkans for decades, has been increasing
precisely in the field of long-term care. Most of the EU member states have difficulties in attract-
ing a sufficient number of workers to perform long-term care jobs, and nursing staff is in the
first place among the occupations with employee shortages.'* Long-term care in the Western
Balkans, especially jobs related to direct interaction with the beneficiaries, is among insufficiently
paid occupations, which increases the likelihood of this type of labour migration to EU coun-
tries. At the same time, long-term care in the Region cannot, for now, attract foreign workers.
The previous approach of the rapid transformation of hard-to-employ groups of unemployed
people with low work competencies into providers of long-term care services failed to produce
obvious results. First, the long-term care market has gradually increasing demands in terms of
competencies, and an experienced workforce that acquires these competencies during work
easily finds positions in the long-term care markets that offer better conditions. The imbalance
in the long-term care labour market in the Western Balkans has not yet turned into a crisis, but
certainly represents a risk. Therefore, future policies should take into account the attractiveness
of long-term care in the local and international labour market, taking into consideration that the
increase in costs of employees in this area is almost certain. Apart from these challenges that
the Region is facing, there is still a lot of room for improving the competences of both those
who provide these services and those who would potentially want to provide them.

Some of the care services require medical educational profiles while other services re-
quire caregivers from the social welfare field with a wide range in terms of the duration and
content of the training they need in order to provide the services effectively. In the Western
Balkans, within this system, there are typically educational profiles in the field of social welfare
on the one hand, and on the other, nurses with health care competencies, while there is a lack
of professionals who would be somewhere in the middle, with competencies related to social
welfare services but that can provide even simpler health care services, and whose impact
would be particularly significant in remote and rural areas where reaching beneficiaries is more

14 Social Protection Committee (SPC) and the European Commission Directorate-General for Employment, Social
Affairs and Inclusion (DG EMPL), 2021.
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complicated and associated with higher costs. The exception is North Macedonia, where the
Law on Social Welfare and its by-laws recognize the profile of caregivers and prescribe the nec-
essary accredited training as well as other conditions for obtaining a certificate. In the rest of
the region, there is a lack of professionals who would be somewhere in the middle, with com-
petencies related to social welfare services, but who can also provide simpler services related
to health care, and whose impact would be particularly significant in remote and rural areas
where reaching beneficiaries is more complicated and associated with higher costs.

Health Adjusted Life Expectancy / Healthy Life Expectancy (HALE) in 2019, according
to data from the World Health Organisation, in the Western Balkans ranges from 66
to 69 years. This indicator shows that it is necessary to further improve the quality of life,
in order to extend the period of good health and thereby postpone the period of need for
long-term care. The longest Healthy Life Expectancy can be expected in Albania, followed
by Bosnia and Herzegovina, Montenegro and Serbia, where this indicator is around 67 years,
and finally North Macedonia with the shortest Healthy Life Expectancy in Europe (data for
Kosovo are not available). Although research indicates that Healthy Life Expectancy in the
Western Balkans is between 66 to 69 years, the Western Balkans is at the bottom of the Euro-
pean scale. For comparison, among EU members, the average Healthy Life Expectancy was
72,6 years in 2019.

Health factors that affect reduced functionality differ throughout the Region. Among
the top ten ranked diseases and conditions that result in death or disability in the Western
Balkans, there are ischemic heart diseases and heart attack, as well as headaches, fall injuries,
hearing impairment due to old age and colorectal cancer.

Long-term care in the Western Balkans is been formulated as a separate area of public
policies. Although it is more than evident that this is a very current topic, decision-makers in the
Region are more prone to a sectoral approach when formulating policies or determining meas-
ures to achieve outcomes of support for certain groups of beneficiaries such as the older persons
or persons with disabilities. This way, certain segments of long-term care often overlap or details
important for this type of support are missed. As a rule, public policies regulating health care and
social welfare and the pension system are developed separately without mutual coordination.
There is no doubt that the development of a uniform long-term care system would contribute to
the efficiency, effectiveness and accessibility of this type of support. However, it should be taken
into consideration that the establishment of a new system within the administrative mechanism
of the state is an inevitably slow process that, as a rule, requires a series of changes that go far
beyond the area that is the subject of reform — in this case, long-term care. Such an undertaking
is desirable and can be implemented in the long term. However, in the short and medium term,
it is more objective to focus on the formulation of uniformly framed long-term care policies that
would be implemented in a synchronized manner through several administrative systems.

Even in EU countries, long-term care is not defined as a separate policy area, but it is
included in various social and health policies and regulations.’” European institutions

15 SCP & DG EMPL, 2021.
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encourage decision-makers at the national level to synchronize public policies regulating long-
term care with other related policies such as policies on pensions, health care, active ageing,
etc. Institutions, regulations and social traditions of the Member States vary greatly in the field
of long-term care. Some countries classify long-term care as part of social insurance, while in
others it is treated as welfare assistance.

Health policies have a dual impact on long-term care. Less investment in preventive
health care throughout life, especially in early childhood, increases the risk of needing long-
term care services in the earlier period of life. This makes the health system reactive, so
most of the health system capacity boils down to providing acute health care services in
cases of complications or worsening of chronic conditions. The focus on the prevention of
diseases and conditions that lead to reduced functionality in the Western Balkans is of key
importance for long-term care. Although the Healthy Life Expectancy and life without major
health problems is increasing in the region, the Western Balkans is still at the bottom of the
European list according to this indicator, and additional measures are needed in order to
prolong the time without the need for long-term care from a health care point of view. From
the long-term care provision point of view, the priority is the availability of primary health
care, especially home care, which is characterized by reduced capacity and low coverage
throughout the Region. A large percentage of citizens with reduced functional capacities
who cannot meet their health-related needs, especially in Albania and Serbia, indicates the
need for improvement in this area. Even though in the Region, with the exception of Ser-
bia, significant budget funds are allocated for health care, the level of allocation of citizens'
own money for this purpose is still on average high and puts poorer social groups at risk.
The increase in the share of public funds for health care in recent years should be attributed
to more extensive budget expenditures due to the COVID-19 pandemic than to the overall
improvement of health care. An additional challenge for health care in the Region is the
increased number of medical professionals who migrate, primarily to EU countries, due to
better working conditions, which include higher salaries for this type of work.

The growing need for long-term care creates additional costs in the Western Balkans,
which represents an increasing challenge both from the point of view of the personal
income of citizens and from the perspective of public finances. It is quite certain that
the majority of citizens in the Region cannot independently finance long-term care, nor will
economic growth in the foreseeable future enable an increase in personal income that would
contribute to a significant change in these circumstances. Therefore, pressure on public ex-
penditures, already marked by the growth of the budget deficit in the Region, is inevitable. It
is obvious that long-term care policies in the Western Balkans should be especially directed to
the effectiveness of support programmes, which, due to lower economic development, should
be even more pronounced than is the case in more affluent EU countries.

The effectiveness of long-term care could also be improved by adequate planning. In
the largest part of the Region, a uniform mechanism for collecting data on long-term
care beneficiaries, types of support and costs incurred have not been established. The
establishment of such a mechanism would enable data processing, monitoring and evaluation
of long-term care as a basis for adequate planning at the macro level. At the moment, it is
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almost impossible to review the total expenditures for long-term care because the records are
partial and often unreliable. It should be taken into account that the administrative definition
of long-term care is imperative for establishing appropriate planning.

There is no doubt that the growing need for long-term care encourages the need to
formulate new long-term care financing models in the Western Balkans. Similar circum-
stances are present in other European countries. Germany has introduced a special type
of social insurance for long-term care and this is an option that should be considered in the
Western Balkans too. On the one hand, it is difficult to expect that citizens with functional diffi-
culties will have sufficient income to cover the costs of long-term care. On the other hand, with
adequate coverage, it is quite possible that public costs for long-term care would reach the
point of unsustainability in the near future. Also, further plans could be directed towards the
establishment of special-purpose public funds for long-term care that would be financed from
various sources. In any case, long-term care policies in the Region should contain a component
for establishing a uniform fiscal area dedicated to this purpose.

The availability of formal long-term care services in the Western Balkans is extremely
low. Residential services, often considered a traditionally widespread form of long-term care
in the Region, are in fact poorly represented compared to the EU. The availability of services
in the community, in the form of day centres where various activities are carried out during
a certain part of the day, can be assessed as insufficient compared to the needs. However,
it seems that in relation to the needs, the services provided in beneficiaries’homes are the
least available.



\ 3. WHAT ARE THE LONG-TERM CARE
NEEDS OF OLDER PERSONS
AND PERSONS WITH DISABILITIES?

In addition to the personal companion service, long-term care is an important service that
can improve the life of PWDs, regardless of their age. Therefore, an insight into the char-
acteristics of this part of the population leads to a closer understanding of the long-term
care demand. The United Nations (UN) Convention defines persons with disabilities as
“those who have long-term physical, mental, intellectual or sensory impairments which, in
interaction with various barriers may hinder their full and effective participation in society
on an equal basis with others” However, long-term care has a somewhat narrower scope
and is aimed at people who, due to difficulties caused by the conditions listed in the defi-
nition of persons with disabilities, are unable to perform activities of daily living on their
own. Data on the number of persons with disabilities, which were collected by censuses in
the Western Balkans, provide an insight into the extent of this population precisely on the
basis of the census question related to difficulties in functioning. Differences in the share
of people with disabilities within the region largely coincide with data on the ageing of
the population.

Since ageing is an additional risk for the reduction of functional abilities, it is quite expected
that environments with a larger share of older population also have a larger share of citizens
with difficulties in performing activities of daily living. Disaggregated data from the census
show that the proportion of the population with functional limitations is higher in rural areas
than in urban ones.

More recent research shows that the share of people over 65 years old in the Western
Balkans who stated that they have greater difficulties in their daily functioning differs
significantly between countries. According to the findings of the regional research conduct-
ed by SeConS in 2021'¢, North Macedonia has the fewest older people who experience greater
difficulties in performing activities of daily living. While, on the other hand, data from Bosnia
and Herzegovina indicate that more than half of the respondents stated that they face major
functional difficulties. Although it is a subjective experience of the complexity of the difficulties
they are facing, these findings nevertheless bring us closer to the knowledge of the need for
additional support when facing functional limitations. This is especially important in the older
age group, given their Healthy Life Expectancy.

16 Research on availability of long-term care in the Western Balkans.
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Graph 1: Share of persons older than 65 with greater difficulties in performing activities of
daily living (%)
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Source: SeConS, Research on the access to long-term care in the Western Balkans, 2021

Western Balkans people over the age of 65, who rate their difficulties in daily function-
ing as great, mostly face challenges when performing instrumental activities of daily
living. The greatest needs in instrumental activities of daily living were expressed by older
persons in Montenegro — almost all respondents who have greater difficulties in daily func-
tioning pointed out that these difficulties are related to instrumental activities. When talking
about health care, respondents from Albania said they faced the greatest difficulties, and those
in Serbia had the least.
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Graph 2: Groups of activities in which the citizens of the Western Balkans over 65 face
greater difficulties (%)
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Source: SeConsS, Research on the access to long-term care in the Western Balkans, 2021

The frequency of long-term restrictions increases with age and decreases with income
growth, both in the Western Balkans and in the EU. Functional limitations have a clear
age-related pattern. People in older age groups are more likely to report functional limitations
compared to younger age groups. The difference in the share of the population with limita-
tions in performing activities of daily living between the age group 16 to 24 years and the
group aged 85 and older in the Western Balkans ranged from 58,3 percent in Serbia to 81% in
Albania in 2020. This difference in the EU-27 was around 65 percent. The prevalence of func-
tional limitations was highest in the lowest income group and progressively decreased with
increasing income.

Slightly less than half of the EU population, aged 65 and older, reported limitations
in performing household activities.'” More than 50 percent of older persons in 12 EU
Member States'® reported limitations in performing household activities. The highest rates
were recorded in Lithuania and Romania i.e. 67 and 79.6 percent respectively. Rates for older
persons reporting difficulties in performing personal care or household activities differed
between the two genders, with older women showing higher rates than older men in all
EU Member States. Older women reported difficulties in performing personal care activities
in a proportion of 27.5%, while the corresponding rate for older men was 18.7%. In Serbia,
53.9% of citizens over the age of 65 declared that they have limitations in performing house-
hold activities, with 31.5% of older persons having more serious limitations. Just like in the

17 Eurostat, HLTH_EHIS_HATE.

18  For example, Greece, Poland, Cyprus, Bulgaria, The Netherlands, Czech Republic, Lithuania, Romania.
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EU, there is a higher rate of women who noted these difficulties, 37.7% of them, than men,
where this rate was 23.3 percent.

At least 96% of older persons who declared that they have greater difficulties in per-
forming activities of daily living, in the entire Western Balkans region, receive a pension
as their main source of income. Pensions are the dominant source of income for people with
disabilities in Kosovo, in Albania, which is probably a consequence of the wide coverage of
the disability pension programme, and in Bosnia and Herzegovina, where during and after the
war in the 1990s, the war disability pension programme was highly developed. In the entire
region, except Kosovo, a significant proportion of adults with severe disabilities derive their
income mainly from social benefits, which is especially related to Montenegro. Other sources
of income, which primarily include rent income, financial assistance from relatives, etc. play
an important role in the incomes of adults with difficulties in Albania and Kosovo where mul-
ti-member households have persisted and where extensive diaspora takes responsibility for
financial support of family members in their homeland. Other incomes are still partly important
in Serbia and North Macedonia. Earnings are rarely the dominant source of income for adult
persons with disabilities. Earnings are somewhat more prevalent as the income of persons with
disabilities in North Macedonia, followed by Bosnia and Herzegovina and Serbia. Older persons
with greater difficulties in performing the activities of daily living, in addition to pensions, ob-
tain most of their income from other sources, especially in Kosovo and Albania.

Graph 3: Types of income of persons with greater difficulties in performing
the activities of daily living (%)
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4. WHAT ARE THE MAIN FEATURES
OF LONG-TERM CARE FOR ADULTS
AND OLDER PERSONS IN THE WESTERN
BALKANS REGION?

Long-term care in the Western Balkans is not legally regulated as a clearly defined ac-
tivity of public importance, but its elements are found in several different systems, pri-
marily in social welfare and health care. Social welfare can be considered primary in the
field of long-term care in the Region due to the absence of a uniform system that defines the
scope and content of this activity. In addition, social welfare often, due to lack of family care,
acts as a substitute for the family. However, from the point of view of long-term care, there are
two models in the Western Balkans region. Albania and Kosovo apply relatively consistently
the principle of personal and family responsibility with the partial provision of services that
contribute to long-term care from public funds. Contrary to that, in North Macedonia, Serbia,
Montenegro and Bosnia and Herzegovina, although the regulations related to social welfare
establish principles according to which citizens primarily take care of themselves and their
family members, an exception is made in the case of long-term care. Namely, in the process of
realizing the right to financial allowances for custodial care and assistance, the right to long-
term care from public funds is implicitly recognized because this type of support is provided
without prior checking of the financial condition of the beneficiary and the availability of fam-
ily support.

Health care, although an integral element of long-term care, plays the role of a com-
plementary activity rather than the source of long-term care. People in need of support
for performing activities of daily living, as a rule, have poor health which is the cause of the
need for long-term care. However, the health care systems in the Western Balkans are focused
primarily on the treatment of acute states of the underlying chronic disease, which is not the
primary goal of long-term care. A key element of long-term care within health care is home
treatment services, especially those aimed at dealing with underlying chronic diseases (often
more than one) and preventing them from worsening or developing complications. Health
care is somewhat closer to long-term care in the domain of managing chronic health prob-
lems, but even then the focus is on maintaining the patient’s current condition rather than
dealing with the consequences of dysfunctionalities.
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4.1 Regulating long-term care

Measures and services aimed at supporting people unable to perform activities of
daily living on their own are primarily regulated at the central level in the Western
Balkans region. Montenegro, Kosovo and Northern Macedonia have umbrella regulations
at the central level for both social welfare and health care. On the other hand, Serbia
regulates health care at the central level, while social welfare rights are determined by a
single regulation for the entire country, but it is up to local authorities to further regulate
the conditions for exercising the right to provide services in the community from the local
self-governments funds. The regulation of long-term care in Bosnia and Herzegovina is
subordinated to a complex state-administrative system. EU Member States have different
long-term care regulation practices. Although in most Member States the ministries in
charge of health and/or social affairs are responsible for regulating the provision of long-
term care services, some responsibilities may be delegated to other authorities or insur-
ance funds.'”

Assessment of beneficiaries’ needs is organised at the central level throughout the Re-
gion. Even in Bosnia and Herzegovina, characterized by scattered jurisdictions, needs assess-
ment is centralized. However, what is characteristic of the entire Region and represents one of
the biggest challenges is the separation of the assessment of the needs for health care and
social services and the lack of coordination of these systems during the assessment.

About half of the EU Member States regulate standardized needs assessment at the na-
tional level.?® In the remaining EU countries, needs assessment methodology may differ at
the regional and even local level, as well as between sectors and sources of financing. A needs
assessment can be performed by different professions (eg. nurses, doctors, specialized health
personnel, social workers), sometimes organised as multidisciplinary teams.

The quality of long-term care in the Western
Balkans is based on developed standards and
control of their implementation. Health service
standards have been developed for the entire Re-
gion and their application and improvement have
a long tradition and developed procedures. The
standards for the provision of social services are
somewhat recent, and their implementation is still
not fully established in practice. Serbia, Montene-
gro, North Macedonia and Albania have established
standards for social care service providers and staff,
while quality is additionally ensured by profession-

The first level of provision of standards
implementation is based on licensing
of organisations and staff in charge of
social services provision as well as on
accreditation of professional training
programmes.

The second level of standards imple-
mentation is ensured through inspec-
tion supervision and the supervision
of professional work.

19  For example, Austria, Belgium, Bulgaria, Czech Republic, Germany, Estonia, Finland, France, Romania, Sweden.

20 SCP & DG EMPL, 2021.
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al training programme standards. In all four countries, inspection is organised at the central
level. Due to insufficient human resources for inspection supervision, verification is focused
on the application of standards mainly only for residential services. The specific feature of the
standards related to the quality of social services in Kosovo is that the licensing procedure and
quality standards apply only to providers of social services that do not belong to the public
sector?! while the quality system of public service providers remains unregulated. However, the
competent ministry is obliged to supervise the work of all social service providers, regardless
of their founder.

The most common approach to quality monitoring in EU countries?? is based on a set
of predetermined standards and requirements.” The standards mainly regulate residential
care and in some, very rare, cases, home care?* The process of assessing compliance with
standards usually involves on-site inspections®, however, some national reports reflect prob-
lems arising from limited resources, lack of qualified inspectors and lack of process transpar-
ency. Differences can also appear between the social and health sectors. In some countries,
the health sector has clear and well-established standards?® compared to the social sector. It
should be noted that standards can be established at the national level, but also by regions,
provinces or municipalities?” which may lead to differences within the national context.

Public and private service providers equally perform activities in the field of social wel-
fare and health care, and civil society organisations play an important role in providing
social services in the community. However, when it comes to access to public finances, the
circumstances are quite different. Public health insurance funds in the Western Balkans are
mainly financed by public health institutions. Public institutions are financed from state funds
based on the obligations of the founders, and from health insurance funds based on the ser-
vices they provide. Everywhere in the Region, there is a foreseen possibility of financing health
services provided by entities outside the public sector, but this practice is rather the exception
than the rule. Social services provided at home and in the community are financed from pub-
lic funds, regardless of whether the service providers belong to the public or private sector.
However, the financing of services provided by private service providers or non-governmental
organisations is often unstable, limited by time or project-organised, which jeopardizes the
planning and development of those organisations. Unlike others in the Region, Albania divides

21 Administrative instruction no. 02/2020 for licencing non-governmental organisations and private legal persons
which provide social and family services, indicated according to the Manual for licencing non-governmental or-

ganisations and other private legal entities which provide social and family services, 2021.

22 For example, Czech Republic, Germany, Spain, Finland, Ireland, Liechtenstein, Lithuania, Latvia, The Netherlands,

Poland, Portugal, Romania, Slovenia, Slovakia, Great Britain.
23 Spasova et. al, 2018,
24 lbid.
25 For example, Czech Republic, Ireland, Lithuania, Portugal, Slovenia.
26 For example, Portugal, Slovenia.

27 For example, Austria, Czech Republic, Italy.
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social service providers into profit and non-profit ones, whereby profit organisations cannot
use public funds. In the EU, there is also a pluralization of service providers, and the provision
of care is offered and organised by both public and private institutions.

4.2 Long-term care management

Long-term care management in the Western Balkans is mainly decentralized. Central au-
thorities assume responsibility for financial allowances and the management of health services,
while the management of social welfare services is divided in various ways between local and
central levels. Big differences between the capacities of local authorities in managing long-term
care are a common characteristic in the Region. Uneven economic development between lo-
cal administrative units, in the context of long-term care, is evident throughout the Region,
especially in Montenegro and Albania. On the other hand, the importance of decision-making
by local stakeholders is noticeable in systems with a slightly higher level of decentralization
such as FBiH and Serbia, and to a lesser extent Albania and North Macedonia. Also, the lack
of coordination between the health and social care systems in long-term care provision can
be classified within common characteristics. These two systems, as a rule, operate completely
separately, primarily due to different sources of financing and the lack of administrative pro-
cedures that, guided by the expected outcome, would connect them into one single entity.
At the same time, the policies that are established, starting from the highest levels of govern-
ment to local authorities, are mostly limited by sectors. Such circumstances are evident even
where social and health care are organisationally placed in the same ministries, as is the case in
Albania, Bosnia and Herzegovina and Kosovo. The horizontal division between the health and
social sectors is also accompanied in many EU countries by a vertical division of responsibilities
between different institutional levels: national, regional and local.?® Only a few EU countries?”
organise the system in a way that horizontally integrates health care and social welfare.

Decentralization in the Western Balkans should have a significant impact on the avail-
ability of services that contribute to long-term care. On the one hand, getting closer to
the beneficiary is certain to have a positive impact on the availability of services. It is hard to
imagine that services within a community can be adequately organised from a central level
and at the same time keep their focus on the needs of the beneficiaries. On the other hand,
the different sizes of local self-governments and their general fragmentation call into question
local capacities for organising and provision of long-term care services. From the point of view
of financing services, the weaknesses of the economic development of individual local com-
munities may be corrected with support from the central level. AlImost everywhere in the Re-
gion, there are programmes that financially support local governments in providing long-term
care services. The effects of these programmes have not yet been fully evaluated, but there is
no doubt that a significant proportion of local communities do not have the financial strength
to respond to the needs of citizens. It is very likely that an adequate solution should be sought

28  SCP & DG EMPL, 2021.

29  For example, Denmark, Ireland, Portugal.
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at the administrative level between the central and local authorities. However, experiences
from Bosnia and Herzegovina, where management of long-term care measures and services is
at the cantonal level, indicate that not even the middle administrative level ensures adequate
management. Based on the presented challenges and experiences, long-term carepolicies, in
terms of availability, could be directed towards financing from the local level with mandatory
support of the central government and towards middle government-level management but
rights in the field of long-term care would be established at the state level. Maximum efficien-
cy and effectiveness would be ensured this way while achieving the equality of all citizens.

4.3 Long-term care financing

Long-term care in the Western Balkans is financed from three conventional sources of
funds: taxes, insurance and citizens’ own money. However, most often, funds from all
three sources participate simultaneously in the financing of long-term care, but in different
proportions. Funds from general taxation, primarily from central budgets, play a dominant
role in financing long-term care services. It is important to note that the financing of long-
term care has an increasing share in the public expenditures of local authorities. Previous
experiences in the Western Balkans have shown that the availability of social welfare services
in the local community largely depends on funds from the central budgets. Compulsory
insurance funds are mainly directed at providing health care, while private insurance is still
not a widespread practice. Citizens throughout the Region directly participate with their
own money in the provision of both health and social welfare services. Public financing of
long-term care services and financial benefits in the EU depends
on the needs of the beneficiaries, their income and financial sta-
tus, as well as the availability of family support.3® Most of these
expenditures in the EU are financed by general taxation. In almost
all EU countries, beneficiary is obliged to participate in the costs
of long-term care services. EU members, within the framework of
the hybrid approach, often combine different models of financing
long-term care services in order to ensure the sustainability of the
system through the efficient organisation of risk sharing.

The budgets of the
local administrative
units in the Region
primarily  finance
day care and home
services from their
revenues.

30 Spasova et. al, 2018.
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5. WHAT IS FORMAL LONG-TERM CARE?

Formal long-term care in the Western Balkans region consists of services within the so-
cial welfare and health care system and financial allowances. Furthermore, services can
be classified into residential services, which imply 24-hour support, seven days a week, daily
services and services in the beneficiaries’homes. The other two types of services are provided
with different dynamics in accordance with the needs of the beneficiaries but are primarily
subject to available local capacities.

The procedure for using measures and services that contribute to formal long-term
care is strictly divided between social welfare and health care throughout the Region.
Health services are used based on the examination of doctors from the network of local
health centres developed throughout the region, as a rule, at the municipal level. The proce-
dure for using services and financial benefits from the social welfare system is implemented
everywhere in the Region, except in Albania, through social work centres, which are, estab-
lished as kind of referral bodies, as a rule, for each local self-government. In Albania, this pro-
cedure is implemented through the municipal social worker, and the final decision is made
by the local committee.

EU Member States also provide formal long-term care through services and financial
allowances, or a combination of these two types of support.’! Services usually include
home care or placement in residential institutions, but may also include other needs such as
home adaptations or the purchase of technical devices.

5.1 Residential services

Residential social welfare services? in the Western Balkans are provided to a wide range
of beneficiaries and are not exclusively for beneficiaries who need long-term care. By
providing these types of services, the basic social, cultural and recreational needs are fulfilled
throughout the Region as well as the needs for medical care and support in performing

31 SCP & DG EMPL, 2021.

32 "Residential care includes institutions that are primarily engaged in providing residential long-term care that com-
bines supervision, medical, or other types of care according to the beneficiary’s requirements. In these institutions,
a significant part of the procedure and care provided is a mix of health and social services, where health services
are largely at the nursing level, combined with personal care services. The medical components of care, however,

are much less intensive than those provided in hospitals” (Eurostat, 2020).
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activities of daily living due to the decrease of the beneficiaries’ functional capacities. Al-
bania is the only one in the region that specifically singles out “long-term accommodation”
in its classification of residential services as a form of support for people in need of long-
term care. Health care services from compulsory health insurance funds are available only in
public accommodation facilities, while private facilities rely on the network of local health
centres and more often on private health services, the provision of which is an additional
burden on the beneficiaries’ income. Palliative care in accommodation facilities is more of a
situational reality than an organised type of support, so there was no adequate equipment
and training for employees. Only Montenegro has an organisational unit for palliative care in
an accommodation facility, which is equipped and organised in an appropriate manner. An
example of good practice is the Gerontology Institute of North Macedonia, which, although
a specialized hospital, integrates geriatric, long-term and palliative care. It is obvious that
residential services in the Region need to be redesigned in order to take into account the
specific needs for long-term care.

According to the capacity volume in residential institutions for long-term care, the West-
ern Balkans region is ranked at the bottom of the European list. Moreover, in relation to
the population numbers, Kosovo has the smallest capacities for long-term care in Europe, and
only Bulgaria has fewer capacities than Albania. Montenegro and North Macedonia have a
somewhat higher number of beds in residential institutions per 100,000 inhabitants. According
to these indicators, Serbia stands out a bit from the rest of the Region and has greater capaci-
ties than 10 European countries, which is a consequence of the expansion of the private sector
in this area. The private sector of residential services is also becoming stronger in North Mace-
donia, while public capacities remain limited despite accommodation organisations managed
by the national pension insurance fund, but outside the formal system of long-term care ser-
vices. In recent years, Montenegro has doubled the public capacity for providing residential
services, while the private initiative has remained neglected. The current capacities exceed the
indicated needs of the beneficiaries, but a clearer market reaction can be expected in the up-
coming period.
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Graph 4: Residential services capacities - number of beds per 100.000 inhabitants (2020)
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The demand for residential services is increasing along with the development of capac-
ities in private institutions for the placement of older persons. Nevertheless, there are
still citizens whose need for this service is not fulfilled, which most often refers to accommo-
dation in public institutions due to lower prices, although there are waiting in some private
institutions as well. In Serbia, there were four times more people on waiting lists in Decem-
ber 2019 than in 2017.33 Waiting lists in homes that mainly provide services for older persons
have been decreasing in previous years due to the expansion of the private sector. However,
the number of beneficiaries waiting for placement in institutions for people with disabili-
ties is continuously growing, and the capacities of these organisations, which are exclusively
established by the state, have not changed for several decades. Very few beneficiaries are
waiting for the provision of residential services in Montenegro, and capacity occupancy in
2021 was 82%*. Namely, the newly founded institutions are in cities where have been no
adequate capacities until now, and for the first time, organisational units for palliative care
were designed in the institutions. The capacities of public institutions for the placement of
older persons in Albania, where the service is not charged or is charged in the amount of
40% of the pension, do not meet the current needs. Of the 120 applications for services in
residential facilities in 2020, only 42 were accepted and the remaining 78 were placed on a
waiting list.>. At the same time, the capacity occupancy of private institutions for older per-
sons was 93%. More than half of the residential institutions, which especially refers to private
organisations, are concentrated in the region of the capital, Tirana. The capacities of private
institutions for housing older persons in North Macedonia have almost tripled compared to
2015.2° The number of beneficiaries in public institutions has been decreasing in previous
years, while the number of those in private organisations is increasing.?” Data for Kosovo are
not publicly available.

Giving priority in financing to public service providers affects the increased demand
for residential services in public institutions. Although in almost all parts of the Region,
apart from Albania, the legislative framework enables the financing of accommodation ser-
vices from public funds provided by private profit organisations, this practice is extremely
rare. Accommodation services provided by private organisations have been financed in Ser-
bia since 2017, but the number of beneficiaries is exceptionally small, and the entire proce-
dure is very difficult.

The majority of Western Balkans citizens, who have declared that they have greater
difficulties in performing activities of daily living, believe that community services are
a more appropriate type of service for them compared to residential care services.®®

33 Miloradovi¢, Milojevi¢, Kovi¢, Todorovic, Vracevi¢, 2021.

34 Institute for Social and Child Welfare, 2021; Public institution “Komanski most’, 2022.
35 International Labour Organisation (ILO), 2022.

36 Republic of North Macedonia, Ministry of labour and social policy, (s.a.).

37  State Statistical Office, Republic of North Macedonia, 2020.

38 SeConS, Research on the access to long-term care in the Western Balkans, 2021.
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Residential services are the most acceptable for residents of Albania and Bosnia and Herzego-
vina, where one-fifth and one-fourth of respondents accept this type of support. The share of
citizens of Kosovo and Montenegro, needing long-term care, who prefer residential services
range from 7 to 11 percent.

Graph 5: Share of Western Balkans citizens with greater difficulties in performing their
activities of daily living who have declared readiness to use residential services (%)
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Source: SeConS, Research on the access to long-term care in the Western Balkans, 2021

The reasons why the citizens from the Region do not wish to use the placement servic-
es in an institution differ, but the common feature is the subjective resistance to the
institutional model of long-term care based on prejudices related to residential place-
ment. As many as 59.6% of respondents over the age of 65 in Kosovo pointed out that they
do not want to live in such a place, while in Serbia, Montenegro and North Macedonia, about
two-thirds of the respondents provided the same answer. The price of the service is the most
important reason for respondents from the same age category in Bosnia and Herzegovina, but
in Serbia, it is indicated as the second most important reason for a negative attitude towards
the institutional placement service. Distance from family is the most important reason for old-
er persons respondents from Albania and the second most important reason for respondents
from Montenegro. Distrust of people older than 65 in placement service providers is most
evident in North Macedonia, where about one-third of the respondents do not trust the qual-
ity of the service, while this attitude is shared by one-fifth of the respondents in Montenegro.
For PWDs, the same as for older persons, personal attitudes towards placement are the most
dominant reason. However, for PWDs, the distance from family is somewhat more significant
than for older persons.
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Graph 6: Reasons why the respondents older than 65 would not want to use the
placement service (%)
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Source: SeConS, Research on the access to long-term care in the Western Balkans, 2021

The reasons why older citizens would still decide to use the institutional placement ser-
vice greatly differ across the Region, but facing the reduced possibility of self-care is
important to everyone. This is the dominant reason in Albania, but it is also important for
the respondents that they are not alone. Older citizens in Bosnia and Herzegovina, North
Macedonia and Serbia emphasize the availability of health care as the prevalent motive. The
expectations of respondents in Montenegro and Kosovo from placement in an institution
are mostly aimed at reducing the feeling of loneliness. Older citizens of Serbia and Monte-
negro who reported greater difficulties in performing daily activities are more inclined to be
placed in public institutions, while in North Macedonia they prefer private providers of this
service. In the rest of the Region, the division of residential services according to the founder
has no clear prevalence.
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Graph 7: Motivation of citizens older than 65 for use of the placement service (%)
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5.1.1 Family accommodation

Family accommodation (foster care) is a special form of residential service that is part of

the social welfare system in the Western Balkans region, except in Albania and Kosovo.
This service was initially developed as an alternative to institutional placement of children but
was later applied as a form of support for adults and older persons, so that, in addition to var-
ious functional limitations, they could continue living in a family environment and within the
community. This type of care does not require special qualifications, protection, participation
of the community, as well as the use of its resources. The service of family accommodation is
primarily provided by relatives, when it is in line with the best interests of the beneficiary, or by
another person who meets the relevant standards.

Expenditures for the provision of family accommodation services consist of remuner-
ation for work and remuneration for the support of the beneficiary. The closest family
members who, in accordance with the regulations governing family relations, are obliged to
support the beneficiary, do not receive compensation for work in providing the family accom-
modation service, so the costs, in this case, are limited to compensation for supporting the
beneficiary. As with placement in an institution, the costs of family accommodation are primar-
ily borne by the beneficiary. Public funds are allocated for this service according to different
national models. According to the national legislative framework, the fees for family accommo-
dation are regulated in different ways, but there are no major deviations in relation to average
salaries. Often, this fee is determined separately in a basic and increased amount, intended for
the provision of a service requiring more intensive care.
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Table 1: Share of family accommodation fees in average salary

BiH

Fee Montenegro N. Macedonia Serbia

FBiH RS
For the beneficiary’s | 50 c00, | 4506-55% 40% 60% 40%
expenses
For the service 15%-30% = 25% 10%-20% 60% 20%
provider’s work
Total 45%-80% | 70%-80% = 50%-70% 120% 60%

Source: Calculations done by the authors for the study based on publicly available data

Contrary to the developed legislative framework in the field of family accommodation,
this type of support for adults and older persons does not have a significant share in
long-term care. In 2021, family accommodation in Serbia was used by 16 adults** and 10 in
BiH* per 100.000 persons of legal age. However, in both mentioned countries, about one half
of beneficiaries belong to the age category of young people who very likely used this service
as children and then continued with this type of support until they became independent.
North Macedonia and Montenegro have a negligible number of beneficiaries of this service.
In 2021, family accommodation in North Macedonia was used by only 284" beneficiaries, of
whom only three were older than 65, while in Montenegro in 2019, eight* older citizens were
placed with other families.

People over 65 in the Western Balkans rarely consider family accommodation as a way
to meet the need for long-term care®. The largest number of respondents pointed out that
they would not consider family accommodation as a form of support. The respondents from
Montenegro and Bosnia and Herzegovina are the most determined in their opinion, where
more than two-thirds of older persons indicated that they would not consider this service. On
the other hand, the most undecided ones are older persons from Albania and Kosovo, 34,5%
and 31,5%, respectively, who could not say whether they would consider this type of accom-
modation. Compared to other parts of the Region, the North Macedonia older persons display
the most affirmative attitude towards family accommodation - slightly more than a fifth of
older persons indicated that they would consider family accommodation as a type of service.
Those who said they would consider family accommodation cited the inability to take care of
themselves as before and loneliness as their main reasons. Looking at the entire Region, the in-
ability to take care of themselves as before is the main reason for opting for this type of service.

39  Republic of Serbia, Ministry of Labour, Employment, Veteran and Social Policy (s.a.).
40  Agency for Statistics of Bosnia and Herzegovina, 2021.

41 State Statistical Office of the Republic of North Macedonia, 2020.

42 Institute for Social and Child Welfare, 2019.

43 SeConsS, Research on the access to long-term care in the Western Balkans, 2021.
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Graph 8: Readiness to provide family accommodation service, 65+ (%)
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Just like older persons, PWDs in the entire Region do not show willingness to use the
family accommodation service. Respondents from Montenegro once again show the great-
est determination in their attitude (88%), while respondents from Kosovo and Albania show
the greatest indecision. The inability to take care of themselves as before is also highlighted as
the main reason for using this service.

Graph 9: Readiness to provide family accommodation service, PWD (%)
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5.2 Home services

Home assistance services can be organised within the social welfare or health care sys-
tem. As a rule, these services are organised within the framework of social welfare and include
support in performing activities of daily living, care and supervision, in conditions when family
support is insufficient or unavailable. Home care, as a typical health-related activity, implies
acute medical care aimed at recuperating, which is often performed as an extension of hospi-
tal treatment. In addition to the health services provided at home, we should also add visiting
services, the work of which is often combined and even regarded as the same as home care.
Attempts to unite the content of this service, provided in the beneficiary’s home, have been
noted almost throughout the Region, but these aspirations have been limited to project ac-
tivities due to administrative and financial obstacles. The practice of home assistance services
in the Western Balkans is limited to providing support in performing activities of daily living.
Support in performing instrumental activities of daily living is very rare, primarily because it
requires the engagement of significant resources.

The home assistance service is not uniform in nature, since it is adapted to the individu-
al needs of the beneficiary in specific living circumstances. This type of service includes
providing food, medicine or other necessities for the beneficiary, maintaining personal hy-
giene, psycho-social support and help with meeting other daily needs. Home assistance
makes its full contribution, especially in terms of efficiency, when combined with other com-
munity services and informal care. However, as these services are organised at the municipal
level throughout the Western Balkans, different practices have been developed which, in
addition to the needs of the beneficiaries, are subject to local capacities. Home assistance
varies in content, intensity and scope in local communities. At the same time, the character-
istics of the service are influenced by the informal market. Namely, due to the weakness of
the institutional framework, beneficiaries often independently contract services with infor-
mal care providers, and the provision of such contracted services remains beyond the reach
of official records and supervision.

The most prominent is the need of the citizens of the Region for services provided at
home. However, although the official policies in the Region emphasize the development of
home assistance as a priority, this service is significantly available only in Serbia, while it is
provided sporadically in other parts of the Region. Even in Serbia, where the home assistance
service is the most widespread in the Western Balkans, this type of support is used by less than
1.5% of PWDs and about eight percent of people over the age of 65, who reported severe lim-
itations in performing activities of daily living.** It remains to be seen in the upcoming period
to what extent the formulated public policies in the Region that emphasize the importance of
this type of service will contribute to its increasing availability.

Even though public policies in the Region give priority to home assistance, these ser-
vices generally do not have sufficient capacities in relation to needs. Available reports
indicate that in most of the Western Balkans region, the provision of home assistance services

44 SeConS, Research on the access to long-term care in the Western Balkans, 2021.



\\\

is predominantly based on the project activities of national and international non-governmen-
tal and humanitarian organisations. Also, a common characteristic that burdens the provision
of this type of service is the lack of management, professional and financial capacities within
the local communities. Home assistance in North Macedonia is just beginning® and according
to data from the Registry of Licensed Service Providers* only one organisation has obtained
a license to provide this service. It is similar in Albania, where only one municipality provides
home assistance for 20 beneficiaries and two private providers are offering this service for 35
beneficiaries.”” The pronounced lack of public support for home assistance in Kosovo is mit-
igated by the work of non-governmental and humanitarian organisations. According to the
data of the Agency for Statistics of Bosnia and Herzegovina, in 2020, approximately 13 benefi-
ciaries out of 100.000 adult citizens used home assistance services*®. In Montenegro, this ser-
vice was available in 15 out of 25 municipalities in 2018%. Although there is only one licensed
home assistance provider in Montenegro, according to the findings of the Mapping, a total of
19 organisations provide this service. The home assistance service is the most widespread in
Serbia, where according to the data of the competent ministry, as many as 111°° organisations
in Serbia were licensed to provide this service in 2021.

The market for home assistance services in the Western Balkans is, quite obviously, still
not sufficiently developed. Although all demand factors indicate that there is a need for this
type of support, the majority of citizens who need help in performing activities of daily living,
due to low income, are unable to afford professional services. Public funds allocated for this
purpose, judging by the number of beneficiaries, are insufficient. Short-term demand is fue-
led by humanitarian and international funds that cause instability by creating unsustainable
expectations among all stakeholders. Additional challenges are the black/informal market for
these services, which leads to the provision of services that are cheaper but often of question-
able quality, without the possibility to control them, as well as the migration of professional
caregivers to EU countries, which will lead to a lack of formal, professional caregivers in the
near future.

The licensing procedure, which ensures the implementation of standards for the pro-
vision of home assistance services in the entire Region, except in Serbia, is rather dif-
ficult. This prevents adequate data collection and evaluation because a significant share of
home assistance services is provided through projects outside the reach of official records
or in the informal market. On the other hand, in Serbia, the licensing procedure of service
providers has been applied since 2014, so the offer is significantly more stable and subject
to evaluation.

45 Republic of North Macedonia, Ministry of Labour and Social Policy, 2018.
46 Republic of North Macedonia, Ministry of Labour and Social Policy (s.a-a).
47 International Labour Organisation, 2022.

48  Agency for Statistics of Bosnia and Herzegovina, 2021.

49 Institute for Social and Child Welfare, 2019.

50 Republic of Serbia, Ministry of Labour, Employment, Veteran and Social Policy (s.a.).
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The provision of home services as a form of long-term care varies significantly between
EU Member States. According to the results of the EHIS survey from 2019°", home assistance
services are used on average by about 29% of citizens with greater difficulties in performing
personal care or household activities. While this share in Belgium, Denmark and the Nether-
lands exceeds 50 percent, in Romania only 4.7% of older persons with greater difficulties in
daily functioning have used home care. According to the same source, in Serbia, where home
assistance is the most widespread in the Western Balkans, this share was 12.9%, which is more
than in four EU countries. Although home assistance is a priority in the public policies of most
EU countries, more than one third of households in need of long-term care do not use home
assistance for financial reasons.”

5.3 Day services within the community

Day services in the community are generally provided in day centres as full-day or half-
-day stay services. These services provide daily care and supervision, rehabilitation, and or-
ganisation of free time. Often, these services can include various social and recreational activi-
ties, which contributes to the prevention of the development of various long-term care needs.
In this way, the quality of life of beneficiaries in their own social environment is also improved.
An important component of this service is the opportunity it gives to members of the benefi-
ciary’'s family to engage in work and other activities, thus contributing to the improvement of
social and economic living conditions. The providers of these services are mostly non-govern-
mental organisations entirely dependent on the availability of donor funds, including grants
from the competent ministry. The capacities of day care centres managed by NGOs are rather
small, but they meet the prescribed standards. In addition, there are private day care centres in
urban areas, but the quality of these services is not regulated.

The frequency of service provision varies due to the influence of several factors. The in-
dividual needs of beneficiaries certainly have a decisive role, but they are closely related to the
availability of other services and informal care with which daily services have a complementary
relationship. Financial and professional capacities in the local community also influence the
frequency of service provision. Furthermore, taking into account that the provision of the ser-
vice is related to a specific location, the distance of the beneficiary from the day centre and the
possibility of transportation are influencing the availability and frequency of service provision.

Although several models of day services have been developed across the Region, they
are most often organised as day centres for people with mental disabilities and day
centres for older persons. Day care services for older persons suffering from dementia are
usually organised separately, primarily because of the great need for supervision and the risks
to the safety of the beneficiaries. It is similar in the case of day care centres for people with
mental disabilities. The activities of these services are aimed at the rehabilitation, development
and maintenance of the beneficiaries’ potential and their inclusion in the community. Day ser-

51  Eurostat, hith_ehis_am?7th.

52 SCP & DG EMPL, 2021.
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vices for older persons, which are organised according to a club model, have a predominantly
preventive role from the aspect of long-term care, and the focus is on fulfilling social needs
and recreation.

Day care centres, which are an important segment of the long-term care system, are
very rare in the Region. Albania has 34 centres®, Montenegro 19, in North Macedonia
there are 27 day centres across the country, including social clubs and community men-
tal health centres>* In Serbia, 44 organisations>> were licensed to provide day care services
to adult beneficiaries in 2021. There are thirteen organisations in Belgrade and the rest are
distributed in 30 local self-government units. There is no precise data on beneficiaries and
capacities of day services in Bosnia and Herzegovina and Kosovo. Underdevelopment of the
service is especially reflected on entire households, because it is a service that, in addition
to supporting the beneficiary, enables family members to conduct their, usually business-re-
lations, obligations during the day. One of the key obstacles to greater availability of this
type of service is the physical distance of beneficiaries. Namely, in smaller communities, it is
extremely inefficient to organise day care centres that specialize in long-term care. On the
other hand, day care centres in larger towns are, as a rule, too far away to be used by citizens
from the surrounding areas. Therefore, the further perspective in strengthening the availa-
bility of this service, according to experiences so far, should go in the direction of providing
transportation for beneficiaries to day care centres. The services provided in the community
should also be viewed from the point of view of prevention. In previous decades, in most of
the region, there was a widespread practice of organising clubs for older persons, whose ac-
tivities significantly contributed to preventing and slowing down the need from becoming
too great. Considering that over time this practice has been neglected, its re-establishment
should be considered.

5.4 Financial allowances for long-term care

Financial allowances directly intended for long-term care in the Western Balkans exist
in Bosnia and Herzegovina, Montenegro, North Macedonia and Serbia. In these parts
of the Region, financial allowances are provided through compensation for custodial care
and assistance. This benefit is usually paid in two different amounts depending on the level
of disability. The higher amount is usually intended for beneficiaries with the most severe
disabilities and the most complex mental issues. The conditions for obtaining this type of
support differ in the Region according to the needs assessment method. In Serbia and Mon-
tenegro, the law is based on a medical assessment done by the relevant medical commis-
sion. In Bosnia and Herzegovina and North Macedonia, they rely on a functional assessment
through the application of the Barthel index, which is an integral part of the opinion of the
applicant’s family doctor.

53 International Labour Organisation, 2022.
54 Republic of North Macedonia, Ministry of Labour and Social Policy, 2018.

55  Republic of Serbia, Ministry of Labour, Employment, Veteran and Social Policy (s.a.)
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Compensation for custodial assistance and care, as a rule, is not conditioned by the
level of the beneficiary’s other income and is obtained without a prior check of the
financial situation. The exception is the FBiH, where in some cantons conditions that de-
pend on the financial position of the beneficiary have been established. All systems in the
Region that have this type of material benefits determine the appropriate funds from the state
budget, except in Serbia. In Serbia, this right is primarily realised in the pension and disabil-
ity insurance fund, and only if there are no conditions for this, funds are allocated from the
budget.

Data that would provide a better insight into the coverage of benefits for custodial care
and assistance are not available for all parts of the Region. According to the results of the
EHIS survey, in 2019, 11% of Serbian citizens reported severe physical and sensory functional
limitations, while around 1,3% of the country’s residents use financial allowances intended for
long-term care. Data on the share of citizens with physical and sensory functional limitations
should be taken with reservation, as these are subjective views of respondents. However, the
data show that the share of respondents with needs is many times higher than the share of
respondents who receive financial allowances and that the above mentioned research showed
that the coverage with benefits is not adequate.

Although the design of financial allowances programmes intended for long-term care in
the Region is fairly uniform, judging by the number of beneficiaries, different practices
have been developed. The greatest number of beneficiaries is the most conspicuous in Mon-
tenegro, even three times higher compared to Bosnia and Herzegovina. The difference be-
tween these two countries can be explained by the fact that a significant number of Bosnia
and Herzegovina citizens exercise similar rights as war invalids who are not included in this
overview. However, the explanation for the continuous increase in the number of beneficiaries
should be sought in the practice of the authorised bodies that decide on the recognition of
this right in Montenegro. The sharp increase in the number of beneficiaries in 2020 in North
Macedonia can be explained by the change in the normative framework, i.e. the abandonment
of the medical model and the application of functional assessment when deciding on financial
allowances for custodial care. Relatively stable trends in Serbia and Bosnia and Herzegovina are
expected and in line with demographic indicators.
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Graph 10: Number of beneficiaries of financial allowance intended for long-term care per
100.000 citizens
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Source: Calculations done by the authors for the study based on publicly available data

The adequacy of financial allowances depends on the intensity and type of care. The
amounts of financial allowances are fixed in a maximum of two levels, which are sufficient to
provide long-term care services of low or medium level of complexity. If it is the most complex
type of care, then it should be taken into consideration that higher amounts®® are not suffi-
cient for the costs of residential services. This becomes especially prominent considering the
increased expenses of the household due to the disability of one of its members. However,
in certain circumstances of care with a lower level of complexity or lower availability of local
long-term care services provided from public funds, financial allowance for custodial assistance
and care may be adequate. It is difficult to give a closer assessment of adequacy in these sit-
uations, bearing in mind that the rights to local services from public funds and the rights to
financial allowance are rarely synchronized in the entire region. However, the biggest doubt
about the adequacy of financial allowance for custodial care stems from the broader picture of
the beneficiary’s living conditions. Namely, according to all indicators, the majority of people
with functional difficulties have extremely low incomes and are often exposed to material dep-
rivation. Due to the weakness of the programme of financial allowance to support low-income
households, compensation for custodial assistance and care is rather used to ensure basic liv-
ing conditions than to provide the necessary services. There is no doubt that long-term care
benefits should be better synchronized with services. Also, it is necessary to focus policies on
supporting people with functional limitations and low incomes, because only then can finan-
cial allowance for long-term care fulfil their intended function.

56  Higher amount implies what is called in Serbia increased custodial care allowance. It is important to note that

there is a difference in the name of this type of aid but that its purpose is the same.
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Table 2: Share of financial allowances for custodial care in average salary (%)

BiH
Montenegro N. Macedonia Serbia
FBiH RS
Lower amount 11% 13% 14% 15%-30%
159%-30%"’
Higher amount 22% 35% 17% 45%

Source: Calculations done by the authors for the study based on publicly available data

Financial allowances for long-term care in the EU differ considerably between its Member
States. Some financial allowances are rooted in long-term programmes for people with severe
disabilities®® while others have been established since the mid-90s in response to an ageing pop-
ulation and increasing demand for long-term care® (Spasova et al, 2018:16). The right to mone-
tary compensation usually depends on the intensity of the required care® although the criteria
may also refer to the beneficiary’s income, age or the use of other types of support. Some coun-
tries have not established special conditions for the use of financial allowance®'. However, strict
requirements are often set regarding the purpose of spending the benefit, which can only be
used for the procurement of formal services or the hiring of home assistants®?. In certain coun-
tries, the amount of compensation varies depending on whether it is used for formal or informal
care, as well as the type of services used®® and may also depend on the individual care plan®
(Spasova et al,, 2018:17). In Estonia, the benefits used to pay informal caregivers are conditioned
by the long-term relationship between the beneficiary and the caregiver and the lack of availa-
bility of accredited service providers. In France, spouses are not entitled to financial allowances
for long-term care. Some countries have established monetary long-term care benefits to replace
the lack of formal services with financial support. According to the SILC research, an average of
46% of potentially dependent EU citizens older than 65 use long-term care financial allowances.
Most of them are in Poland, Sweden and Austria, while no beneficiaries of financial allowances for
long-term care over the age of 65 were recorded in six Member States.%>

57 In FBiH the benefit amounts are regulated at the cantonal level, and in some cantons there are differences in
higher and lower amounts, while in others there are none, therefore the percentage shown in the table represents

the average at the FBiH level.
58 For example, Estonija, Greece, Finland, Croatia, Hungary, Romania, Slovakia.
59  For example, Austria, Germany, Belgium, Finland, Czech Republic, Luksemburg, Spain, France, Malta, The Netherlands.

60  For example, Austria, Czech Republic, Spain, Italy, Finland, France, Liechtenstein, Luxembourg, Lithuania, The Neth-

erlands, Norway, Portugal, Slovenia.
61  For example, Austria, Italy, Lithuania, Slovenia, Slovakia.
62  For example, Spain, France, Luxembourg, The Netherlands.
63  For example, Kipar, Germany, Spain.
64  For example, Spain, France.

65 SCP & DG EMPL, 2021.



6. WHAT IS INFORMAL CARE?

Informal care is the dominant form of long-term care and there is no indication that
formal care will take over that role even in the long term. First, long-term care benefi-
Ciaries want to remain in the privacy of their homes surrounded by their loved ones. It is
understandable that the presence of a person assisting them in the house disturbs their
privacy. Second, formal long-term care is costly. Even in more economically developed EU
countries, more than one third of households in need of long-term care do not use pro-
fessional home care services for financial reasons.%® Also, older persons are at a lower risk
of poverty when they live in multi-member households due to the care handled by other
family members. Furthermore, the availability of formal long-term care services will obviously
not be equal to demand for a long time, especially in smaller local communities and rural
areas. Therefore, it is certainly not surprising that support for informal caregivers is getting an
increasingly important place in the long-term care policies of EU countries, and such guide-
lines would certainly contribute to improving the effects of relevant policies in the Western
Balkans. However, it should be expected that in the long term, primarily due to demographic
trends, the potential of informal care will diminish. On the other hand, it should be borne in
mind that state intervention cannot and probably should not completely replace family care
by interfering in family relationships more than necessary.

Long-term care in the Western Balkans traditionally
relies on the family. All regulations in the Region dealing
with family relations establish the obligation to support the
closest relatives. Regulations in the field of social protec-
tion are based on the individuals’ primary responsibility for
taking care of themselves and their families, while state as-
sistance is provided when support within the family is not
available. The legal obligation is sanctioned and mostly lim-
ited to the closest relatives, while assisting family members
and other close persons is moral in nature and subject to
more complex social dynamics.

Informal care is the care
provided by informal car-
egivers, such as relatives,
spouses, friends and other
people, usually without any
compensation, outside the
formally contracted rela-
tions and at the home of the
care beneficiary (EC, 2018).

According to research, persons with great functional difficulties mostly live in house-
holds with their spouses and children. More than half of PWDs stated that they live with
their spouses and children, and this share in North Macedonia and Bosnia and Herzegovina
is 70%. The exception is Montenegro, where 42% of respondents live in such households. The
highest percentage of older persons in Albania and Kosovo compared to other parts of the
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Region stated that they live together with their spouse and children (86.2% and 84.9% respec-
tively). A somewhat lower percentage of older persons living with their spouses and children
was recorded in other parts of the Region, and in Bosnia and Herzegovina, the fewest older
persons by far indicated that they lived with their spouses and children (68.4%).5

PWDs rarely live by themselves in the household, which is not the case with older per-
sons who have functional difficulties. Most PWDs who live alone are in Serbia, around 10%,
followed by North Macedonia and Montenegro with 8% and 6% respectively. PWDs live with
their parents more often, so one third of respondents stated that they live with their parents,
and in Montenegro this share exceeds 50%. Compared to the PWDs, there is a larger number
of people over 65 with functional disabilities, who live alone. The highest percentage in the
entire Region is in Serbia and amounts to 28%. Close to one fifth of older persons respond-
ents in North Macedonia, Montenegro and Bosnia and Herzegovina live by themselves in their
household. Due to the partly preserved culture of multi-member households in Albania and
Kosovo, only about two percent of respondents over the age of 65 live alone.%®

In the Western Balkans, support in performing activities of daily living is predominantly
provided by household members. Almost all respondents in Albania and Kosovo rate the
support of persons living in a joint household as the most important.®® In other parts of the
Region, family members who live outside the household play a significant role in providing
support, especially to older relatives. They provide key support for about one third of older per-
sons with major functional difficulties in Serbia and Montenegro, i.e. for one fifth of respond-
ents over 65 in North Macedonia and Bosnia and Herzegovina. However, this support is less
pronounced in the case of persons with disabilities, primarily because it is a population that
more often lives together with their children or parents who help them.

It is characteristic of the entire Western Balkans that a very small proportion of citizens
with functional difficulties rely exclusively on professional support. Paid assistance is cru-
cial for 17.6% of surveyed PWDs in North Macedonia and 11.5% and 8.1% in Serbia and Bosnia
and Herzegovina, while it is almost negligible for older persons over the age of 65, the excep-
tion being Bosnia and Herzegovina, where paid support is crucial for 11% respondents from
this age group. Taking into account that formal long-term care services are not sufficiently
available in the Region, this may indicate the importance of the market for informal care ser-
vices, especially home assistance that functions in the informal grey or black zone.”®

Informal care is not the focus of public policies in the Western Balkans. Even though
the crucial importance of informal caregivers in providing long-term care is clearly expressed,
this phrase is rarely found in public policy sources. In previous decades, the dominant role of
the family in the care of persons with functional difficulties has been stated in the planning
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documents. The need for support for citizens in providing care to household members is often
expressed. However, such statements remain without further elaboration, direction and defini-
tion of the desired outcome.

The relevant regulations in the Region generally do not contain direct support pro-
grammes for informal caregivers. Citizens who provide care to loved ones are not classified as
groups exposed to special risks. As a result, there is a lack of direct support, and their position is
most often indirectly improved by improving formal support for people with functional difficul-
ties. In Serbia, it has been established that support is also provided to families who take care of
their child or adult family member with developmental disabilities through advisory-therapeutic
and social-educational services. However, this type of services has remained underdeveloped.
The improvement of the care provision skills is done to some extent through the work of visit-
ing nurse services, which in some cases in the Region are organized by local health centres. The
volume of home visits by nurses is far below what is required. However, it is an institutionally
appropriate resource that should be further developed in this regard. All advisory and therapeu-
tic services, and thus also psycho-social support for informal caregivers, are deeply neglected
throughout the Region and rarely available to a limited range of beneficiaries with equally limited
content. These services, as already mentioned, are provided only in Serbia, but these provisions of
the regulations remain unimplemented. Future long-term care policies should include this type
of support for informal caregivers, both in order to improve the quality of care they provide and
to avoid entering into a spiral of needs going from the beneficiary to the caregiver and beyond.

Financial allowances for informal caregivers are established only for parents or guard-
ians who care for children with functional difficulties. North Macedonia and Serbia have
a programme that provides financial compensation in old age to parents or guardians after a
long period of care. Montenegro and Bosnia and Herzegovina established the status of par-
ent-caregiver in cases of the most severe forms of disability, which includes payment of a
monthly allowance equal to the minimum wage. In BiH, this benefit is paid in the amount of
the minimum wage, while in Montenegro it is about 60% of the minimum wage. Longer ab-
sence from work to provide care is most often made possible in the case of child care. Bosnia
and Herzegovina and Montenegro have statutory paid short-term leave to care for an adult
member of the immediate family or household, as is the case in Serbia.

Long-term care services can be seen as support for informal caregivers in a broader
sense. Most of the services that contribute to the long-term care of beneficiaries are also
support for informal caregivers, such as day care or resting accommodation services. On the
other hand, services such as family accommodation practically give informal care a formal
character. By providing a family accommodation service, the informal caregiver becomes a
service provider.

Reduced availability of long-term care services has an extremely negative impact on
the position of informal caregivers. Although the services that contribute to long-term
care are designed to primarily support people who cannot independently perform activities
of daily living, the lack of these services is certainly reflected on the position of informal
caregivers. Services, such as day care and home assistance, allow informal caregivers to de-
vote part of their time to other activities, free from the responsibilities of providing care. Also,

49



50

LONG-TERM CARE OF OLDER PERSONS AND PERSONS WITH DISABILITIES

\\\ IN THE WESTERN BALKANS

the use of these services makes up for the lack of competence of informal caregivers in care
segments that, due to complexity, require professional skills and knowledge that informal car-
egivers do not have as a rule. Also, international experiences contain examples where informal
caregivers are providers of home assistance services. In this way, at the same time and under
certain conditions, compensation for caregivers, appropriate training and a certain standard of
quality are made possible, while care is provided to beneficiaries in a familiar and close envi-
ronment. However, such programmes have not been developed in the Western Balkans.

Services that formalize the work of informal caregivers exist in the Western Balkans, but
they are not organised or perceived in that way. In the first place, we mean placement with
another family, which exists in the entire Region, except in Albania and Kosovo. Professionals
and the general public usually see this service as an alternative to residential accommodation,
however, there are not many interested potential service providers and beneficiaries. However,
the importance of this service is precisely in the opportunity to enable informal caregivers, un-
der certain conditions, to receive compensation for the care they provide, professional support,
and improve their work. This especially applies to circumstances when the provision of this
service is also possible in the beneficiary’s apartment, as stipulated by the regulations in Bosnia
and Herzegovina. Likewise, home assistance services in some EU countries can be provided
by relatives and other close persons, which is a way to provide informal caregivers with com-
pensation for their work, in accordance with the volume of care needed by the beneficiary,
and to ensure an appropriate level of quality of care through the institutional service provision
framework.

Improving the position of informal caregivers is one of the key trends in long-term care
policies in many EU Member States’'. These efforts are typically directed at: improving the
social welfare of informal caregivers, introducing benefits for care and the balance between
the work and private life of caregivers, strengthening competencies, psycho-social support,
development of resting accommodation, etc. Several EU Member States have introduced fi-
nancial allowances for informal caregivers’?. Thus, in 2019, Slovakia established special social
assistance for the care of relatives. In this way, the already existing monetary benefit for the
care of a relative upon the termination of hospital treatment, which was paid in the amount
of the minimum wage, was expanded. Since 2018, the Czech Republic has had a long-term
care allowance that compensates for the loss of salary to people who care for their relatives
after hospital treatment. In 2019, Portugal promoted the formal status of informal caregivers
who continuously care for a family member in a shared household. The status of an informal
caregiver, among other things, implies financial compensation depending on the amount of
income. Many Member States’® have committed to the balance between the work and private
life of informal caregivers in accordance with the EU Directive’.
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Since 2019, Belgium has enabled extended leave for employees to provide informal care under
special conditions. In 2019, Austria legally established the right to leave for care, without the
prior consent of the employer, which applies to companies with more than five employees. In
2019, France introduced an incentive for the use of leave from work by informal caregivers in
the form of monetary compensation, because employees rarely decided to use this right while
employed. Also, informal caregivers are protected in France from termination of employment
contracts. In 2016, Finland increased leave to at least two or three working days per month for
informal caregivers who conclude an informal care contract with the municipality. The devel-
opment of resting services and the improvement of the competencies of informal caregivers
were also part of the reform programmes’>. With the Law on Social Services, Bulgaria intro-
duced support and training services for family members who provide informal care at home,
and informal caregivers were given the right to resting services. In 2017, Ireland implemented
a training and support programme for family caregivers funded by unused funds in inactive
accounts with credit institutions and unclaimed life insurance policies. In Finland, informal car-
egivers are supported by special health care programmes, and since 2018 they are entitled to
training provided by municipalities.

75  For example, Bulgaria, Germany, Estonia, Finland, France, Ireland, Lithuania, Luxembourg, Poland, Portugal.
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