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BELGIUM

Highlights

e Belgium has a well-developed system of social protection for (older) people in need of
long-term care (LTC). However, differences may appear increasingly between regions, as
a result of continual state reforms. e.g. next to the former (now decentralised) care
allowances, Flanders created a specific care allowance (Zorgverzekering), that is now
integrated in its so called zorgbudget care allowances.

e There is a movement to deinstitutionalise LTC in order to resolve multiple problems,
among them the expected shortage of nursing home beds in the coming years (if current
policies remain unchanged). This means more needs to be done to organise LTC at home.

e In recent years, Belgium launched the process of reforming the practice of health care
professionals, implemented the BelRAI assessment tool, implemented the reform
‘integrated care for better health’ to improve the care for people with chronic disease and
a new status for the informal caregiver was approved by the federal parliament in 2019.

1 DESCRIPTION OF MAIN FEATURES OF THE LONG-TERM
CARE SYSTEM(S)

1.1 Demographic trends

The ageing of the Belgian population is a major challenge for the future, particularly in
Flanders. In 2019, 2.2 million people were aged 65 and over in Belgium, representing 18.9 %
of the country’s population. 8.8 % of the whole population is aged 75 and over.! This rate is
expected to increase to 22.6 % by 2030 and to 26.3 % by 2050 for those aged 65 and over. For
those aged 75 and over this rate is expected to increase to 11.0 % by 2030 and to 15.3 % by
2050. These rates are slightly lower than the EU average. They differ across the three regions
of Belgium, with a younger population in Brussels and the oldest population in Flanders.?

According to the 2021 Ageing Report,® the number of potential dependants in Belgium in 2019
is estimated to be 992,200 (8.6 % of the total population) and it is expected that the number of
people in need of LTC in Belgium will increase to 1,226,600 in 2050, which would represent
10.3 % of the population. This proportion is higher than in the average EU-27 population. The
old-age dependency ratio is expected to increase by 51.9 % by 2050.* However, this increase

L All data used in the text come from Section 5 ‘Background statistics’ unless explicitly stated otherwise.

2 Devos, C., Cordon, A. and Lefévre, M., Performance of the Belgian Health System — Report 2019, KCE, 2019.
https://kce.fgov.be/en/performance-of-the-belgian-health-system-—report-2019 (accessed 3 April 2020)

3 European Commission and Economic Policy Committee, The 2021 Ageing Report — Economic and budgetary projections
for the 27 EU Member States (2019-2070), 2021.

4 Eurostat data: proj_19ndbi.



https://kce.fgov.be/en/performance-of-the-belgian-health-system-–-report-2019

2021 Long-Term Care Report Belgium

is expected to be lower than the European average.® Given the differences stated across
Belgium, the share of the population in need of LTC is likely to be higher in Flanders and
Wallonia than in Brussels.

1.2 Governance and financial arrangements

Long-term care (LTC) in Belgium has a fragmented governance structure. After the 6™ state
reform 2014, the transfer of competencies resulted in a shared ownership of regulation,
organisation and financing of home and residential care for older people, health care and social
care between the federal level and the federated entities (regions and communities). This is to
be managed through coordination between federated entities and the federal level (inter-
ministerial conference, inter-administration coordination structures...).®

After the 6 state reform, the federal level remains responsible for the financing of social
security’s healthcare insurance and regulations for the professions. Financing health insurance
as a part of social security is organised through the so called ‘global financial administration’
social security mechanism, administered by the National Office for Social Security (NOSS).
Financing of social security is based on social contributions, subsidies from general taxation
and earmarked taxation. The reimbursement of healthcare is administered by the National
Institute for Health and Disability insurance (NIHDI or RIZIV-INAMI). This includes
reimbursement of medical and health related care, including long-term health care in
institutions, at home or in doctors’ surgeries or hospitals by health professionals such as nurses,
medical doctors, physiotherapist, etc.).’

Regulation of the medical professions providing healthcare (physicians, nurses) is the
responsibility of Federal Public Service Health, Environment and Safety of the Food Chain.®
Regulation of other professions providing social care at home (i.e. family help) are the
responsibility of the federated entities (regions and communities). These are also responsible
for financing and regulating nursing homes, homecare, organising the coordination of care,
organising and supporting the development of primary care. Besides receipts out of their own
fiscal competences, the regional entities are financed partly through so called dotations out of
the total general fiscal receipts, linked to the size and characteristics of their population.

Complementary to LTC, a system of social service acquisition is available for the entire
population through the so called ‘service voucher’ system. The financing of the voucher
system, which is open to everyone and which includes a number of personal services defined
by law like cleaning, ironing and washing laundry, preparing meals (at home), shopping (post
office, bakery, pharmacy...), transportation for vulnerable groups (invalid or people with
disabilities), is another responsibility transferred to federated entities. The public contribution

5 European Commission, 'The 2018 Ageing Report - Underlying Assumptions and Projection Methodologies’, Institutional
Paper 065, European Commission, Brussels, 2018.

6 Devos, C. et al., 2019.

" Gerkens, S, The Health Systems and Policy Monitor, 2013.
http://www.hspm.org/countries/belgium25062012/countrypage.aspx

8 Pacolet, J. and De Wispelaere, F., ESPN Thematic Report on Challenges in Long-Term Care Belgium, European Social
Policy Network (ESPN), European Commission, Brussels, 2018.
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for this system represents 0.16 % of GDP, topping up the traditional LTC benefits by another
10 %.°

As a consequence of the increased responsibilities for the federated entities,° existing
structures at the federated level have been reinforced (e.g. the Flanders Agency for Care and
Health (VAZG)) or new structures have been created in each of the regions and communities
to assume new responsibilities: the Flemish Agency Social Protection, in Wallonia, the Agence
pour une Vie de Qualité or AVIQ and in Brussels, Iriscare (i.e. the administration) and
BRUSANO (an organisation supporting primary care provision).

In Flanders, the VAZG is the organisation with overall responsibility for health and social care
matters. For LTC, it is responsible for the planning, licensing and financing of nursing homes,
and also for regional responsibility for homecare. The Vlaamse Sociale Bescherming (VSB)
(Flemish Social Protection) is responsible for the financing of the benefits in cash or in service
vouchers (since the transfer of the voucher system mentioned above). Since 1 January 2019,
nursing home funding is also done through the VSB. The VSB is partly funded through
retributions and partly through subsidies from the Flemish governments’ budget.

In Wallonia, AViQ was created in 2016. It has responsibilities for health and long-term care
for people with disabilities and older people, including the employment policies for people
with disabilities, care allowance for dependent older people, home care and care homes for
older people, and also family benefits.!* Since 1 January 2019, AVIQ has been responsible for
funding nursing homes.

The German-speaking community (GC) is geographically part of the Walloon region.
However, it has its own governance structure!? for its responsibilities, including care for older
people and people with disabilities. The administration of LTC is done by the Dienststelle fiir
ein selbstbestimmtes Leben. This agency administers cash benefits and services.

Similar to VAZG in Flanders and AVIQ in Wallonia, IRIScare has been created in Brussels to
manage the responsibilities that were transferred to the Brussels region. However, the duties
(including the organisation and support to primary care) are under the responsibility of the
Common Community Commission (CoCom).™® A new organisation, BRUSANO, was created
from the previous ones (SISD, RLM-B, plateforme de soins palliatifs, etc.). Its function is to
support the organisation, coordination and development of primary care in the Brussels region*
and simplify the use by patients.

1.3 Social protection provisions

Belgium has a well-developed system of social protection for (older) people in need of LTC.
This is due to a strong social insurance system at federal level. However, differences may
appear between regions, as a result of the progressive state reforms.

9 Pacolet J. and De Wispelaere, F., 2018.

10 For regional entities, the responsibilities may be partially new, but they existed federally.

11 pacolet J. and De Wispelaere F., 2018.

12 Probis, Le Secteur Des Maisons de Repos Sous La Loupe : Tendances, Défis et Indicateurs, 2017.
13 Ppacolet J. and De Wispelaere F., 2018.

14 https://brusano.brussels/
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At federal level, social security health insurance ensures the financing of nursing (including
LTC) and other healthcare services at home. People in need of long-term home care, as it is the
case for each citizen, are entitled to a reimbursement of their healthcare. This is more
favourable for some groups than others. This covers all or part of the cost. The level of
reimbursement of care is, amongst other things related to the (dependency) status of the
beneficiary (a higher level of dependency gives entitlement to higher reimbursement levels).
Other groups of people entitled to higher reimbursement rates include those on low income or
with a specific social status (e.g. widowed, people with disabilities). Health insurance also has
specific levels of reimbursement for those who are chronically ill, or things like incontinence
material. There is also a ‘maximum billing’ of care payment above which people are exempt
from further out-of-pocket payment, depending on their income.*®

At regional level, residential services (nursing homes) receive a flat rate of funding that
includes a daily price and infrastructure subsidies. This is adjusted depending on the level of
dependency of the resident. Additionally, there is a price per day regulated by the regions to be
paid by the resident (e.g. for catering, social activities). However, additional fees can be
charged to residents for things like washing clothes, watching TV, medication.

Beside those services, there are some regional differences for homecare services. Wallonia and
Brussels finance coordination centres with care coordinators through a fixed budget. This
service is free-of-charge and assists people with complex health and social care needs to find
appropriate services. In Flanders, social workers from sickness funds, local'® and regional
service centres can also help people in accessing (social and homecare) services.!’ In Brussels,
Wallonia and Flanders, the cost for homecare social services is related to the beneficiary’s
income.!®

The cash benefits policies for Wallonia, Brussels and Flanders differ, even if they have similar
approaches. In Flanders, the former zorgverzekering and the former federal allowances were
integrated into the zorgbudget system, with different levels of benefit depending on income
and (care) needs. In the other communities (French and German speaking), the formerly federal
rules have been continued under their jurisdiction In Brussels, Iriscare is responsible for
delivering these in-cash benefits to older people (APA / THAB). In Wallonia, it is administered
by the AVIQ and by the Dienststelle flr ein Selbstbestimmtes Leben in the German speaking
community. These in-cash benefit aims provide beneficiaries some freedom to choose their
mode of care and assistance.®

15 INAMI, Facilités Financiéres Pour Payer Vos Soins de Santé - INAMI.

16 \/laanderen, Lokale Dienstencentra, https://www.vlaanderen.be/gezondheid-en-welzijn/gezondheid/thuiszorg/lokale-
dienstencentra (accessed 26 April 2020)

17 Vlaanderen, Diensten Voor Gezinszorg en Aanvullende Thuiszorg, https://www.zorg-en-gezondheid.be/per-
domein/thuiszorg/diensten-voor-gezinszorg-en-aanvullende-thuiszorg (accessed 26 April 2020)

18 Iriscare, Services d’aide a Domicile - Aides et Soins - Citoyens.

19 Vlaanderen, Zorgbudget Voor Ouderen - Vlaamse Sociale Bescherming.
https://www.vlaamsesocialebescherming.be/zorgbudget-voor-ouderen-met-een-zorgnood (accessed 26 April 2020)
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1.4 Supply of services

LTC services include residential services (nursing homes), day care centres and services to
assist people at home.

There was a total of 147,580 beds available for residential services (nursing homes) in Belgium
in 2018.2° Brussels is the region with the highest rate of beds per population aged 65 and over
(99 beds/for every 1000 people aged 65 and over) followed by Wallonia (74), Flanders (61)
and the German-speaking community (50). The occupancy rate in the public sector of higher
care beds (i.e. beds with more nursing support) in nursing home was 100 % in Wallonia and
94 % in Brussels.?* Unlike the other regions, Brussels had a surplus of nursing home beds. In
2016, there were more than 2600 vacant places in homes for older people. As a consequence,
the regional government introduced on a moratorium on opening new nursing home beds.

In contrast to the situation in Brussels, the overall numbers of beds available in the other
regions, and therefore in Belgium as a whole, is judged insufficient if projected needs are to be
covered (particularly for higher care beds for highly dependent people). Indeed, according to a
model developed by the Federal Planning Bureau, 149,000 to 177,000 beds are estimated to be
needed in 2025. After 2025, the increase in need is projected to accelerate further.??

In relation to ownership, data from 2019 shows that 17 % of the nursing homes in Flanders are
privately owned, 27 % are public, and 56 % are owned by non-for-profit organisations. In
Wallonia, a decree defines the share of beds between public sector (29 %), non-for-profit sector
(21 %) and private sector (maximum 50 % and in reality 48 %). In 2018 in Brussels, 63 % of
the nursing home beds were privately owned by four multinational companies who share the
‘market’. Furthermore, 24 % of the nursing home beds are public, and 13 % are owned by non-
for-profit organisations.?® The government of Brussels aims to reset the balance of the share
between private, non-for-profit and public ownership of nursing home beds.

Provision of LTC at home in Belgium consists of a combination of day care centres, nurses and
social services (homecare). Day care centres (specifically for older people, and often part of
nursing homes) are an alternative to residential care for dependent people (particularly for those
with cognitive deficiencies). There were 2.5 places for every 1000 people aged 75 or more in
2011.24 Nurses play a key role in LTC at home (nursing aids or family help assistants providing
essentially personal hygiene support). In 2016, there were 6254 full-time equivalent nurses
(FTE) providing care at home.?® This corresponds to 0.6 FTE home nurses per 1000
inhabitants. Nursing care is provided by nurses employed by large organisations or by those

20 Devos, C., Cordon, A. and Lefévre, M.

21 vvandemeulebroucke, M., Tirer Les Vieux Du Lit — Alter Echos. https://www.alterechos.be/tirer-les-vieux-du-lit/ (accessed
26 April 2020)

22'\Van Den Bosch, K. et al., Residential Care for Older Persons in Belgium: Projections 2011 — 2025, ed. by KCE, 2011.

2 Vanderbecq, P., Analyse Des Prix: Rapport Annuel 2018 de I'institut Des Comptes Nationaux, Brussels, Belgium, 2018.
24 \/an Den Bosch K. et al., 2011.

% Vivet, V. et al., Infirmiers Sur Le Marché Du Travail, 2016 Résultats Du Couplage Des Données Plan CAD SPF
SPSCAE-Datawarehouse MTandPS-INAMI Un Rapport de La, 2018. www.health.belgium.be/hwf (accessed 7 April 2020)

10


https://www.alterechos.be/tirer-les-vieux-du-lit/
file://///APPLICA-RDS01/Economics/Projects/DG%20EMPL/ESPN/ESPN%20reports/Thematic%20reports/2019-2020%20LTC/LTC-%20editing%20and%20formatting/EU/1c%20-%20to%20COM%20for%20clarification/www.health.belgium.be/hwf

2021 Long-Term Care Report Belgium

who are self-employed. In the three regions, the majority of nurses are self-employed: 71.15 %
in Flanders, 80.12 % in Brussels and 87 % in Wallonia.?®

Nevertheless the ‘cost’ of their services are the same. The difference lies in that self-employed
nurses are paid directly by the health insurance, while for employed nurses, it is the
organisation that receives the payment and will pay a (fixed) wage to the nurses. For the patient
there is no difference, except that some sickness funds have arrangements with nursing
organisations making the service free for their members (supplementary payment made by the
sickness fund).

Social care includes services to help dependent people at home (cleaning, cooking, other
household support). In Belgium it is provided by different channels: by municipality public
social welfare centres (PCSW or OCMW-CPAS), by non-for-profit organisations linked to
sickness funds or through recognised firms using the voucher system (mainly for family help
services). Homecare has changed with the implementation of the voucher system. It has
drastically reduced the proportion of services provided by the informal sector.?” In 2017, 25 %
of the users of the voucher system for homecare were people aged 65 and over. Among the
organisations providing services within the voucher system in Flanders 47 % are private for-
profit organisations and 17 % are linked to the PCSW. In Brussels, 81 % of services provided
through voucher system are through private for-profit organisations. In Wallonia, 44 % of the
organisations for homecare using voucher system are private, 9 % are linked to the PCSW and
the rest by non-for-profit organisations.?® Additional to the formal sector, there is a high
proportion (20 %) of people aged 50 and over who are informal caregivers in Belgium (9 % on
a daily basis and 11 % on a weekly basis).

2 ASSESSMENT OF THE LONG-TERM CARE CHALLENGES IN
THE COUNTRY

2.1 Access and affordability

In Belgium, the health insurance system covers health care in nursing homes (residential care)
and at home. The level of reimbursement available depends on the degree of support required
for daily life activities and the cognitive status.?® In 2018, 13.6 % of the population aged 65
and over received formal LTC: 8.5 % in residential facilities and 5.1 % at home.® This is close
to the OECD average.®* These proportions increase steeply with the age: 1 % of people aged
65 to 69 receive LTC in nursing home and 1.5 % at home; but more than 40 % of people aged
over 90 receive LTC in nursing home and 14 % at home. Women receive more care than men
(11 % vs. 5.2 % in residential care; 6 % vs. 4 % in care at home). The socio-economic status
also a factor: 16.2 % of the BIM population [increased assistance beneficiaries for people with

% Jouck, P. et al., Infirmiers Sur Le Marché Du Travail, 2017 Résultats Du Couplage Des Données PlanCad SPF SPSCAE-
Datawarehouse MTandPS-INAMI Un Rapport de La, 2020. www.health.belgium.be/hwf (accessed 26 April 2020)

27 Valsamis, D. and Perin, E., Evaluation Du Systéme Des Titres-Services Pour Les Emplois et Services de Proximité En
Région de Bruxelles-Capitale, Brussels, Belgium, 2018.

28 Ballara and Lamargue, Etude Préliminaire Les Métiers de I'aide a Domicile, 2019

29 Devos, C., Cordon, A. and Lefévre, M., 2019.

30 |dem.

31 Idem.
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a lower socio-economic status] receive residential care vs. 5.3 % of the non-BIM population.
9.3 % of BIMs receive care at home vs. 3.4 % of non-BIMs.

There are also differences between regions, depending on the financial support granted by the
regions. The proportion of older people in residential care is higher in Brussels (10.3 %) and
in Wallonia (9 %) compared to Flanders (8 %), while the opposite can be observed for care at
home: 3.3 % in Brussels, 4.8 % in Wallonia and 5.5 % in Flanders.*? Out-of-pocket payment
by residents can also differ. There are geographically differences, but also differences between
and within for profit and not-for-profit providers, and between and within public and private
providers. In the second half of 2017, it was estimated on average at EUR 47.76 per day in
Wallonia® , EUR 53 per day in Brussels and EUR 60 per day in Flanders.3* Monthly average
out-of-pocket payments for accommodation (accounting for 93 % of the total cost) was
EUR 1333 in the public sector, EUR 1350 in private sector and EUR 1450 in the non-for-profit
sector.®® Regarding homecare, 24.4 % of households in need of LTC in Belgium report not
using professional homecare services for financial reasons, and 5.8 % because the service is
not available.®®

2.2 Quality

The quality of LTC is ensured through initiatives and laws at different levels of governance
and for different sectors or professionals.

At federal level, healthcare professionals are regulated through the Ministry of Health and
Social Affairs and as explained above.

To improve the quality of services within nursing homes, various new decrees have been
approved, mainly in Flanders and Wallonia. In Flanders, a new ‘Woonzorgdecreet’ was
approved in early 2019. It sets out standards and criteria for nursing homes with the aim to
protect quality of life of older people living in these facilities. Generally speaking, quality in
nursing homes is ensured through inspections, but also through set standards. In Flanders, these
standards are related to the quality decree of 2003 setting the framework and quality criteria
and indicators (covering quality of care, safety, providers and organisation quality, and quality
of life).” In Wallonia, an update of the ‘code wallon de I’action sociale et de la santé’ with
regard to residential institutions for older people was approved and published at the end of
2019.%8 1t includes standards for day care facilities, nursing homes and other residential
facilities for older people, as well as mechanisms of regulation (such as sanctions).* In relation
to coordination centres (with coordinators for homecare), a licence (accreditation) is awarded
to selected organisations to provide coordinated services within the 13 zones (SISD). Criteria

32 |dem.

33 Including the German-speaking Community, as mentioned above.

34 https://www.ing.be/Assets/Documents/Marketing/ING_Probis FR.PDF

3 http://solidaris.be/bw/pages/maison-de-repos-a-quel-prix.aspx?choixregion=true

36 EU-SILC (2016): ilc_ats15.

37 Vlaanderen, Kwaliteit in Woonzorgcentra. https://www.zorg-en-gezondheid.be/kwaliteit-in-woonzorgcentra (accessed 26
April 2020)

% AVIQ, Réglementation Applicable a I’hébergement et a I’accueil Des Ainés En Wallonie.

3 Wallonie, Réforme Du Secteur Des Maisons de Repos, 2019.
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to get a licence include the capacity to provide a minimal package of services, guarantee of
permanence, professional and organisational standards. The area of practice of the coordination
centres takes into account the growth of the population over 60.4° In Brussels, an ambulatory
decree was approved in 2009. This sets up standards and criteria for the organisation of
ambulatory care in Brussels, including care coordination, health and social care. This decree
was updated in 2019. As part of quality assurance, ambulatory providers are required to follow
a specific approach to receive a licence agreement: the process of qualitative evaluation (la
démarche d évaluation qualitative (DEQ)).

2.3 Employment (workforce and informal carers)

Belgium, like many other countries, faces shortages in the availability of nursing professionals
making it hard to find sufficient nursing in all sectors (healthcare and LTC). This common
challenge leads to the different institutional sectors acting as competitors on the labour market.

In Belgium, there were 4.8 LTC workers per 100 people aged 65 and over in 2016 (see Section
5 ‘Background statistics’). This is higher than the EU average (just below 4 LTC per 100 people
aged 65 and over in 2016).** Almost all workers are women (93.6 %). Short stay and day care
centres mentioned above in the report, play a role in respite care.

In nursing homes, the shortage of nurses is likely to increase in the coming years.*? This
shortage is more marked in Wallonia (9.2 nurses for 30 residents in 2016-2017) than in
Flanders (11.2 nurses for 30 residents in 2016-2017).

For homecare, there is also a shortage of nursing staff as well as general practitioners (GP).
Despite that shortage, they benefit from better working conditions than the social care sector.
There is a high proportion of foreign workers (42 %) employed in homecare work in Flanders.
These professionals are mainly women (98 %), older people (25 % are over 50) and low levels
of education (60 % had less than a secondary school diploma in 2016).%3

Informal caregivers like family or neighbourhood help represent an important share of the care
(an estimate of 800,000 people).**

2.4 Financial sustainability

As stated previously, following the Ageing Reports’ projections, the old-age dependency ratio
within those aged 65 and over is expected to increase by 51.9 % by 2050. This would cause an
increase in the need for LTC which is expected to increase costs from 2.2 % of GDP in 2019
to between 3.7 % (reference scenario) and 4.4 % (risk scenario) of GDP in 2050 (see LTC table

40 Wallonie, Soins et Aide & Domicile - Portail SANTE.

“LOECD, ‘Who Cares? Attracting and Retaining Care Workers for the Elderly’, OECD Health Policy Studies, OECD
Publishing, Paris, 2020. https://doi.org/10.1787/92c0ef68-en

“2 ING, Maisons de Repos: Tendances et Indicateurs, 2018. https://www.ing.be/Assets/nuid/documents/

714429 studie_design_ouderenzorg_FR_pages.pdf (accessed 7 April 2020)

43 Ballara and Lamargue, Etude Préliminaire Les Métiers de I’aide a Domicile, 2019.

44 Michel, M., Enfin Un Statut et Un Congé Rémunéré Pour Les Aidants Proches.
https://www.lecho.be/monargent/budget/enfin-un-statut-et-un-conge-remunere-pour-les-aidants-proches/10118082.html
(accessed 26 April 2020)
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in Section 5). That increase would affect public spending on residential care and on home care
in a similar way.

Between 2016 and 2018, in homecare services there has been an increase of more than 3% each
year in nursing care costs and more than 2 % for GP costs. The increase in nursing costs is
largely explained by the increase of care to highly dependent people (increasing o by 5.3 %).
Spending related to nursing care for that group of patients increased by EUR 74.1 million.*

The 2019 Country-Specific Recommendations (CSR) recommended Belgium to continue
reforms to ensure fiscal sustainability for LTC. The analysis points to the fact that ‘public
spending on long-term care is projected to increase by 1.7 p.p. of GDP between 2016 and 2070,
an above average increase starting from what is already one of the highest levels in the Union.
The organisational fragmentation of LTC, with responsibilities currently spread across
different administrative levels, challenges some dimensions of spending efficiency, hence the
net impact of the recent transfer of responsibilities is not yet clear. Strengthening governance
would help to achieve the intended efficiency gains. There might be room to optimise the care
mix to increase the cost-efficiency of the long-term care system.*¢/4”

2.5 Country-specific challenges regarding LTC for other age groups in need of
care

The SFP sécurité sociale published a report on people with disabilities*® which sheds light on
important challenges for supporting them. One of them is the difficulty of accessing cash
benefits: only 10 % of the families with a child with disabilities take up the allowance they are
entitled to because of a lack of information or difficulties with the procedures to access the
benefits. Furthermore, there is a ‘Matthew effect’*® for people with disabilities: those with the
most important needs are those who request the least.>

Regarding people with severe psychiatric problems, an evaluation of the mental health policies
and reforms was performed by the KCE.>! It reports difficulties in the implementation of the
reform (mainly on deinstitutionalisation of LTC for people with severe psychiatric problems)
including a lack of a common vision between projects and the low involvement of providers
outside of the mental health sector (particularly GP).

4 Cour des comptes, 176e Cahier — Partie II : Cahier 2019 Relatif a La Sécurité Sociale.

46 Recommendation for a Council Recommendation on the 2019 National Reform Programme of Belgium and delivering a
Council opinion on the 2019 Stability Programme of Belgium, 10154/19, 2 July 2019.

4T There were no fiscal CSRs in 2020.

48 Hermans, K. , Dubois, J.M. and Vanroose, A., Pauvreté et Handicap En Belgique, SPF securite sociale, Brussels, 2019, p.
285.

4% The Matthew effect can be summarised by the adage ‘the rich get richer and the poor get poorer’. Due to the weight of
social and cultural stratification, more vulnerable segments of societies tend to find it hard to access the public services
which might lead to an (unintended) adverse redistribution of resources.

50 Hermans, K. , Dubois, J.M. and Vanroose, A., 2019.

51 Mistiaen P. et al., Organisation Des Soins de Santé Mentale Pour Les Adultes En Belgique — Synthese, 2019.
www.kce.fgov.be (accessed 10 April 2020)
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3 REFORM OBJECTIVES AND TRENDS

Although many responsibilities of LTC regulation and financing have been transferred to
federated entities, reforms or plans in process at federal level can also have consequences for
care provision to people in need of LTC. This process was motivated by an effort to create
more homogeneous policy responsibilities.

First, in September 2016, the Belgian Minister of Social Affairs and Public Health launched
the process of reforming the practice of health care professionals.>? The reform is based on
three pillars: patient autonomy, collaboration between health care professionals, and the
recognition of acquired skills and continuing education of health care professionals. This is the
first step in a long process of reform.* This reform may have implications on task division and
responsibilities between professions. It may respond in part to the challenges posed by the
shortage in GPs and nurses at home.

Second, as part of the e-health roadmap 2016-2018, the BelRAI instrument has been
implemented. It aims to support the collaboration between providers at home, in nursing home,
and across organisations. The ambition is to use this tool in Flanders in all sectors of social
protection. In Wallonia, it is also planned to be used by coordinators of coordination centres to
assess the status of people at home.

Third, the reform ‘integrated care for better health’ has been implemented to improve the care
for people with chronic disease. Since 2018, 12 projects are working in a local governance
structure, testing a series of actions to improve care integration. One of them, case management
at home, is of particular interest to improve accessibility to care for people with a loss of
autonomy. It was already evaluated in the context of a previous programme.>*

Fourth, a new status for informal caregivers has been approved by the federal parliament in
2019. It gives extended leave for workers to provide informal care under specific conditions
(including providing at least 50 hours per month or 600 hours per year).>

The political crisis since January 2019 and the present COVID-19 crisis have brought to the
forefront the difficulties linked to the disparity of responsibilities in the policy domain and
stressed the problems and challenges linked to it. The COVID-19 crisis led to the creation of a
security council composed of all federal and federated governments and the appointment of a
COVID Commissioner.

In Belgium, as in many other countries, the high death toll and the way older people died
(isolated) in nursing homes, led to severe criticisms about the management of the crisis.
Residential facilities for older people or people with disabilities received detailed guidelines
and tutorials about how to manage infected residents and/or staff members. Nevertheless, as

52 Coordinated law of the 5 October 2015, previously known as Royal Decree No 78.

53 Gerkens, S., The Health Systems and Policy Monitor, http://www.hspm.org/countries/belgium25062012/countrypage.aspx
54 Lambert A.S. et al., Evaluation of Bottom-up Interventions Targeting Community-Dwelling Frail Older People in
Belgium: Methodological Challenges and Lessons for Future Comparative Effectiveness Studies, BMC Health Services
Research, 2019. https://doi.org/10.1186/s12913-019-4240-9

%5 https://pro.guidesocial.be/articles/actualites/reconnaissance-et-conge-remunere-pour-les-aidants-proches.html

15


http://www.hspm.org/countries/belgium25062012/countrypage.aspx
https://doi.org/10.1186/s12913-019-4240-9
https://pro.guidesocial.be/articles/actualites/reconnaissance-et-conge-remunere-pour-les-aidants-proches.html

2021 Long-Term Care Report Belgium

with many other countries during this crisis, problems were encountered with sufficient
availability of personal protection equipment, but also with staff shortages linked to the impact
of illness or infections.*

3.1 Long-term care in Flanders

In Flanders, a new ‘Woonzorgdecreet’, approved in early 2019, defines the different
components and functions of LTC (and ambulatory care). This includes nursing homes, day
care centres, but also social workers from sickness funds, local and regional centres of services.
It also aims to clarify the price of services and quality criteria.>” This is expected to become a
central mechanism to organise the coordination between the various stakeholders of health and
social care closest to the person with the need. Finally, the ‘Vlaamse Sociale Bescherming’
(VSB) (Flemish Social Protection) has continued to develop.

3.2 Long-term care in Wallonia

In February 2019, the ‘plan Papy boom’ launched in May 2017, was translated into a law that
defines support for older people. It reforms the regulation and financing of the residential care
for older people (nursing homes). It includes a new public financing mechanism for the
infrastructure, regulation of the daily fee, standards putting the quality of life for residents as a
central priority and territorial flexibility for new structures.

3.3 Long-term care in the German speaking community

Recent reforms in the German speaking community include the establishment of a German
Community Office for self-determined life (Dienststelle flr selbstbestimmtes Leben), mobility
aids and offers to older or dependent people on palliative care.

3.4 Long-term care in Brussels

After the creation of Iriscare in 2017 and BRUSANO in 2019, no new reforms have been
implemented.

4 MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

Belgium has a well-developed system of social protection for (older) people in need of LTC.
However, some observations mentioned in this report might offer opportunities and challenges.

Access and affordability: According to EU-SILC, it can be concluded that people refrain from
using LTC services due to financial reasons.

As ageing continues, Belgium will be facing increasing needs and demand for LTC services,
infrastructure needs and the human resources needs will go hand in hand.

According to a model developed by the Federal Planning Bureau, 149,000 to 177,000 beds
would be needed in 2025. After 2025, the increase in need is projected to accelerate further.

% Gerkens and Rondia, COVID-19 Health System Responses - Belgium, 2020.
57 Vlaanderen, Nieuw Woonzorgdecreet Beschermt Tegen Niet Erkende Initiatiefnemers, https://www.zorg-en-
gezondheid.be/nieuw-woonzorgdecreet-beschermt-tegen-niet-erkende-initiatiefnemers (accessed 26 April 2020)
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The overall number of beds available in Belgium may thus be considered insufficient if
projected needs are to be covered (particularly for higher care beds for highly dependent
people).

As in many other countries, increasing demand will also lead to increased need for formal

carers, both in institutional and in home care. This will affect workforce planning, including
recruitment, retention strategies and, training opportunities.
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5 BACKGROUND STATISTICS
5.1. Demographics 2008 Most 2030 2050
o recent
Population (in millions), 2019 10.7 115 11.8 11.9
Old-age dependency ratio, 2019 25.8 29.5 36.4 44.8
Total 1.8 2.2 2.7 3.1
Population 65+ (in millions), 2019 Women 1.1 1.2 15 1.7
Men 0.8 1.0 1.2 14
Share of 65+ in population (%), 2019 17.1 18.9 22.6 26.3
Share of 75+ in population (%), 2019 8.5 8.8 11.0 15.3
) ) Total 19.6* 20.6
Iz_(l)flegexpectancy at the age of 65 (in years), Women 21 3% 291 3. 251
Men 17.6* 18.9 19.9 21.8
Total 10.0* 111
Healthy life years at the age of 65, 2018 Women 9.7* 114
Men 10.4* 10.8
*data for 2010
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 992.2 1,086.3 1,226.6
Number of 1 d dants 65+ (i Total 479.9 591.3 767.0
umber of potential dependants 65+ (in
thousands), 2019 Women 306.1 370.5 480.0
Men 173.8 220.8 287.0
Share of potential dependants in total population (%), 2019 8.6 9.2 10.3
Share of potential dependants 65+ in population 65+ (%), 2019 22.0 22.1 24.4
Share of population 65+ in need of LTC** (%), 2019* 36.0 29.9
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
5.3. Access to LTC 2014 | Most 2030 2050
" recent
Share of population 65+ receiving care in an institution (%), 6.2 6.1 81
2019
Share of population 65+ receiving care at home (%), 2019 15.7 15.8 17.8
Share of population 65+ receiving LTC cash benefits (%) 2019 7.8 7.7 9.2
Share of potential dependants 65+ receiving formal LTC in-
kind (%), 2019 99.8 99.5 106.3
Share of potential dependants 65+ receiving LTC cash benefits
(%), 2019 353 34.8 37.6
Share of population 65+ in need of LTC**  Total - -
with a lack of assistance in personal care or ~ Women - -
household activities (%), 2019* Men - -
sh " lation 65+ wh dh Total 24.7 25.1
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 285 29.2
Men 194 20.0
Share of households in need of LTC not using professional 244
homecare services for financial reasons (%), 2016* '
Share of households in need of LTC not using professional 538
homecare services because services not available (%), 2016* '
Long-term care beds per 100,000 inhabitants, 2017* 1,232.5 1,276.6

*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
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Most
5.4. LTC Workforce 2011 recent 2030 2050
Number of LTC workers per 100 individuals ~ Total 4.6 4.8
65+, 2016* % Women 93.6
sh " Lt <ding inf | Total 116
are of population providing informal care

(%), 2016 Women 13.0

Men 10.1
sh Finf | i h Total 15.0

are of informal carers providing more than

20h care per week, 2016 Women 157

Men 141
*data not available for all Member States

. Most
5.5. LTC expenditure 2013 recent 2030 2050
- - P -
ggil;c spending on LTC as % of GDP (reference scenario), 21 29 25 37
Public spending on LTC as % of GDP (risk scenario), 2019 2.1 2.2 2.7 4.4
Public spending on institutional care as % of total LTC public
spending, 2019 60.9 62.5 63.3 67.5
Publlc_ spending on home care as % of total LTC public 391 26.8 26.6 246
spending, 2019
Publlg spending on cash benefits as % of total LTC public 0.0 10.7 10.2 79
spending, 2019
Government and compulsory contributory financing schemes 21 21
as % of GDP, LTC Health, 2018 ' ’
Government and compulsory contributory financing schemes ) )
as % of GDP, LTC Social, 2018*
Household out-of-pocket payment as % of GDP, LTC Health,
0.1 0.1

2018
Household out-of-pocket payment as % of GDP, LTC Social, ) .
2018*

Note: break in series for DE and DK in the System of Health Accounts
A “’shows that data is available in general, but not for this Member State
*data not available for all Member States
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BULGARIA

Highlights

The population in Bulgaria, in 2019, was estimated at 7 million. The population over the
age of 65 according to 2019 data is 1.5 million, showing an increase of 0.2 million
compared to data from 2008. The number of potentially dependent people in Bulgaria is
258,500 as of 2019 and the share of potential dependants in the total population is 3.7 %.
The share of population aged 65 and over in need of long-term care (LTC), defined as
having at least one severe difficulty in personal care and/or household activities, is 27.9 %
in 2019,

To address some of the key challenges in LTC service sector, a comprehensive reform has
been launched in Bulgaria, based on the National Strategy for Long-Term Care, as well as
the Action Plan for its implementation for the period 2018-2021. The approved action plan
for the implementation of the National Strategy for Long-Term Care aims to address some
of the major challenges identified in the strategic document for LTC in Bulgaria, such as
developing integrated services, quality standards, focussing on prevention and outreach
work, etc. The implementation of these measures is yet to be seen and evaluated. An
Action Plan for the period 2022-2027 for the implementation of the National Strategy for
Long-Term Care is being developed, through which the second stage of the process of
deinstitutionalisation of care for people with disabilities and the older people will take
place.

LTC services are divided between the social and health care sectors. In social services,
LTC services are provided by specialised institutions, social services for residential care,
community-based social services (as daily activities, part-time therapeutic, informative,
consultative and other services) and home-based social services. In line with the process
of deinstitutionalisation, community based social service for adults, including residential
care, have significantly increased since 2012.

A comprehensive reform of the social services sector was launched in 2019 with the
adoption of the Social Services Act which came into force on 1 July 2020. The main
objective of the Act is to improve the regulatory framework in social services, with a view
to improving the planning, accessibility, management, financing, quality, effectiveness
and monitoring of social services.
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1 DESCRIPTION OF THE MAIN FEATURES OF THE LONG-TERM
CARE SYSTEM(S)

1.1 Demographic trends

The population in Bulgaria in 2019 was 7.0 million.® This represents a decrease of 0.5 million
compared to 2008. The old-age dependency ratio was 33.2 % (for 2019) compared to 31.4 %
in the EU-27, which signifies an increase in 7.4 p. p. since 2008. Bulgaria’s population aged
over 65 was 1.5 million in 2019, representing an increase of 0.2 million compared to 2008, 0.9
million of whom were women and 0.6 million men. Regarding the share of those aged 65 and
over in the population for 2019, it was 21.3 %; representing a rise of 3.5 p.p. compared to data
from 2008. This remains close to the EU average of 20.3 %. Regarding the share of those aged
75 and over of the population, there has been a rise of 1.2 p.p., reaching 8.8 % of the population
in 2019. However, this remains lower than the EU average of 9.7 %. The data gathered by the
National Statistical Institute of the Republic of Bulgaria states that life expectancy at birth of
the Bulgarian population calculated for the period 2016 - 2018 is 74.8 years.*® With regards to
life expectancy at the age of 65 (in years), there has been a positive increase of 0.7 years - with
numbers rising both for women and men between 2008 and 2019 and leading to 16.3 years in
total for both men and women. However, the number remains much lower than the EU average
of 20.2 years. Regarding the measurement of healthy life years at age 65 and over, there has
been an increase of 0.4 years - leading to a figure of 9.8 years as of 2018, close to the EU
average of 9.9 years.

The number of potentially dependent people in Bulgaria by data from 2019 is 258,500. The
share of potential dependants in the total population is 3.7 %, significantly lower than the EU
average of 7.0 % in 2019.%° However, the share of the population aged 65 and over in need of
LTC (defined as having at least one severe difficulty in personal care and/or household
activities) in 2019 is 27.9 %. There is a projection for a decrease in Bulgaria’s population to
6.5 million in 2030 and to 5.7 million by 2050, compared to 7.0 million in 2019. Hence, there
is a significant expectancy that the old-age dependency ratio will rise, to 39.0 % by 2030 and
up to 55.0 % by 2050. This is 3 p.p. higher than the EU average of 52.0 %. This number
confirms the ongoing need for LTC, which will only become stronger in the future. This
conclusion is supported by the projected rise in the number of potential dependants to 268,100
by 2050. In addition, projections suggest an increase in the share of potential dependants in the
total population, reaching 4.1 % in 2030 and 4.8 % by 2050, as compared to 3.7 % in 2019.

1.2 Governance and financial arrangements

LTC services for old people and people with disabilities are provided through two distinct
systems in Bulgaria. LTC health and LTC social services are regulated by different bodies and

%8 All data used in this report come from Section 5 ‘Background statistics’ unless explicitly stated otherwise.

%9 Information by The National Statistical Institute in Bulgaria, period 2016 — 2018I.
https://www.nsi.bg/sites/default/files/files/pressreleases/LifeExpectancy 2016-2018 en WUG64BBF.pdf

80 There is no available data specifically for dependents aged 65 and older in Section 5 ‘Background statistics’.
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legislation. Depending on the specific case, LTC is provided by the state, municipal authorities,
private providers or social welfare. Currently, there is no separate definition of LTC services
in Bulgarian legislation. The adopted Strategy for Long Term Care uses the definition given at
EU level. Social services are regulated by the Social Services Act (SSA).%! Health services, on
the other hand, are regulated by the Medical Treatment Facilities Act and are provided through
different types of institutions such as hospitals for further and continuing treatment, hospitals
for rehabilitation and hospices. The package of health activities guaranteed by the state budget
also includes clinical pathways for long-term care. They provide long-term treatment and early
rehabilitation after some serious medical conditions and illnesses, palliative care for patients
with oncological diseases, physical therapy and rehabilitation of diseases of the central and
peripheral nervous system etc. Physical therapy, rehabilitation and specialised care for
persistent/chronic/ vegetative conditions are also paid for by the state. In order to improve the
access to health services, a number of measures have been taken in recent years, including an
annual increase in public spending in the health sector. In 2020, an increase of 9.5 % was set
compared to 2019. The funds are aimed at increasing the volume and scope of clinical pathways
and activities related to the prevention and prophylaxis of socially significant diseases, which
are the most common cause of death or permanent incapacity for work and injuries.

Social services in Bulgaria, including LTC services, are decentralised and are managed by the
mayors of the respective municipalities. Municipalities are responsible for the provision of
social services that are financed by the state budget or the municipal budget. Among the main
responsibilities of the municipalities mayors are implementing the municipal policy in social
services in accordance with the decisions of the municipal council; analysing the needs for
social services in the municipalities; proposing to the municipal council the organisation of
social services that are financed by the state budget or the municipal budget; managing the
provision of social services that are financed by the state budget or the municipal budget in the
municipality; being responsible for compliance with the quality standards for social services;
controlling and monitoring the social services that are provided in the municipality, monitoring
the lawful spending of funds from the state budget and the municipal budget for the financing
of social services, etc. Organisations specifically created by the municipality for the provision
of social services and private providers may provide social services after having been granted
a licence by the Executive Director of the Agency for Quality of Social Services. Social service
providers are monitored by the Agency for the Quality of Social Services, established through
the Act.

61 The Social Services Act (SSA) defines social services as ‘activities aimed at supporting individuals in: prevention and/or
overcoming of social exclusion; exercising rights; improving the quality of life. Social services shall be based on social
work, an individual approach and individual needs assessments’.
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Box 1 Recent reform

In the context of the current reform, in March 2019, the Social Services Act was adopted by the National
Assembly and came into force on 1 July 2020. The main objective is to improve the regulatory
framework in social services, with a view to improving the planning, management, financing, quality,
effectiveness and monitoring of the social services. The Law establishes a new Agency for the Quality
of Social Services at the Ministry of Labour and Social Policy. There are two extremely important
deadlines in the Transitional and Final Provisions of the Act: the final closure of all medical and social
care homes for children (by 2021) and of all homes for adults with disabilities (by 2035).

In social services there is an annual increase in the funds for social services, state delegated
activities. In 2020 the increase is by BGN 30 million (approximately EUR 15 million) and the
total amount is over BGN 290 million. To address the challenges due to the COVID-19 crisis
the state budget was provided with additional financial resources of BGN 15 million to increase
the standards for financing social services, activities delegated by the state. However, some
challenges have been reported, related to the mechanism for their financing and the possibilities
for the correct allocation of the available resource. Those challenges are addressed in SSA.
According to this law, ensures closer adherence to standards for social services, finance by the
state are regulated, and determined depending on the type of social service regarding the groups
of activities, the group of users, quality standards, etc. Complementary financial standards for
social services are also being introduced.

1.3 Social protection provisions

The three main risks for older people (aged 65 and above) are higher poverty rates, single
households and poor health.5? There are social assistance benefits and disability benefits but no
LTC benefits as such. Financial support for different disadvantaged groups is provided on
different legal grounds and under different conditions. Social assistance benefits are resources
provided in cash and/or in kind which supplement or substitute incomes up to an amount
sufficient to meet basic needs or to meet incidental needs of the beneficiary persons and
families. Bulgarian citizens, families and cohabitants who due to health, age, social and other
reasons beyond their control cannot cover through their work or income from property, or with
the help of people obliged to support them to meet their basic life needs, are entitled to social
benefits. Social assistance benefits are monthly, target or lump-sum. They are granted
following an assessment of the income of the person or the family; the applicant’s property
status; the applicant’s marital status; the applicant’s health status; their employment status or
other established circumstances relating to the case. The monthly amount of the guaranteed
minimum income, serving as a basis for determining the amount of social assistance benefits
is determined by the Council of Ministers. The provision of such material support is carried
out through better targeting of social benefits, applying a differentiated approach depending on
the specific needs of the assisted people and families. Social benefits are granted on the basis
of an application-declaration submitted by the person in need or by a person authorised by them

62 World Bank, Harmonising services for inclusive growth. Improving access to essential services for vulnerable groups in
Bulgaria, Technical report, Social Protection and Jobs Global Practice Europe and Central Asia Region, 2019, p. 17.
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after assessment of all data and circumstances established by a social survey. For the period 1
January 2019 to 31 December 2019 a total of 31,004 persons and families were supported with
social assistance benefits.5

Cash benefits and more particularly, disability benefits, are provided to pensioners with
permanently-reduced working capacity and a degree of disability exceeding 90 %, who need
constant attendance. They can receive a supplement to their pension amounting to 75 % of the
social old-age pension (106 BGN in 2020), as regulated by the Social Security Code. In 2015,
those supplements accounted for 27 % of all LTC benefits provided in the country. In Bulgaria,
10.2 % of dependants aged 65 and over receive formal in-kind LTC services and 28.7 %
receive cash-benefits for LTC.

In 2015, municipalities provided LTC support amounting to 206 million BGN (EUR 105
million), accounting for 67 % of overall spending on LTC social services (European
Commission, 2019, p. 308). Most of the services were targeted at people with disabilities. They
included in-kind benefits for accommodation, rehabilitation, assistance in carrying out daily
tasks and home-help provided to sick or injured people to assist them with their daily tasks.

However, there is scope for improvement in the social benefits system. Its low generosity and
progressivity, as well as gaps in coverage — particularly among the poorest - undermine its
impact in reducing poverty and social exclusion. Furthermore, as argued by the World Bank,
the system lacks effective mechanisms to avoid dependency, abuse and fraud,®* and to promote
labour participation (World Bank, 2019).

1.4 Supply of services

LTC social services for older people and people with disabilities are provided in specialised
institutions, community-based social services for residential care, and also as daily and
consultative community-based social services, as well as home-based social services.®® After
the adoption of SSA, social services are no longer defined as places/facilities but as activities
providing support and empowering people to live independently. Social services are generally
available and specialised. Generally available are the following ones: providing information,
counselling and training to exercise social rights and for the development of skills for a period
of no more than two months; mobile preventive community work. Specialised social services
are the services provided in the cases of: the occurrence of a particular risk to the person’s life,
health, quality of life or development; needed to meet a specific need of a particular group of
people. Depending on the main groups of activities, the social services are the following types:
information and counselling; advocacy and mediation; community work; therapy and
rehabilitation; training for acquiring skills; support for acquiring occupational skills; day care;
residential care; providing shelter; assistant support.

83 https://asp.government.bg/bg/za-agentsiyata/misiya-i-tseli/otcheti-i-dokladi
64 To be noted that the Social Assistance Act provides for control mechanisms.
65 http://www.mlsp.government.bg/eng/community-based-social-services
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Bulgaria is in the process of deinstitutionalising the LTC system, aiming at a higher provision
of home and community care services.®® The main target groups of LTC are people with
disabilities and older people (aged 65 and over).

As of December 2019, the number of all specialised institutions in Bulgaria was 161, with a
capacity of 10,881 places. In 2019, 30 new community-based social services for adults,
including residential care, with a total capacity of 506 places were created. By September 2020,
the number of community-based social services facilities for the older people and people with
disabilities was 511, with a total capacity of 9503 places. This is a marked increase since 2012,
when 335 community-based social services facilities for the older people and people with
disabilities were available, with a total capacity of 6887 places.®’

The transition from traditional residential care to community and home-based social services
is mainly realised through an expansion of the range of services (provided in day care centres,
social rehabilitation and integration centres, protected housing and family-type accommodation
centres). Home-based social services (for example, delivering meals to people at home and
providing care services, such as help with personal or domestic hygiene) and public canteens
are local activities financed by the state, municipalities and the Social Protection Fund of the
Ministry of Labour and Social Policy.®® Until the end of 2019, home-based care (personal and
social assistance) to older people, people with disabilities and people living alone with serious
diseases was provided under the National Programme ‘Assistants to people with disabilities’.
Under this programme, the funding reached 8.9 million BGN in 2017 and it provided
employment for 2450 previously unemployed people.

In March 2020 the National Programme ‘Provision of Home Care’ came into force, which
successfully continued the National Programme ‘Assistants to People with Disabilities’. The
implementation of the programme was a response to the need to improve the quality of life of
people with a 80 to 89.99 % degree of permanently reduced working capacity or type and
degree of disability and in need of assistance, and people over 65 years of age unable to care
for themselves, which are not certified by the relevant bodies of medical expertise, by providing
personal care in a home environment, aimed at supporting their daily needs for self-care.

Home-based services are also provided by private providers, as well as under different
programmes, funded by the state or the European Social Fund. With regard to improving access
to services at home, for the first time assistant support is regulated by the SSA as a key policy
priority at national level. According to the law, assistant support is provided to people above
working age who are unable to look after themselves and do not have a degree of reduced
working capacity assessed in accordance with the relevant procedure or to children with
permanent disabilities and adults with permanent disabilities in need of assistance who do not

% For the implementation of the process for deinstitutionalisation of care for older people and people with disabilities, in the
SSA is foreseen that all specialised institutions for people with disabilities shall be closed by 1 January 2035 and that the
existing homes for older people shall be reformed by 1 January 2025, in order to the meet quality standards.

67Social Assistance Agency, Annual activity report for 2019, (in Bulgarian) http://asp.government.bg/bg/za-
agentsiyata/misiya-i-tseli/otcheti-i-dokladi

88 https://ec.europa.eu/social/main.jsp?catld=1103 and intPageld=4440 and langld=en
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receive home care assistance under another law. This ensures access to this service for a certain
group of vulnerable people, such as older people over 65 with limitations or an inability to look
after themselves. The municipality undertakes to organise the provision of assistant support in
such a way as to allow the comprehensive provision of the different types of social services at
home.%°

There is a further development of the model for services provided at home (personal assistants,
social assistants, domestic assistants, domestic social patronage, public canteens). According
to the technical report by the World Bank, existing social services have not been developed
systematically, and, in some cases, some municipalities and settlements are unable to provide
adequate support (World Bank, 2019). This challenge is addressed in the SSA through
regulation of the provision of assistant support.

Traditionally, LTC for older people is provided as informal care by family members.” There
is little information about the number of people providing informal care. However, there is
little doubt that the overwhelming bulk of LTC is provided by informal carers in families
(European Commission, 2019, p. 310).

2 ASSESSMENT OF THE LONG-TERM CARE CHALLENGES IN
THE COUNTRY

2.1 Access and affordability

Regarding access to LTC, the share of the population aged 65 and over receiving care in an
institution, as of 2019, was 0.5 % and the share of the population aged 65 and over receiving
care at home was 0.6 %. However, the share of the population aged 65 and over receiving LTC
cash benefits in 2019 was 3.1 %. The share of the population aged 65 and over who used home
care services for personal needs in the preceding 12 months to 2019 was 4.4 % in total — 5.1 %
women and 3.4 % men. This percentage remains low. The share of households in need of LTC
not using professional homecare services because such services are not available in 2016 was
13.3 %.”* On the one hand, low shares of coverage may indicate a situation of under-provision
of LTC services. On the other hand, higher coverage rates may imply an increased fiscal
pressure on government budgets, possibly calling for greater need of policy reform. In addition,
there is a striking and alarming difference in the share of households in need of LTC not using
professional homecare services for financial reasons in 2016.”? The figure is 65.1 % and is
representative of the financial situation of ageing people in Bulgaria and their access to LTC.
In comparison, the EU average is 35.7 %."® Regarding LTC beds per 100,000 inhabitants, there
has been a decrease, resulting in 30.8 in 2017 compared to 43.7 in 2014, which is probably due
to the move towards independent living.

89 In 2021 assistant support will be provided by the municipalities with state funding and this type of social service will be
entirely free for the recipients.

0 Ludmila Mincheva and Galina Kanazireva, The long-term care system for the elderly in Bulgaria. http://www.ancien-
longtermcare.eu/sites/default/filess ENEPRI %20RR %20n0 %2071 %20_Ancien_ %20Bulgaria.pdf, 2010

"L EU-SILC data 2016: ils_ats15.

2 |dem.

3 |dem.
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In Bulgaria, the geographic coverage of LTC social services and other services is uneven across
districts, partly reflecting differences in population. Generally, most social services with larger
capacity are located in administrative centres where the population is higher although some
large institutions for people with disabilities are situated in small settlements. While all types
of social services have expanded in the past few years, there remain needs that are unmet. In
2008, the number of registered beneficiaries waiting for services equalled approximately one
third of existing capacity. According to the action plan for LTC for the period 2018-2021, there
were 3600 on waiting lists vs. 11,000 placed in specialised institutions.

Regarding accessibility, the SSA gives priority to support in the home environment and in the
community. The use of social services for residential care is allowed only if the possibilities
for supporting people through social services at home and in the community have been
exhausted. Anyone who needs support for the prevention and/or to overcome social exclusion,
exercising rights or improving their quality of life, regardless of age, health condition,
education, income, social and property status, is entitled to social services. Social services are
provided upon the request of the potential beneficiary and after a preliminary assessment of the
need for social services and the establishment of an individual needs assessment and an
individual support plan. Everyone has the right to use the generally available social services
without a preliminary needs assessment. Social services can be used: short-term - for a period
of up to six months; medium-term - for a period of up to one year; long-term - for a period of
between one and three years. As the SSA came into force on 1 July 2020, no data is available
yet on how the objectives and ambitions of the law as described above translate into practice.

Regarding affordability, it should be stated that the fees for formal institutional LTC care can
be significant. For example, a person who is enrolled in a public facility for institutionalised
older care needs to transfer up to 80 % of their retirement income, but not higher than the actual
monthly expenditure for the service provided. Fees for social services which are financed by
the state budget are fixed by a Tariff of Social Services Fees endorsed by the Council of
Ministers. According to the tariff, the amount of the social service fee is determined as a
percentage of the person’s income, depending on the type of social service. For each type of
social service there is a certain percentage of the persons’ income to be paid. People with no
income or savings, people living in shelters and in crisis centres, as well as those who have
transferred real estate property to the state or to a municipality with the purpose of developing
social services, are exempted from paying fees for social services.” The payment for social
services provided by private providers is made on a negotiated basis when the social services
do not constitute activities delegated by the State (European Commission, 2019, p. 309). There
is no information available for out-of-pocket payments.

With the SSA, a new mechanism for determining fees is set out. The annual fee for using each
social services financed from the state budget is formed as a percentage of the amount of the
annual standard for activity delegated by the state for the respective social service. According
to SSA, there are a large range of cases where people are exempted from paying fees. The cases
in which people are not required to pay the full amount for using social services that are

7 An implementing act is under preparation that will affect the payment of fees.
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financed by the state budget are laid down in the regulations for implementation of the Act.
The fees for using social services that are provided by the municipality and are not financed by
the state budget is determined by the municipal council in accordance with the Local Taxes
and Fees Act. The fees for social services financed by private providers are fixed by the
provider.

2.2 Quality

The action plan for the implementation of the National Strategy for Long-Term Care for the
period 2018-2021 established in 2018, aims to address some of the challenges identified in the
strategic document for LTC in Bulgaria,” such as the development of quality standards for
social services for older people and people with disabilities. However, implementation of these
measures is yet to be seen and evaluated. There is ongoing implementation of the ‘New
Standards for Social Services’ project; an important activity involving the development of
quality standards with objective and measurable criteria and indicators and a monitoring and
control system of the services.

For the provision of social services there are certain quality standards that provider should met.
The ongoing reform establishes the adoption of new and more precise standards for the quality
of social services, as well as the adoption of a special ordinance on the quality of social services
which is under preparation. The standards are for the organisation and management, for the
qualification and professional development of employees and for the efficiency of the service
in meeting the needs of person in care.

In addition, the SSA establishes a new Agency for the Quality of Social Services at the Ministry
of Labour and Social Policy. The new structure will monitor how municipalities and private
providers are delivering social services and spending state funds. Its objective is to verify
compliance with the rights of users of social services, monitor national performance and license
all private social services providers. It will create common standards for providers but, at the
same time, will give them the freedom to develop their own practices and relationships between
professionals, children and parents, since the system was previously highly restricted by
methodological guidelines. The integrated approach provides for improved and facilitated
access to the labour market and to social, health and education services. The new law also aims
to improve the skills and wages of social service workers.”

However, the system remains overregulated and fragmented, and is supported by a
management scheme that lacks incentives for coordination or integration. It has substantial
quantity and quality gaps in coverage (World Bank, 2019).

To address the challenges mentioned above, the integrated approach in the provision of long-
term care services is set out in the SSA. Integrated health and social services can be provided
for permanently disabled children or adults; people with chronic diseases; people above
working age who are unable to look after themselves. Integrated health and social services shall

5 National Long-term care strategy of Bulgaria, 2014, http://www.strategy.bg/StrategicDocuments/View.aspx?lang=bg-BG
and 1d=882

76 Standards for remuneration of employees performing activities for the provision of social services, which are financed
from the state budget are determined in an ordinance.
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be services for specialised support to individuals through activities in health care and social
services that are provided within the framework of common organisation and support. Support
through integrated health and social services is provided by medical professionals and by
professionals who provide social services. The providers should meet quality standards for
integrated health and social services. Control of compliance with the quality standards should
be exercised by the Agency for Quality of Social Services with the participation of
representatives of the regional health inspectorate.

2.3 Employment (workforce and informal carers)

In 2016, the number of LTC workers providing informal care was 1 per 100 individuals aged
65 and over, 87.7 % of whom were women. The share of the population providing informal
care was 6.1 %, among which the share of informal carers providing more than 20 hours of
care per week was 36.6 %. In addition, as LTC workers follow the common migration routes
between lower and higher income countries and Bulgaria is stated as one of the 20 countries
which are primarily sources of outflow and new immigrants to the OECD (EU MS included)
in 2015.7

There were so far no specific efforts to address the need to recruit, motivate and maintain a
competent workforce.”® There are some recruitment programmes targeting specific groups,
however they do not typically consider a job in LTC — young, men, the retired, etc. as well as
the challenge related to the high turnover of social workers, nurses and health specialists going
abroad, etc. There is no established information system collecting data on formal carers
providing LTC. There is even less information about the number of people providing informal
care. Since 2012, training for the professionalisation of care has been conducted under various
schemes under OP ‘Human Resources Development’ (OP HRD). Though well-intended, these
efforts lack a comprehensive and systematic approach. There is also a lack of information about
any initiatives for skills validation for informal learners to assist them in becoming LTC
professionals. In Bulgaria, there is no high education degree requirement for being employed
as a personal care worker. There is only a requirement of a technical degree after high-school
for becoming a nurse in the LTC sector. Personal care workers, who have lower education
levels than nurses, particularly need to receive training. Bulgaria is not one of the countries that
require that these professionals follow training in older care (OECD, 2020). In addition, in
Bulgaria there is no governmental sponsoring of LTC education, and financial support is
mostly given by a European Commission programme: the European Social Fund (ESF)
Operational Programme for Human Development. Under the operation ‘Capacity building of
employees in the field of child protection, social services and social assistance’, implemented
within the programme in 2018 and 2019, specialised training for workers in social services was
conducted. The purpose of the training is to increase the capacity and professional competence
of employees to provide social services and improve their practical skills in accordance with

7 OECD, ‘Who Cares? Attracting and Retaining Care Workers for the Elderly’, OECD Health Policy Studies, OECD
Publishing, Paris, 2020. https://doi.org/10.1787/92c0ef68-en

8 Bogdanov, G. and Georgieva, L., ESPN Thematic Report on Challenges in long-term care for Bulgaria, European Social
Policy Network (ESPN), European Commission, Brussels, 2018.
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the individual needs of users. A total of 6720 people from 1358 social services have received
training.

To address challenges mentioned above, the SSA introduced the right to supervision,
mentoring and induction and further training for employees, providing social services. The
employees who carry out activities relating to the provision of social services are entitled to
induction training and further training which is mandatory for them. Training is provided in
accordance with a programme for induction and further training of staff developed by the
provider. For employees who carry out social services activities for the first time, the social
service provider is obliged to appoint mentors to assist them for a period of six months from
the date of their appointment. They should participate in the activities in exchange for
experience and familiarising with good practices arranged for them. Also, they have the right
to regular supervision during the course of their work. In an ordinance on the quality of social
services, which being prepared, the minimum requirements for the number and qualification of
the necessary staff who carry out different types of social services activity will be determined
as well as the obligations of social services providers to ensure the professional and career
development of their employees.

Financial support to informal carers was available until the end of 2019 through a dedicated
programme mentioned above - National Programme °Assistants to people with disabilities’.

Since January 2019, the Personal Assistance Act, which regulates the Personal Assistance
Mechanism, has been in force. The provision of personal assistance began in September 2019.
According to the Act, the assistants selected by the user, may be family members of the disabled
person, part of the extended family circle, or those outside. After an interview and approval by
the municipality, the assistant must be added to the list of assistants maintained by them.
Assistants can receive training by the municipalities but it is not mandatory. The user of the
personal assistance participates in the negotiation, management and control of the type and
duration of the work performed by the assistant. Although the purpose of the mechanism is to
support people with disabilities, it can also support informal family members.

Informal carers can receive support in accordance with the Social services act. The SSA
introduced entirely free support and training services for family members who provide informal
care at home for people with permanent disabilities and for people with disabilities over the
working age who are unable to look after themselves. The law also establishes the right to
respite care for families and people caring for adults with permanent disabilities and for older
people in need of care at home. In this way, the state provides an additional opportunity to
support those who care for their older relatives. As mentioned, it is too early to assess the
effectiveness of these provisions.

However, as observed by the World Bank, case management and the role of social workers -
both at the core of service provision — remain fragmented and limited to certain groups such as
children at risk and the registered unemployed and for certain services, leaving other vulnerable
groups such as people with disabilities or those in need of LTC without support (World bank
2019).
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2.4 Financial sustainability

In Bulgaria, public spending on LTC, was 0.3 % of GDP in 2019, far below the EU average of
1.7 % of GDP. According to the 2021 Ageing Report,”® in 2019, 69.2 % of this expenditure
was spent on in-kind benefits (EU: 73.6 %), while 30.8 % was provided via cash-benefits (EU:
26.4 %) (European Commission, 2019).

According to the 2021 Ageing Report, projected public expenditure on LTC as a % of GDP for
Bulgaria will rise from 0.3 % in 2019 to 0.4 % by 2050.8°

Under the implementation of the previously mentioned project ‘New Standards for Social
Services’, there is an aim to develop up-to-date financing and financial models for pricing the
provision of social services, including for LTC services, as well as a model for financing the
integrated cross-sectoral services.

2.5 Country-specific challenges regarding LTC for other age groups in need of
care

People with disabilities, as another group in need of care, are supported financially under the
Law on People with Disabilities, in force since January 2019, the Law on Personal Assistance,
the ordinance on inclusion in the mechanism for personal assistance and under other legislative
acts. Both laws expand the scope of eligible people with disabilities by including overcoming
social isolation, to receive adequate care in a family environment, as well as to guarantee access
to rehabilitation and appropriate and timely medical care, etc. People with disabilities receive
in-kind rehabilitation services accounting for 0.5 % of public expenditure on LTC services.
They receive allowances and invalidity pensions due to general illness and/or supplement for
external care in the event of more than a 90 % degree of disability.

As already mentioned, cash benefits are provided to pensioners with permanently reduced
working capacity and a degree of disability exceeding 90 %, who c need constant attendance.

In addition, under the Law on Family Allowances, all family allowances are provided to
children with disabilities, regardless of family income. As of January 2017, a new monthly
allowance for raising a child with a permanent disability was introduced with amendments to
the Law on Family Allowances, affecting more than 26,000 disabled children. The allowance
is differentiated according to the degree of the disability or the degree of the reduced capacity
of the child and ranges from 350 BGN (EUR 178.5) to 930 BGN (EUR 474) (European
Commission, 2019, p. 308).

9 European Commission and Economic Policy Committee, The 2021 Ageing Report — Economic and budgetary projections
for the 27 EU Member States (2019-2070), 2021.
8 |dem
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3 REFORM OBJECTIVES AND TRENDS

At the beginning of 2014, the Council of Ministers adopted a National Strategy on long-term
care, followed by the current plan for the Implementation of the National Strategy, covering
the period 2018-2021, adopted in January 2018.82 This plan envisages the setup of 100 new
community-based social services for 2140 users as well as the development of cross-sectorial
services, including at home such as patronage care. Patronage care will be developed, aimed at
improving the quality of life and opportunities for social inclusion for older people and people
with disabilities, by providing a network of integrated health-social and social services at home
and building appropriate capacity to provide them), for older people and those with disabilities
dependent on care. Over 30,000 people will be supported through patronage care and assistant
services. The main measures in the Action Plan are as follows: providing support in at home
and in the community for people with disabilities and older people dependent on care;
providing quality community-based social services for people living in specialised institutions
with poor living conditions and quality of care and closing of institutions; enhancing the
effectiveness of the long-term care system; building the necessary infrastructure for providing
social and integrated health and social services for people with disabilities and older people
dependent on care (European Commission, 2019, p. 313).

Social services’ reform, including long-term care, is also supported by the implementation of
the ‘New Standards for Social Services’ project which was introduced in 2016. It aims at
improving the accessibility, effectiveness and quality of social services, as well as the
independent living for children and adults who need care, including people with disabilities,
by developing up-to-date quality standards and financing in line with the needs of the
recipients. The implementation of the ongoing project activities will also assist the overall
reform in the social services sector.

As was mention above, a comprehensive reform in the social services sector is underway as
part of the efforts to provide an entirely new model of providing accessible, qualitative,
effective and integrated social services to more adequately meet the needs of vulnerable people
with the implementation of the SSA in 2020. According to the Bulgarian Centre for Not-for-
Profit Law (BCNL), several basic concepts in the SSA, create high expectations of a real and
irreversible reform that will lead to better-quality services for direct recipients. As to positive
trends triggered by the legislation, the BCNL emphasises the clear statement that only quality
services will be developed and funded. All private providers will be licensed under the SSA,
and even municipal services will have to meet the same high-quality standards; if the standards
are not met, funding will be phased out. Currently, there are municipal and private/NGO
providers of services for adults, but they are not licensed, just registered. Under the Act, private
services for adults will also be licensed, and all services will be monitored by the new Agency

81 National Long-term care strategy of Bulgaria, 2014, http://www.strategy.bg/StrategicDocuments/View.aspx?lang=bg-BG
and 1d=882

82 Action Plan for the Implementation of the LTC Strategy for the period 2018 — 2021,
https://mlsp.government.bg/ckfinder/userfiles/files/politiki/socialni %20uslugi/deinstitucionalizacig %20na %20grijata %20z
a %20vuzrastni %20hora %20i %20hora %20s %20uvrejdanig/Plan_LTC.pdf
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for the Quality of Social Services. In addition, a crucial part of the imposed legislation is the
focus on the individual needs of every person; this is something entirely new as a philosophy
and a basis for further quality development of services.

During the COVID-19 pandemic, there was a high level of COVID cases amongst older people
in residential homes and the workforce in those homes. In response to the outbreak, the
government relocated the people in LTC from specific residential homes with proven positive
COVID-19 tests to hospitals and other residential homes around the country.®* To determine
the presence of COVID-19 infections, up until the end of August 2020, PCR tests were
performed on 9245 people in residential care and 7120 employees. As of 11 August 2020, the
total number of infected people in long-term care was 186 and 70 employees. 22 people in
specialised institutions had died.®

4  MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

To improve the governance framework, the government should strategically integrate medical
and social services via a legal framework and establish information platforms available for
LTC users and providers. On matters related to the improvement of the financing arrangements,
the recommendations for the state would be to face the increased LTC costs in the future e.g.
to foster pre-funding elements, which implies setting aside some funds to pay for future
obligations and explore the potential of private LTC insurance as a supplementary financing
tool. Regarding the provision of adequate levels of care to those in need, there should be a
focus on the provision of targeted benefits to those with highest LTC needs and the risk of
poverty of recipients and informal carers should be minimised. In addition, independent living
should be encouraged by providing effective home care, tele-care and information to recipients,
as well as improving the home and general living environment. On ensuring availability of
formal carers, there should be an improvement in recruitment efforts. Regarding the support of
family carers, efforts should be put into ensuring that women are not encouraged to withdraw
from the labour market for caring reasons. Moreover, focus should be put on prevention,
promoting healthy ageing and preventing the physical and mental deterioration of people with
chronic care should be of highest priority together with identification of risk groups and the
detection of morbidity patterns earlier.®

As the Institute for the Market Economy states,®” imbalances in the provision of services at
local level exist and it needs to be clarified whether those imbalances are an issue or are a
natural result of the difference in the need for such services locally. Hence, it is considered as
unrealistic to target full territorial coverage of social services as imposed by the SSA.

8 Bulgarian Centre for Non-for-Profit Law, Did you read the NEW Social Services Act, 2019. http://bcnl.org/en/news/did-
you-read-the-new-social-services-act-.html

8 Darik news, Elderly people with coronavirus are being taken out of retirement homes.
https://dariknews.ba/novini/bylgariia/izvezhdat-vyzrastnite-hora-s-koronavirus-ot-starcheskiia-dom-v-kula-video-2224548
8 According to the Social Assistance Agency.

8European Commission, ‘Joint Report on Health Care and Long-Term Care Systems and Fiscal Sustainability Volume 2 —
Country Documents 2019 Update’, Institutional Paper 105, Publications Office of the European Union, Luxembourg, 2019.
https://ec.europa.eu/info/sites/info/files/economy-finance/ip105_en.pdf

87 Institute for Market Economy, The new law on social services: step forward, step away or back there?, 2019. Available
(in Bulgarian) https://ime.bg/bg/articles/noviyat-zakon-za-socialnite-uslugi-napred-vstrani-ili-pak-tam/
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Therefore, more attention should be put into planning the scale of services and their cost, to
achieve adequate availability and quality of service for all in every region.
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5 BACKGROUND STATISTICS

. Most
5.1. Demographics 2008 recent 2030 2050
Population (in millions), 2019 75 7.0 6.5 5.7
Old-age dependency ratio, 2019 25.8 33.2 39.0 55.0
Total 1.3 15 16 1.7
Population 65+ (in millions), 2019 Women 0.8 0.9 0.9 1.0
Men 0.5 0.6 0.6 0.8
Share of 65+ in population (%), 2019 17.8 21.3 24.3 30.7
Share of 75+ in population (%), 2019 7.6 8.8 11.8 16.0
Total 15.6* 16.3
Life expectancy at the age of 65 (in years), 2019 Women 17.1* 18.1 19.6 223
Men 13.8* 142 15.9 18.8
Total 9.4* 9.8
Healthy life years at the age of 65, 2018 Women 9.9* 10.2
Men 8.9* 9.2
*data for 2010
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 258.5 264.1 268.1
. . Total 162.3 177.4 205.2
m‘;’&‘sﬁj‘;{"{’z‘)&igt'a' dependants 65+ (in Women 104.0 1147 125.8
Men 58.3 62.7 79.3
Share of potential dependants in total population (%), 2019 3.7 4.1 4.8
Share of potential dependants 65+ in population 65+ (%), 2019 10.8 11.3 11.8
Share of population 65+ in need of LTC** (%), 2019* 354 27.9
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
5.3. Access to LTC 2014 Most 2030 | 2050
recent
Share of population 65+ receiving care in an institution (%), 2019 0.5 0.5 0.5
Share of population 65+ receiving care at home (%), 2019 0.6 0.7 0.7
Share of population 65+ receiving LTC cash benefits (%) 2019 31 33 3.4
ggige of potential dependants 65+ receiving formal LTC in-kind (%), 10.2 10.2 10.2
ggige of potential dependants 65+ receiving LTC cash benefits (%), 28.7 28.9 29.1
Share of population 65+ in need of LTC** witha  Total 75.2 67.5
lack of assistance in personal care or household Women 77.9 69.4
activities (%), 2019* Men 69.8 63.4
Share of population 65+ who used h Tota 4 i
e e, oo™ Womr
Men 6.7 34
Shar_e of hous_eholds in need of LTC not using professional homecare 651
services for financial reasons (%), 2016*
Shar_e of households i_n need of L'_I'C not using professional homecare 133
services because services not available (%), 2016*
Long-term care beds per 100,000 inhabitants, 2017* 43.7 30.8

*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
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Most
5.4. LTC Workforce 2011 2030 2050
recent
Total 1.4 1.0
Number of LTC workers per 100 individuals 65+, ota
2016* & 87.7
Women
. L . Total 6.1
Share of population providing informal care (%), Women 6.9
2016
Men 5.3
) o Total 36.6
Share of informal carers providing more than 20h Women 43.2
care per week, 2016
Men 271.2
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 recent 2030 2050
- - 3 -
;(L)J]k_ﬂglc spending on LTC as % of GDP (reference scenario), 04 0.3 03 04
Public spending on LTC as % of GDP (risk scenario), 2019 0.4 0.3 0.4 0.8
Publlg spending on institutional care as % of total LTC public 313 296 23.7 259
spending, 2019
- - ) -
Publlc_ spending on home care as % of total LTC public 68.8 166 446 43.9
spending, 2019
- - - P -
Publlc_ spending on cash benefits as % of total LTC public 00 308 317 309
spending, 2019
Government and compulsory contributory financing schemes 0.0 0.0
as % of GDP, LTC Health, 2018 ' ’
Government and compulsory contributory financing schemes ) )
as % of GDP, LTC Social, 2018*
Household out-of-pocket payment as % of GDP, LTC Health,
0.0 0.0
2018
Household out-of-pocket payment as % of GDP, LTC Social, i i
2018*

Note: break in series for DE and DK in the System of Health Accounts
A ‘-’ shows that data is available in general, but not for this Member State
*data not available for all Member States
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CZECH REPUBLIC

Highlights

e Demographic trends suggest a significant increase in the need for long-term care services.
Extra capacity will be needed in the next 10-15 years to prevent a decline in current
standards of accessibility. A need for increased expenditure can be expected too.

e There is an insufficiently developed supply of formal home care in the country. The
services do not meet the needs of dependent people and informal carers. Home care and
respite care should be strengthened.

o Residential care suffers from insufficient bed capacity and consequently limited
accessibility. The social services system is not ready for the effects of population ageing.

e There were no reforms during the period under scrutiny. There are four areas presenting
significant challenges: governance, capacity building and investment, quality assurance,
and home-based service support, both formal and informal.

1 DESCRIPTION OF MAIN FEATURES OF THE LONG-TERM
CARE SYSTEM

1.1 Demographic trends

The Czech Republic is predicted to have a fairly constant population size in the next 30-50
years. At the same time, it is a country with an ageing population along with the other EU
countries. Population ageing is linked to increasing numbers of long-term care (LTC)
beneficiaries and, at the same time, to a decline in workforce numbers. The old-age dependency
ratio increased from 20.6 % in 2008 to 30.4 % in 2019 and is projected to be 35.2 % in 2030
and 49.8 % in 2050.% Data on the old-age dependency ratio closely follows the pattern within
the EU as a whole. A projection from November 2019, made by the Czech Statistical Office,®
is consistent with this data and extends the time series beyond 2050. Similarly, a recent
development and projection of the share of the population aged 65 and over and the share of
the population aged 75 and over suggest a parallel development in the Czech Republic and in
the EU as a whole. The share of the population aged 65 and over rose from 14.6 % in 2008 to
19.6 % in 2019 and will almost double by 2050 (22.0 % in 2030 and 28.2 % in 2050). The
proportion of the population aged 75 and over will grow relatively faster and will almost double
between 2019 (7.7 %) and 2050 (14.5 %). The age structure in regions follows a similar pattern

8 All data used in the text come from Section 5 ‘Background statisti(is’ unless explicitly stated otherwise
89 Czech Statistical Office (CZSO), Projekce obyvatelstva v krajich CR - do roku 2070, 2019a [Population projections in
regions of the Czech Republic - until 2070]. https://bit.ly/3c841vU
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(CZS0, 2019b).%° Regional differences could increase slightly as larger regional centres with
better infrastructure may attract more investment and higher labour demand. For example, in
the Prague region, the share of the population aged 65 and over is expected to be 18.8 % in
2030 and 24.0 % in 2050, whereas in the Zlin region it will be 24.5 % in 2030 and 32.1 % in
2050 (CZSO0, 2019a).

The expected evolution of the share of the population aged 65 and over (and the old-age
dependency ratio) suggests that we can anticipate an increasing demand for LTC-related
services in the Czech Republic. The share of the population aged 65 and over in need of LTC,
defined as having at least one severe difficulty in personal care and/or household activities, was
30.5 % in 2019. A mild decrease in healthy life years at 65 (8.8 for women in 2010 compared
with 8.5 in 2018, and 8.5 compared with 8.1 for men in the respective years) do not support
any optimistic prediction concerning lowering the share of the population aged 65 and over in
need of LTC.

The total number of potential dependants® will grow from 706,700 (representing 6.6 % of the
total population) in 2019 to 806,700 (7.5 %) in 2030 and 861,200 (8.2 %) in 2050 (see Section
5 ‘Background statistics’). The average share of potential dependants in the EU’s population
was already 7.0 % in 2019, expected to increase to 8.8 % in 2050. The trend towards population
ageing began later in the Czech Republic than in the EU countries to the west of the Czech
Republic. Therefore, the population in the Czech Republic is now ageing faster than in older
EU Member States. Consequently, the share of potential dependants is increasing more quickly.

1.2 Governance and financial arrangements

The development of long-term care has been carried out in a fragmented fashion in the Czech
Republic, with responsibility strictly divided between the healthcare sector and the social care
sector.% Under the public health insurance system, as introduced in 1993, providers of
healthcare services and social services had to be mutually distinct entities. Residential social
care providers’ entitlement to provide some health care (mainly nursing care) covered by the
public insurance scheme was re-established in 2006. However, the governance of long-term
care, as well as palliative, health and social care, remains an issue. In 2008, the National Plan
of Action on Ageing 2008-2012 declared that the division of responsibilities and funding
increased the risk of fragmentation and insufficient coordination of services, poor transparency
of the system for clients as well as providers, low flexibility of services and unclear
responsibility for achieving results.®® Unfortunately, this is still the case. Separate legislation

9 Czech Statistical Office (CZSO), Promény vékového slozeni obyvatelstva CR — 2001-2050 [Changes in age structure of the
population in the CR], 2019b. Available in Czech only. https://www.czso.cz/csu/czso/promeny-vekoveho-slozeni-
obyvatelstva-cr-2001-2050

%1 The 2021 Ageing Report calculates potential dependants as people with severe activity limitations from EU-SILC plus
they add the number of people living in institutions.

92 Most statistics do not treat LTC as a distinct area consisting of social care and health care. The statistical yearbook of the
Ministry of Labour and Social Affairs (MLSA) covers LTC services as part of a broader system of social services dealing
with other target groups and does not include services provided at health facilities. Aggregate numbers of staff, wages and
expenditure are either difficult or impossible to relate to LTC only.

9% MLSA (Ministry of Labour and Social Affairs CR), Ndrodni program piiipravy na starnuti na obdobi let 2008 az 2012
(Kvalita Zivota ve stari) [National Plan of Action on Ageing 2008-2012 (Quality of Life in Old Age)], 2008.
https://www.mpsv.cz/web/cz/narodni-program-pripravy-na-starnuti-na-obdobi-let-2008-az-2012-kvalita-zivota-ve-stari-
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regulates each of the sectors; they have a different funding scheme as well as governance.
Institutional governance of LTC is a vertically fragmented, plural system, with responsibilities
distributed between different institutional tiers: the state, the regions and municipalities.
Regions play an essential role in planning and coordinating capacities, both regions and
municipalities serve as major founders of public institutions providing social services.

Family members and friends provide most care. There is not a legal obligation for children to
care for their parents but there is a maintenance obligation (§ 915 of the Civil Code).

Formal carers in social services can be registered or unregistered. If registered, they are bound
by maximum administrative prices. If a person is unregistered, then free pricing of services
applies, with the cost to be fully covered by private payments (EC, 2019).%

There is no explicit and separate long-term care insurance scheme in the Czech Republic.
Multi-source funding is a key funding concept. Clients’ fees represent the main funding
resource for social services. Other sources consist of subsidies and grants provided by the
Ministry of Labour and Social Affairs (MLSA) and flowing into regional governments’
budgets. Some services, such as social prevention or rehabilitation, are provided without
private co-payments. As for residential care, recipient’s income (up to 85 %) can be used to
cover accommodation and food costs for residential care. Reimbursement of other social
services costs is limited by the recipient’s care allowance. Any remaining costs have to be
covered privately, either by the recipient or their family (EC, 2019).

Health insurance funds are by far the most important resource for long-term health services —
they cover almost all the costs. (A detailed analysis of spending is presented in Section 2.4.)
The law on social services®® handed over a substantial share of public funds to the recipients
of social services, in the form of care allowance. The allowance is scaled into four levels,
according to the recipient’s degree of dependency on support (for details and other cash
benefits, see Section 1.3).

1.3 Social protection provisions

Social protection measures differ according to the sector of LTC. Health and social services
are addressed separately.

There is universal free access to LTC health services for any resident. The level of a cap on
drug co-payments is age-based. Children and people aged 65-70 are eligible for a reduced cap
of one-fifth of the regular limit. People over 70 as well as some people with disabilities can
pay only half of the reduced level.

There is a set of cash allowances for people in need of LTC social services (see below).

Eligibility for the care allowance is based on an assessment of the level of dependency on care.
The care allowance is provided to people who, due to their long-term unfavourable health
condition, are dependent on another person’s assistance when dealing with basic living needs.

% European Commission, Joint Report on Health Care and Long-Term Care Systems and Fiscal Sustainability, Country
Documents — 2019 Update, 2019. https://bit.ly/36MR897
9 Act No 108/2006 Coll., https://bit.ly/3eB3800
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The criteria for granting a specific allowance level are specified in the law on social services.
The care allowance is divided into four levels, according to the recipient’s degree of
dependency on support. The highest level of dependency entitles the recipient to a care
allowance of CZK 13,200 or CZK 19,200, it is around half of the average salary and slightly
above the average pension in the country. It is worth noting that this is not necessarily enough
— for instance, the amount of benefit for people with heavy dependency (level 3) who do not
use residential services (CZK 12,800/EUR 497 monthly) can cover approximately 3.5 hours of
care per day.% Applications for care allowance are processed by regional labour offices. Their
officers conduct an on-the-spot investigation of the ability of applicants to live independently
in their natural social environment. Subsequently, the regional office sends a request to the
relevant district social security administration to establish the degree of dependence.

There are also specific allowances guaranteed to people with disabilities (see Act No. 329/2011
Coll.). They include mobility allowance and special-aid allowance.®’

The Czech Republic fits the traditional model where LTC is largely considered a ‘family
business’ and family members and friends provide most non-medical care. A long-term
attendance allowance was introduced in 2018 to address the financial situation of family
members who provide care for their dependent relatives (for details, see Section 3).

The state pays health insurance premiums, through the state budget, on behalf of those who are
dependent on assistance from others at level 2 (medium), level 3 (heavy) and level 4 (full)
dependency, and on behalf of those caring for these people, including people caring for children
younger than ten years old who are dependent on assistance from others at level 1 (mild)
dependency.

1.4 Supply of services

According to the 2015 National Strategy for Social Services Development, just 15 % of
individuals in need of LTC are clients of residential care in healthcare or social care facilities.
Most long-term care is provided as informal care by people close to those in need of care
(MLSA, 2015).%8 The share of the population aged 65 and over receiving residential care was
4.2 % in 2019 compared with 4.5 % that received care at home (See Section 5 ‘Background
statistics’). Cash benefits mentioned in Section 1.3 are intended to form a significant source of

% |_ow-income families with children have higher support. A monthly increase of CZK 2000/EUR 74 of care allowance is
provided to a dependent child under 18 or to a parent of a dependent child if their income is lower than two times the living
minimum of the family.

97 Mobility allowance is designated for persons with disabilities who use paid transportation repeatedly during a month. The
amount of the benefit is CZK 550/EUR 22 per month. A person with a long-term severe disability of support and motion
apparatus, blind or deaf (in the case of aid ‘vehicle’ or ‘special restraint systems’ also with serious mental disability) is
entitled to a special-aid allowance to purchase the needed aid (device) not covered by the health insurance system, e.g. aids
enabling self-reliance, working activities, education, social contacts, including a motor vehicle, adaptation of a motor
vehicle, construction works adjusting a home, accessing a home(stairway lift and other arrangement. The amount of the
allowance reflects the price of the aid and income conditions of the applicant.

% MLSA (Ministry of Labour and Social Affairs CR), Narodni strategie rozvoje socialnich sluzeb na obdobi 2016-2025
[National Strategy for Social Services Development in 2016-2025], 2015. https://bit.ly/2Mnwe6N
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funding these services. The share of the population aged 65 and over receiving LTC cash
benefits was 12.0 % in 2019.

Residential facilities represent the most complex form of social services for seniors. The Social
Services Act defines three main types: homes for the older people, special-regime homes (for
older people with reduced self-sufficiency and ageing diseases), and week-care centres.
Besides these, there are so-called boarding houses for older people (they operate on the basis
of a rental relationship), residential homes (established by municipalities, not governed by the
Social Services Act) and long-term care facilities (medical facilities).

At the end of 2019, there were 524 registered homes for older people in the Czech Republic
with a capacity of 36,688 beds. Private and non-profit establishments (excl. church) account
for 13 % of the total bed capacity. There were also 349 registered special-regime homes with
20,904 beds (with 39 % of the bed capacity in private and non-profit facilities). Regional and
municipal facilities predominate, accounting for 80 % of the total number of beds in homes for
older people and 58 % for special-regime homes.'® There were 687.5 long-term care beds per
100,000 inhabitants in 2017, representing an increase of 3.8 % since 2008 (See Section 5
‘Background statistics’).

The total number of places in retirement homes has practically not changed since 2009 (ibid).
The capacity of both homes for older people and special-regime homes is almost full in all
regions and the MLSA statistics show more than 60,600 unsatisfied applications for places in
homes for older people and 26,100 unsatisfied applications for places in special-regime homes
at the end of 2019 (ibid). As applicants usually submit more than one application, it is not easy
to assess the level of unmet demand. The association of social services providers estimates that
there are roughly 20,000 waiting for a place. In view of demographic developments, the
demand for places in residential facilities for older people will increase rapidly in the future.

The Czech Republic has an insufficiently developed supply of home social services (e.g. respite
support, personal assistance, day-care homes, etc.). These services do not meet the needs of
either carers or of dependent people. Respite support (provision of a short break from caring
duties) and psychological support and counselling for carers are the services most lacking.
Tomaskova'® published a survey mapping the usage of health and social services available to
those who care for a dependent person. Her findings suggest a large gap of unmet needs.

Notwithstanding the importance of informal carers'®? (mostly family members and friends),
LTC is also a significant segment of the labour market. The trade unions estimate that there are
overall roughly 100,000 employees in the social services sector.'®® Official MLSA statistics

99 Week-care centre [tydenni staciondi] is a residential social service, which is defined by the Social Services Act. It takes
care of people who are cared for by their family_on weekends and public holidays.

100 https://www.mpsv.cz/web/cz/statisticka-rocenka-z-oblasti-prace-a-socialnich-veci

101 Toméaskova, V., Socidlni a zdravotni sluzby nejen pro osoby v neformalni péci [Social and health services not only for
people in informal care], 2015. https://bit.ly/3cjyx5G

102 According to a survey of MLSA there were about 305 thousand informal carers in 2018, i.e. carers that took care for
dependent people receiving care allowance.

103 Chvalova, J. Platy a pocty zaméstnancii v socidlnich sluzbdach v letech 2014 aZ 2016 [Salaries and Number of Employees
in Social Services in 2014-2016], 2017. https://bit.ly/2MfBR71
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that cover public-sector employment report nearly 45,000 employees, including 24,000 social
workers and 5000 nurses.'%

2 ASSESSMENT OF THE LONG-TERM CARE CHALLENGES IN
THE COUNTRY

2.1 Access and affordability

According to Hashiguchi and Llena-Nozal,*® even after receiving public support, out-of-
pocket costs for formal home care can be very high for older people with severe needs. These
contributions can put them at risk of poverty given that they still need to pay for basic costs of
living, such as electricity and food. In the Czech Republic, out-of-pocket costs for home care
take up more than half the median income of an older person. However, the share of households
in need of LTC not using professional homecare services for financial reasons was less than
half the EU’s average in 2016 (16.1 % and 35.7 %, respectively). A shortage of available
services (because of low capacities or spatial disparities) may serve as an intuitive explanation
for such a paradox. However, the Eurostat indicator ‘People using or not professional homecare
services by reason’1% does not seem to support this. In essence, the share of households in need
of LTC not using professional homecare services because services were not available was only
3.7 % in 2016 (compared with the EU’s rate of 9.7 %). A closer look into national data (CZSO,
2019¢)*7 suggests that while by far the most frequently used social service — nursing care —
has a proportion of unmet applications of 3.4 %, other services have a much higher proportion:
personal assistance 18 % and respite care 15 %% in 2018.

Regarding residential care, as we mentioned in Section 1.4, insufficient bed capacity is the
main challenge and the reason for limited access. As Horecky and Priisa state (2019, p.13),1%°
‘it is clear that the social services system is not ready for the effects of population ageing.
(Heavy) dependency of providers on subsidies from the state budget prevents the necessary
development of social services’. Czech social services capacities (mainly residential ones) are
below the European average. The gap is getting more significant, as the country’s response is
both insufficient and late (ibid). There is no realistic central plan of building up additional
social services capacities for the older people.

104 MLSA (Ministry of Labour and Social Affairs CR), Statistickd roéenka z oblasti prace a socidlnich véci 2016 [Statistical
Yearbook of Labour and Social Affairs, 2016], 2017b.
https://www.mpsv.cz/documents/20142/372765/Statisticka_rocenka_z_oblasti_prace_a_socialnich_veci_2016.pdf/f44dd756
-9300-9a25-4fa8-3a7596cadeda

105 Cravo Oliveira Hashiguchi, T. and Llena-Nozal, A., ‘The effectiveness of social protection for long-term care in old age:
Is social protection reducing the risk of poverty associated with care needs?’, OECD Health Working Papers No 117, OECD
Publishing, Paris, 2020. https://bit.ly/2ApYPFZ

106 See Section 5 ‘Background statistics’.

107 Czech Statistical Office (CZSO), Vybrané ukazatele o socidlnim zabezpeceni za rok 2018 [Selected social security
indicators, 2018] 2019c. https://bit.ly/3gCXrjY

108 For the sake of simplicity, we assume only one application per household in need.

109 Horecky, 1., Priisa, L., Soucasnd struktura sluzeb dlouhodobé péce a prognéza potiebnosti socidlnich sluzeb 2019-2050,
2019, p. 13. [Current structure of LTC services and a prognosis of the need for social services 2019-2050].
https://bit.ly/2Mk3Dj4
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2.2 Quality

Quality assurance processes differ according to the sector of LTC. For the sake of clarity, we
provide a brief outline of the separate challenges for the healthcare and social sectors.°

Healthcare services

Current legislation*!! distinguishes between internal and external quality and safety assessment
of health services. The law establishes a duty for providers to implement an ‘internal system
of quality and safety evaluation’. It is based on institutional self-evaluation. The ministry issued
a brief set of ‘minimal standards’. They cover fairly basic aspects of care and its safety. The
external system of quality and safety evaluation using certification by an independent
authorised bodly is relevant only for in-patient care.!!? It is voluntary. The ministry’s regulation
defines a set of purely formal, administrative standards and related objectives.

Besides, there is also another measure addressing the quality and safety of health services. The
ministry issues decrees that set up a very detailed regulation around minimum resources
(personnel, material, and equipment). Failure to meet these requirements can lead to a loss of
authorisation for health services provision. Health facilities have been facing serious personnel
difficulties since 2014. Many hospitals have trouble coping with the staffing requirements.
They suffer from shortages of physicians and nurses. According to some representatives of
healthcare insurance companies, this is the case even for some large hospitals. A rigid
implementation of the regulation faces political pressures — no large public hospital has been
closed in the country yet.

Social services

The situation in the social care sector is different. The tools introduced by the legal framework
to ensure the quality of formal services'® are the provider’s registration (each provider must
be registered to provide services, registration can be withdrawn if social service quality
standards are not met), inspections, and qualifications and training requirements for social
workers. Current standards of quality focus on processes within institutions and on personnel
capacities.

The amended Act on Social Services!** gives clear guidance to the regional office under the
delegated competence of the state to control the illegal provision of social services, i.e. social
services without authorisation/registration. It is therefore the registration body that controls
these entities and this has changed since 2016. Furthermore, a definition of those entities
providing social services without authorisation was inserted. This made this illegal segment

110 Quality assurance processes do not exist in informal care.

11 Act No 372/2011 Coll. on health services and conditions for their provision (o zdravotnich sluzbdach a podminkdach jejich
poskytovani).

112 There is no specific regulation addressing the external system of quality and safety evaluation of homecare and
ambulatory services.

113 Informal care is not a subject of any quality assurance mechanism. We mention support measures for informal carers in
Section 2.4.

114 No 108/2006 Coll which entered into force 1 August 2016.
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controllable and therefore punishable. The Amendment made it possible to impose a fine for
the offence committed in this case up to CZK 2 million.

Quality (as well as access) could increasingly be an issue in the near future due to shortfalls in
the labour force. Remuneration of employees in social services is unsatisfactory and long left
unaddressed. The trade unions spoke about ‘the eve of a personnel crisis’ in 2017. Although
wages and salaries in the care sector have increased since 2014, they are still below the average
gross wage. Kubal¢ikova and Havlikova (2016)!'° examined the availability and quality of
services for older people at regional and municipal levels. The findings suggest that the support
for and availability of home-based care has declined, despite the ever-increasing number of
older people and the policy preference for deinstitutionalisation. Furthermore, home-based
services have failed to adjust to the growing care needs of older people (e.g., inflexible
schedules, limited provision of time-demanding care, inadequate staff composition).

2.3 Employment (workforce and informal carers)

Given that LTC is underdeveloped and underfinanced, the employment challenge is not so
obvious in this sector. The low capacity of professional home-based care and residential care
Is associated with great reliance on informal carers (family members). The mode of financing
the sector that is supported mainly by the care allowance for older people reinforces this pattern.
At the same time, needs are not adequately met. If policy response to the unmet needs for care
was stronger and sought to further develop formal/professional LTC, the employment
challenge would become more apparent. However, this challenge has to date been a rather low
priority.

As evidenced by data (See Section 5 ‘Background statistics’), the LTC sector has only a modest
capacity to provide care there are 2.3 LTC workers per 100 individuals aged 65 and over (of
the total of LTC workers 94 % are women). In the EU-27, the corresponding figure is 3.8 LTC
workers per 100 individuals aged 65 and over (90.8 % of the LTC workers are women). The
corresponding figure in Sweden is 12 workers, in Germany 5.1 and in Austria it is 4.1 workers.
National data on LTC workers is scarce (not systematically documented). Data from 2019
shows that while there were 363,300 care allowance recipients (3.4 % of the Czech population)
only 28 % of them (102,700) were users of professional care. In total, the number of workers
in social services was estimated at above 100,000 which was much less than the number of
informal carers (see below). The main reason is that the level of allowance does not correspond
to the needs of appropriate care (MLSA, 2015).

The median age of LTC workers in the Czech Republic is slightly above the 30 OECD
countries” average. It is about 47 years compared with 45 years for the OECD. Czech LTC
personal carers typically have had a secondary education (90 %), only 2 % have a low level of
education and 8 % have a high level of education. The nurses in LTC are more educated (nearly
90 % have a secondary level of education and more than 10 % have a higher education). LTC
personal carers perform better in physical and mental risk indicators and stress-in-work

115 Kubal¢ikova, K., Havlikova, J., ‘Current Developments in Social Care Services for Older Adults in the Czech Republic:
Trends Towards Deinstitutionalization and Marketization’, Journal of Social Service Research 42(2), pp. 180-198, 2016.
https://bit.ly/2TXkJaJ
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indicators compared with the OECD countries” average. Similarly, part-time working is at a
low level (below 10 % of all LTC workers) and temporary work is also below the average of
20 OECD countries reported in the source document (about 15 %). However, 60 % of LTC
workers work on shifts (this is more than the 26 OECD countries” average) and the main
problem is that remuneration is inadequate (OECD, 2020).11¢

Basically, wages of care workers in social services are lower by 22 % (residential care) and
28 % (home care) than the average wage in the Czech Republic and by 33 % and 39 %,
respectively, than average wage of nurses in health care in 2019.1%" Since 2014, the government
has been paying more attention to developing social services. This means, among other
measures, increasing salaries in this sector and thus increasing the attractiveness of the
profession (for details, see Section 3). In 2019, the average wage of personal carers in
institutional and home-based social services represented 78 % and 72 % respectively, of the
average wage. In spite of some improvement in wages, the challenge to recruit and retain
workers is a pressing current problem, not to mention what may happen in the future. The
recruitment challenge is at level 4 (on the scale of 1-5) and the retention challenge is at level 5
(OECD, 2020).

With respect to the lack of professional carers, informal care is a key form of LTC. Informal
carers represent 4.6 % of the population (6.2 % among women and 2.9 % among men). This is
below the EU-27 average (See Section 5 ‘Background statistics’) which is 10.3 % (11.7 %
among women and 8.6 % among men). The proportion of the informal carers that provide care
for more than 20 hours per week is, however, one third (both for men and women), while in
the EU-27 it is only 22.2 % (24.6 % among women and 18.5 % among men). The proportion
of the population over 50 that claim to serve as informal carers ‘on a daily basis’ is the highest
in the Czech Republic among 18 OECD reported countries (OECD, 2019),'18 that is 11.6 %
compared with the average of 7.2 % (data from 2017). As for national data, the number of
informal carers in social services (where LTC represents a major part of care) is estimated at
250,000-300,000 people, of whom about two thirds are women aged between 35 and 64 years
old. These carers provide 70-90 % of care (MLSA, 2015). Support provided to informal carers
is assessed as minimal and insufficient in many respects. In particular, the rights of employed
informal carers to care breaks or leaves!'® and counselling and education support are negligible
and respite services are poor (MLSA, 2015). There were in total 318 registered respite care
services/providers of which 230 services/providers were targeted at older people aged 65 and
over, in the Czech Republic in April 2020.1° Education of informal carers is almost absent, as
well as counselling (MLSA, 2015, p. 26). For this reason, the National Strategy for Social
Services Development in 2016-2025 suggests that a system of education for informal carers
should be established. Currently, there is a certain non-systematic offer of paid courses for

116 OECD, ‘Who Cares? Attracting and Retaining Care Workers for the Elderly’, OECD Health Policy Studies, OECD
Publishing, Paris, 2020. https://doi.org/10.1787/92c0ef68-en

117 Own calculations based on data from the MLSA (Ministry of Labour and Social Affairs CR), Informacni systém o
primérném vydélku - Rok 2019 - Platova sféra, [Information system on average earnings - Year 2019 - Salaries.] Praha,
MPSV, 2020. https://bit.ly/2z0sAQT

118 OECD, Health at a Glance 2019 - OECD Indicators, 2019. https://bit.ly/3eHiEav

119 A new benefit and a right to the care leave has recently been established, see more in Section 3.

120 See https://bit.ly/2ZX9Ut0
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professional carers in social services organised by NGOs, of which some are presented as
suitable also for informal carers. Also, there are courses for informal carers provided free of
charge, under projects financed by the European Social Fund; these are mainly aimed at carers
for people with (special) disabilities.

2.4 Financial sustainability

Along with the ageing population, public LTC expenditure has been increasing. It was 0.7 %
of GDP in 2013 and had increased to 1.5 % of GDP by 2019.

The 2021 Ageing Report!?! projects the expenditure to be 1.9 % of GDP in 2030 and 2.6 % of
GDP in 2050 (numbers for 2030 and 2050 are similar to the EU-27 average). The ‘AWG risk
scenario’ even suggests that due to the anticipated effect of a convergence in coverage
and in real living standards across EU countries on LTC spending, the cost may reach 2.9 % of
GDP in 2050.

Data (see Section 5 ‘Background statistics’) suggest that 57.0 % of the LTC cost is spent on
providing residential care, 15.4 % is spent on home care and the rest (27.5 %) on cash benefits
(in 2019, 2030 as well as 2050, with a small variation in values). National data and analysis
confirm the above-mentioned data, with only minor differences. Wija, Bure§ and Zofka'??
show that social benefit spending associated with LTC was 0.57 % of GDP in 2017, which
represented almost 43 % of total spending on LTC. Care allowance (check Section 1.3 for
details) represented over 90 % of all cash benefits in 2017.

There is an interesting simulation made by the National Fiscal Council (NFC, 2019)!2 on the
future evolution of care allowance expenditure. The simulation was done under the assumption
of a constant share of individuals drawing the allowance at a given age. With the help of
demographic projection data, the analysis determines the total number of individuals drawing
the benefit. The initial total volume of allowances paid was 0.5 % of GDP in 2018. It will break
the level of 0.8 % of GDP in 2037 and will have risen to 1.4 % of GDP by 2060, mainly due
to population ageing and an increasing share of people aged 75 and over in the total Czech
population.

Upon analysing factors that influence LTC spending — capacities in light of utilisation and
needs assessment, subsequent needs for additional investments, wage rate and the future need
for workforce — we can express a strong prediction of a constant and intensive increase in
expenditure.

121 Eyropean Commission and Economic Policy Committee, The 2021 Ageing Report — Economic and budgetary projections
for the 27 EU Member States (2019-2070), 2021.

122 Wija, P., Bares, P. and Zofka, J., Analyza socidlnich a zdravotnich sluzeb dlouhodobé péce v CR [Analysis of social and
health care services of long-term care in the Czech Republic], 2019. Available in Czech at: https://bit.ly/3ecYkhS

123 NFC (National fiscal council), Odhady nékladii prispévku na péci v navaznosti na starnuti populace [Estimates of the
Costs of Care Allowance in the Context of Population Ageing], 2019. Available in Czech at: https:/bit.ly/2JUViBa
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2.5 Country-specific challenges regarding LTC for other age groups in need of
care

National data (NFC, 2019) shows that the proportion of care allowance beneficiaries is mostly
less than 1 % under the age of 47 for both men and women. The proportion of children aged 5-
17 receiving care allowance increases with age to about 2 %. There is no particular challenge
regarding LTC for other age groups.'?* They have to deal with the same issues as those
discussed above. However, they (and those who care for them) may suffer even more than
others from the insufficient supply of home care and respite care.

3 REFORM OBJECTIVES AND TRENDS

There were no structural changes (reforms) in terms of organisation or financing the whole
system of LTC during the period under scrutiny. The government adopted several parametrical
changes to improve access and affordability and to stabilise the workforce. A reform making
changes to the organisation and quality of mental health care has been introduced.

Access and affordability

A new sickness insurance allowance was introduced in June 2018 to improve the financial
situation of family members providing long-term care for their relatives. This new direct cash
benefit is called ‘long-term attendance allowance’. The carer, whether employed or self-
employed, is compensated for the loss of income from work due to caring responsibilities for
a family member discharged from hospital after at least a seven-day hospitalisation and
requiring at least 30 days of further care (up to a maximum of 90 days). The compensation rate
is the same as in the case of short-term care. The group of potential caregivers is defined quite
broadly: not only parents, grandparents, children, siblings and their spouses or unmarried
partners, but also other relatives (for instance uncles or nieces of the person being cared for and
their spouse or even unmarried partners). To be entitled, the carer must have contributed to the
sickness insurance system for at least three months. If they are employed, the caregiver cannot
be dismissed and, after the termination of their care responsibilities, they are guaranteed to
return to the same job. The reform is likely to improve access to and quality of informal care.
In the very first year, there were 1494 beneficiaries.

The care allowance for the most dependent groups of beneficiaries who are not clients of any
residential care facility has been increased from April 2019 (level four) and from July 2019
(level three).

Employment

Since 2014, the government has been increasing salaries in the social services sector and thus
increasing the attractiveness of the profession. In May 2017, the government decided (MLSA,

124 perhaps except for one exception — there has traditionally been a lack of capacities in sheltered homes for mentally
disabled 18-year-old people released from residential care for children.
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2017a)!? to increase the salaries of social workers and workers in social services by 23 % from
July 2017. There were further increases in salaries in the public sector, social services and LTC
including an increase by 10 % (November 2017) and by 10.8 % (in 2018). Latest data for 2019
(MLSA 2020) ** indicate that while the average gross wage in the country was
CZK 38,699/EUR 1425, wages of personal care workers in social services were CZK 30,356/
EUR 1118 in residential care and CZK 27,750/EUR 1022 in home-based care
(CZK 34,906/EUR 1285 was the average wage for workers with a medium level of education.
This means that the average wage of personal carers in these two types of social services
represented 78 % and 72 %, respectively, of the average wage. This is clearly a partial
improvement. However, troubles with recruitment and the stability of the workforce in LTC
persist.

COVID-19 impact

About one-fifth of older people infected with COVID-19 and a quarter of those who died lived
in retirement homes and similar facilities. According to PSenicka,*?’ residents of such
institutions are at a far greater risk of infection than those at home. The risks also apply to staff
workers. As a consequence, there are several strong voices calling for a new dynamic in the
‘fading’ process of deinstitutionalisation (ibid).

Similar to other professions directly dealing with COVID-19 (nurses, paramedics, physicians),
social workers proved the value of their work to the public and, consequently, to politicians.
Vague promises concerning a wage increase have been already made. However, it is too early
to assess potential impacts of that process.

4 MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

There are significant challenges in four areas: governance, capacity building and investment,
quality assurance, and home-based service support, both formal and informal.

1. Improving the governance framework:

a. Further progress towards overcoming the historical split between the health and
social part of LTC is needed. A coherent and integrated legal and governance
framework would improve the position of all involved — clients, carers, service
providers and public administration bodies and help to achieve the desirable
integration of medical and social services.

b. Responsibilities and jurisdiction over all three government levels should be
defined more transparently.

2. Introducing a coherent strategy of capacity building:

125 MLSA (Ministry of Labour and Social Affairs CR), Viada spinila slib. Platy v socidlnich sluzbdch vzrostou témér o
¢tvrtinu [The government has kept its promise. Pay in social services is set to rise by nearly a quarter.], Press release, 31
May 2017, 2017a. https://bit.ly/2MeDJx7

126 MLSA (Ministry of Labour and Social Affairs CR), Informacni systém o priimérném vydélku - Rok 2019 - Platova sféra
[Information system on average earnings - Year 2019 - Salaries.], Praha, MPSV, 2020. https://bit.ly/2XUoC1k

127 PSenicka, J., ‘Promotené domovy diichodcti jako memento. Skon&i tistavni péce?’ [Coronavirus-infested senior homes as
a memento. Is it the end of institutionalised residential care?], Seznam Zpravy, 1.5.2020. https://bit.ly/2ZUUzsN
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a. Investment in LTC facilities should be acknowledged as one of several key
middle-term priorities.

b. The funding models should allow for effective interconnections between public
funds and private investment.

c. Itisimportant to acknowledge the need for additional social workers and service
providers in education policy priorities.

3. Advancing quality control: Some indicators that can address the impact of the services
provided (e.g. clients’ well-being, satisfaction and/or self-sufficiency) should be
elaborated. The current set of standards should be amended to include these indicators.

4. Encouraging and supporting home care:

a. Family carers need stronger support in terms of a greater availability of respite
care and other home services. Their position in the labour market could be
further improved by various measures such as flexible working conditions,
extending the period of caregiver’s allowance, respite care options, tax
incentives etc.

b. Professional providers of day and home-based services need a more predictable
environment to be able to develop their services effectively. Implementation of
a multiannual financial framework may be a possible option here.
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5 BACKGROUND STATISTICS

Czech Republic

Most

5.1. Demographics 2008 recent 2030 2050

Population (in millions), 2019 10.3 10.6 10.8 10.5

Old-age dependency ratio, 2019 20.6 304 35.2 49.8
Total 15 2.1 2.4 3.0

Population 65+ (in millions), 2019 Women 0.9 1.2 14 1.6
Men 0.6 0.9 1.0 14

Share of 65+ in population (%), 2019 14.6 19.6 220 28.2

Share of 75+ in population (%), 2019 6.6 7.7 114 145
Total 17.4* 18.4

Life expectancy at the age of 65 (in years), 2019  Women 19.0* 20.1 21.3 23.6
Men 15.5* 16.4 17.8 20.3
Total 8.7* 8.3

Healthy life years at the age of 65, 2018 Women 8.8* 8.5
Men 8.5* 8.1

*data for 2010

5.2. People in need of LTC 2014 Most 2030 2050

recent
Number of potential dependants (in thousands), 2019 706.7 806.7 861.2
) ) Total 368.0 460.2 579.3

mgg‘sgirdgf’z‘gigt'a' dependants 65+ (in Women 230.8 286.5 342.1
Men 137.1 173.8 237.2

Share of potential dependants in total population (%), 2019 6.6 7.5 8.2

Share of potential dependants 65+ in population 65+ (%), 2019 17.4 19.3 19.4

Share of population 65+ in need of LTC** (%), 2019* 34.0 30.5

*data not available for all Member States;

**at least one severe difficulty in ADLs and/or IADLs

5.3. Access to LTC 2014 Most 2030 2050

recent

ggige of population 65+ receiving care in an institution (%), 42 48 59

Share of population 65+ receiving care at home (%), 2019 45 5.3 5.6

Share of population 65+ receiving LTC cash benefits (%) 2019 12.0 14.2 151

ﬁihnage((;;’pg(t)eirglal dependants 65+ receiving formal LTC in 494 504 558

ﬁ%wez 8; gotentlal dependants 65+ receiving LTC cash benefits 69.0 73.4 778

Share of population 65+ in need of LTC** witha  Total 48.3 38.0

lack of assistance in personal care or household Women 511 38.8

activities (%), 2019* Men 42.9 36.6

Share of population 65+ who used h Total 8.2 >8

services in the past 12 monihs (%), 2019+ Women 91 68
Men 7.1 4.3

Share of house_holds in peed pf LTC not using professional 16.1

homecare services for financial reasons (%), 2016*

Share of house_holds in need of I__TC not usi_ng professional 37

homecare services because services not available (%), 2016*

Long-term care beds per 100,000 inhabitants, 2017* 655.5 687.5

*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
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Most
5.4. LTC Workforce 2011 2030 2050
recent
Total 2.3 23
Number of LTC workers per 100 individuals 65+, /0 a
2016* 0
Women 94.0
. L . Total 4.6
Share of population providing informal care (%), Women 6.2
2016
Men 2.9
) o Total 33.3
Share of informal carers providing more than 20h Women 335
care per week, 2016
Men 33.0
*data not available for all Member States
5.5. LTC expenditure 2013 Most 2030 2050
T recent
Public spending on LTC as % of GDP (reference scenario), 07 15 19 26
2019
Public spending on LTC as % of GDP (risk scenario), 2019 0.7 15 2.0 29
- - TR . :
Publlg spending on institutional care as % of total LTC public 301 57.0 56.4 56.3
spending, 2019
- - ) -
Publlc_ spending on home care as % of total LTC public 6.8 15.4 165 178
spending, 2019
- - - P :
Publlc_ spending on cash benefits as % of total LTC public 63.1 275 270 258
spending, 2019
Government and compulsory contributory financing schemes 0.9 11
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes 05 04
as % of GDP, LTC Social, 2018* ' '
Household out-of-pocket payment as % of GDP, LTC Health,
0.0 0.0
2018
Household out-of-pocket payment as % of GDP, LTC Social, i i
2018*

Note: break in series for DE and DK in the System of Health Accounts
A ‘-’ shows that data is available in general, but not for this Member State
*data not available for all Member States
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DENMARK

Highlights

e Danish long-term care (LTC) aims to increase the quality of life of people in need of care
and to increase their ability to take care of themselves.

e The system consists of four types of LTC that in 2018 covered: 8.2 % of people above 65
years of age received a preventative home visit; 1.0 % undertook rehabilitation; 10.3 %
received home care; and 5.6 % resided in homes for older people.

e LTC is organised by 98 municipalities, delivered by public and private providers, mainly
free of charge and financed through general taxation.

e Deinstitutionalisation of LTC continues with a renewed emphasis on rehabilitative
measures, and better-quality LTC by, for example, professionalising, integrating and
coordinating multidisciplinary measures.

e Population ageing constitutes a challenge for the system of LTC itself, as many LTC
professionals are reaching retirement age, at the same time as demand is unlikely to
decrease — despite success in improving older people’s health and autonomy.

1 DESCRIPTION OF MAIN FEATURES OF THE LONG-TERM
CARE SYSTEM(S)

1.1 Demographic trends

The ageing of the population puts the Danish LTC system under considerably demographic
pressure with a greater demand for LTC and, at the same time, fewer resources — staff and tax
money — to secure the future supply of LTC.

The proportion of older people in Denmark will double from 2008 to 2050. The share of people
aged above 75 years in the population increased from 7.0 % in 2008 to 8.4 % in 2019 and is
projected to be 11.6 % in 2030 and 15.1 % in 2050. It is among this group that the need for
LTC is increasing.?®

At the same time, there are relatively fewer of working age to finance LTC and provide
informal care.'?® In 2019, the old-age dependency ratio, defined as the ratio between people
aged above 65 years and people of working age set as 15-65 years, was 30.6 %, up 7.0

128 See Section 5 ‘Background statistics’. These statistics are used throughout the report unless otherwise stated.

129 The figures used in this section are based on the ‘Background statistics’ to ensure comparability for all Member States.
However, the statutory retirement age (SRA) in Denmark will increase from 65 years in 2018 to 67 years in 2022 and further
to 68 years in 2030 and 69 years in 2035. Based on the latest projections of expected life time the SRA is expected to
increase to 72 years in 2050.
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percentage points (p.p.) from 23.6 % in 2008. The ageing process continues with an old-age
dependency ratio of 37.3 % in 2030 and a projected ratio of 43.4 % in 2050.

Denmark’s ageing process is less intensive than for the EU average. In 2019, the old-age
dependency ratio for the average of the European Union was 31.4 %, up from 25.7 % in 2008
with projected ratios of 39.1 % in 2030 and 52.0 % in 2050.

Generally, older people make up a larger part of the population. In 2019, the share of people
aged 65 and over was 19.6 %, up 4.0 p.p. from 2008, slightly less than the average for the
European Union at, respectively, 20.3 % and 3.0 p.p. The share of older people in Denmark is
set to increase to 22.8 % in 2030 and 25.6 % in 2050.

Life expectancy has increased markedly in recent years. In 2019, the life expectancy at age 65
was 19.8 years, up 1.4 years from 2008. Both men and women saw more than a one year
increase in this period. In 2019, men at the age of 65 years had a remaining life expectancy of
18.4 years and women 21.0 years. Therefore, life expectancy in Denmark caught up slightly
with the European Union who had an average of 20.2 years in 2019, up seven months from
2008.

An increase in life expectancy does not automatically equal more healthy life years. In
Denmark, for example, the expected number of healthy life years at age 65 decreased from
12.4 years in 2010 to 11.3 years in 2018. In 2018, women had 11.8 years — one year more than
men, according to Eurostat data. However, a range of alternative indicators point to the opposite
conclusion.*® If extra life years will not be healthy years this might result in a greater demand
for LTC. In 2018, the average number of healthy life years in the EU increased from 8.4 t0 9.9.

The scale of the demographic challenges varies between municipalities (but there is a system
for an economic redistribution (Kommunale udligningsordning) from municipalities with
greater demographic needs to municipalities with lesser needs).

1.2 Governance and financial arrangements

The aim of social services, including LTC, is to offer services aimed at preventing need and
that accommodate needs that are caused by reduced physical or mental functional capacities or
by special social circumstances.

The legal basis of LTC is the Law on Social Services (Lov om social service) and the Law on
Health (Lov om sundhed).

Who is responsible for what? LTC is dealt with in different ways at the national, local and
provider levels. At the national level, parliamentary politicians agree on general regulation and
strike budget and other economic deals that set the economic conditions for LTC.

130 For instance, for the period 2004-2011, a paper based on the SHARE project and also using self-rated health found that
healthy life years increase more than life expectancy (https://journals.sagepub.com/doi/10.1177/1403494815569104).
WHO’s measure of healthy life expectancy (HALE) at age 60, indicates an increasing trend in healthy life years for
Denmark. https://www.who.int/data/gho/data/indicators/indicator-details/GHO/gho-ghe-hale-healthy-life-expectancy-at-age-
60.
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Both social and health LTC measures are the responsibility of municipalities. Local politicians
define how much should be delivered, by whom, and under what conditions. Popularly
speaking, this leads to 98 municipal versions of the Danish LTC system. It is also at the local
level where authorities decide on the acceptance of claimants in programmes.

At the provider level we find the organisation and the delivery of LTC. The provider can be
both public and private.

The system is among one of the most universal and comprehensive in the world. It covers
everybody in need of care irrespective of age, income, assets and family.

There are four types of LTC: preventative measures, rehabilitation, home care, and homes for
older people. Preventative measures include preventative home visits and activities supporting
good health. Rehabilitation and physical training include a medication review; nutritional
intervention; ADL training (training in activities for daily living); physical aids and changes of
environment; and measures addressing loneliness.

Home care covers personal care, practical help and support, and food services. Personal care
consists of help in maintaining personal hygiene, to get dressed, to get out of bed, and to eat.
Practical help and support covers cleaning, laundering and shopping.

There are five types of homes for older people: Nursing homes (plejehjemsboliger) are
institutions for older people with permanent staff and service areas; sheltered housing
(beskyttede boliger) is connected to institutions for older people, with some having permanent
staff and service areas and others operating with emergency call arrangements etc.; older
people housing (plejeboliger) consists of homes for older people with associated staff and
service areas; general older people homes (almene &ldreboliger) are designed to be suitable
for older people and people with disabilities but they do not have permanent staff or service
areas; and, private care accommodation (friplejeboliger) consists of rental accommodation for
people with extensive needs for service and care, with permanent staff and service areas outside
the municipal sector.

Most LTC services are free of charge. However, residents in residential care must pay rent and
utilities and they may be eligible for housing support. Food is also subject to a fee. However,
most LTC services are financed by general taxation that is raised at both the local and state
level. Household out-of-pocket payments amounted to 0.2 % of the gross domestic product in
2017,

There is both a local and a central monitoring of LTC. Local (municipal) audits include at least
one unannounced visit to nursing homes and care homes. In addition, the Danish Patient Safety
Authority (Styrelsen for Patientsikkerhed) makes an Older People Audit (Zldretilsyn) at LTC
units (either residential care or home care).

1.3 Social protection provisions

In general, LTC eligibility conditions and entitlements are based on needs only, but exactly
how needs are evaluated differs across types of LTC.
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Depending on their age and life situation, older people are offered a preventative visit that
focuses on their functional, psychological, medical, and social resources and challenges.
Everyone over 75 years of age is offered a visit. The offer is also made to people between 65
and 79 years of age who are in a special risk group because they, for example, have lost their
spouse, are isolated or have been discharged from hospital. Finally, people aged over 80 years
of age are offered a visit on a yearly basis. Municipalities can organise public arrangements as
an alternative to individual visits for groups that normally decline home visits.

When a person applies for home care, the municipality must offer a rehabilitation programme
prior to assessing the need for home care. The goals of the rehabilitation programme are set
jointly by the municipality and the older person, and the programme must be holistic and cross-
disciplinary.

The amount of home care is initially decided by a municipal case worker after a home visit and
is later also informed by the results of the rehabilitation programme. Home care is given to
people who cannot undertake these activities themselves. Older people are offered a choice
between at least two different providers of home care, one of which can be a municipal one.
Albeit municipalities have different practices, many municipalities differentiate between five
levels of functionality, giving rights to varying amounts and types of home care. People who
cannot cook are offered food with an out-of-pocket payment of maximum of EUR 500 a month
for residential care residents and EUR 7.5 per meal for people in non-residential care (2020).

For homes for older people, the needs assessment takes into account physical, mental and social
aspects. If the functional capacity of the older person is markedly reduced in their existing
home and it cannot be made suitable, they may be granted a place in a home for older people.
After going on to a waiting list, older people must be offered a place in a nursing home or in
older people housing within two months. Which accommodation the older person is allocated
depends on their preferences and care needs; as well as on the local situation with regard to
policies on, and vacancies in, nursing homes and in general older people homes. Older people
who have been granted a place have the free choice of applying for a home in another
municipality or in a specific institution. Older people who want to keep living with their spouse
or partner must be offered a home suitable for two people.

Relatives to care dependent persons often act as informal carers. For example, a survey shows
that close relatives of people with dementia on average spend six hours per day on nursing and
care.’3! Most benefits-in-kind that support the relatives of care-dependent people are not run
by public authorities but by voluntary organisations.

Certain social protection benefits support the person cared for or the carer. The universal
national old-age pension (public pension, folkepensionen) provides a good basic income for
people above pensionable age. In addition, all Danes can apply for housing support
(boligstatte), allowing people aged over 65 more wealth without being disqualified from any
benefits. Pensioners who face difficulties making ends meet can apply for top-up social

131 Carers in Denmark, Pargrende i Danmark — trivsel for alle i familien (Relatives in Denmark — wellbeing for all in the
family), Copenhagen, 2018. www.danskepargrende.dk (accessed 15 April 2020)
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assistance. Finally, relatives to LTC claimants may receive social security while caring for
those who are terminally ill at full wage or during a care leave up to a maximum of EUR 3000
per month. 3

1.4 Supply of services

Denmark has perhaps the most universal LTC system in the world. In 2018, the following were
the proportion of people over 65 years of age covered by the system’s four main elements:
8.2 % received a preventative home visit; 1.0 % undertook rehabilitation; 10.3 % received
home care (12.9 % of women and 7.3 % of men); 5.6 % resided in elderly homes.!%

In 2018, 91,525 people received a preventative home visit (Danmarks Statistik, 2020a). 10,633
people over 65 undertook rehabilitation. 498,600 hours of home care were offered to 146,000
claimants (including people aged below 65) giving each claimant an average of 3.4 hours of
home care per week. 35.6 % of home care claimants chose a private provider. 65,712 people
lived in nursing homes and other homes for older people. People aged 65-74 mostly live in
general homes for older people whereas those aged above 90 mostly live in older people
housing and nursing homes.

In December 2019, 280,796 old-age pensioners received housing support, including 217,312
in ordinary housing and 53,899 in homes for older people.'** On average they received a
monthly housing allowance of EUR 415 which is a substantial contribution to paying for
accommodation.

The LTC sector in Denmark provides formal care that is delivered mostly by welfare
professionals, that is staff with a relevant qualification. The largest group is made up by Social
and Health Assistants, but there are also many nurses and trainers.

The scope and kind of activity offered differs between municipalities and includes visit
schemes, workshops, education, talks, and sports for older people. The offers can be delivered
by municipalities themselves, by associations and organisations, and by citizens. Users should
have equal responsibility and influence on offers, and if they include older people, the local
older person’s council must be consulted. Food service may also be offered — that is, food
prepared outside the home and brought to the older person or to a local older person centre.

It is not possible to indicate the relative size of the formal and informal sectors. However, the
informal care is mainly provided by relatives taking care of older people with caring needs and
to a lesser extent voluntary work, mostly organised by associations and organisations,
municipalities or both. Unlike in the formal sector, carers in the informal sector generally do
not have professional qualifications as carers.

182 Kvist, J., ESPN Thematic Report on work-life balance measures for persons of working age with dependent relatives:
Denmark 2016, European Social Policy Network (ESPN), European Commission, Brussels, 2016.

133 Danmarks Statistik, Statistikbanken, 2020a. wwwv.statistikbanken.dk (accessed 15 April 2020)

134 Danmarks Statistik, Hgjere pensionsalder pavirker boligstatten [Higher pension age influence the housing support], Nyt
fra Danmarks Statistik, Copenhagen, Statistics Denmark, 2020b. www.dst.dk (accessed 15 April 2020)
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However, there are patient organisations and member organisations offering relevant courses
on, for example, legal aid, management, and social care. With the COVID-19 crisis most of
these offers have moved online or have been cancelled.

More women than men provided informal care. In 2016, 15.2 % of the population provided
informal care. The proportion of women was 17.4 % and of men 12.9 %, creating a gender gap
of 4.5 p.p. In 2016, the proportion of informal carers providing more than 20 hours of care per
week was 9.0 % among women and 6.9 % among men, making a total of 8.1 % overall.

2 ASSESSMENT OF THE LONG-TERM CARE CHALLENGES IN
THE COUNTRY

2.1 Access and affordability

For the claimant of LTC, public support means that LTC is provided free of charge in most
cases. The out-of-pocket payments are low because LTC is financed by general taxation raised
at both the local and the central level. In other words, affordability is not the prime concern
when it comes to LTC.13 There are out-of-pocket payments for food services but with a limit
to how much can be charged, just as people in homes for older people have to pay rent, utilities
etc. But these out-of-pocket payments are, at least partly, offset by income from pension,
housing support and, if necessary, top-up social assistance.

Although affordability may not be restricting access to LTC, there may be other restricting
factors like demography, policies and regulation, economic budget and LTC staff. Indeed, these
factors play a role in getting access to some of the LTC benefits, in particular for home care
and homes for older people. Municipalities can set quality standards and decide on the level of
service while always providing the necessary care.

As a result of more stringent economic frameworks, municipalities have cut coverage of certain
LTC benefits despite an absence of explicit policies at the central or local level. In practice,
needs assessments were made stricter and allocated hours of home care reduced. This can be
seen for home care where the weekly number of home care hours has gone down. Total home
care hours received by people over 65 went down by 6.4 % from 442,816 hours a week in 2016
to 414,391 in 2018 — equal to 1.5 million fewer hours of home care annually.**® Over the same
two years, the number of people receiving home care decreased slightly by 0.7 %, from 123,368
in 2016 to 122,470 in 2018.%¥7

De facto retrenchment has also occurred as, while the level of provision has remained stable,
the number of older people, especially those aged over 80, has gone up. For example, the
number of people over 80 rose from 227,510 in 2010 to 256,694 in 2018, an increase of 12.8 %.

135 This may also help explain why Denmark is not part of the OECD Long-Term Care Social Protection Study (OECD,
Measuring social protection for long-term care in old age, OECD, Paris, 2019).

136 Danmarks Statistik, 2020a, Table AED022.

137 Danmarks Statistik, 2020a, Table AEDOS. This trend is also connected with the change that the rehabilitation scheme
presented.
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The ageing population process thus accelerates the drop in coverage. For example, the
proportion of people living in homes for older people continues to fall in both absolute and
relative terms. From 2016 to 2018 the number of people aged over 65 in homes for older people
fell by 1.7 %.%% However, when looking at the proportion of people aged over 75 in homes for
older people, the drop is greater. From 2016 to 2018, for example, the proportion of people
aged over 75 in residential care fell from 15 % to 12 %. The same decline can be noticed for
other age groups. Especially those above 90 years of age, who are remaining increasingly in
their own home.

Waiting times is a good measure for accessibility and unmet needs. Officially, municipalities
are requested to offer a place in an LTC unit within two months.**® However, the average
waiting time was half a year in both 2016 (average of 185 days) and 2018 (186 days).'*
However, the length varies between 9-10 days in rural areas like Fang and Lasg to 627 days
in Aarhus and 1385 days in Copenhagen. In summary, access to LTC has become less universal
with the gradual policy shift away from residential care to home care (started in 1987), ageing
populations and de facto cuts in home care and homes for older people in recent years. Policies
in the pipeline (see assessment of policy reforms below) are likely to result in more resources
in home care. The drop in home care and homes for older people can only in part be ascribed
to older people having generally better health and functional capacities. However, as most LTC
is provided free of charge and is not dependent on work record, social divisions have not
emerged.

2.2 Quality

There has been a great focus on ensuring quality LTC services in recent years. The key element
is the Danish quality framework which is set out in this section together with some indicators
on quality.

First, the framework, as described, requires municipalities to annually determine their quality
standards for LTC. These include personal help and nursing, help, care and support,
rehabilitation, training services, home care and residential care: these are publicly available,
and used in tenders and in audits. The purpose of quality standards is to ensure that citizens get
professional, dignified and qualified treatment. It is thus a common framework across
municipalities that leaves considerable room for local diversity. In Frederikssund Municipality,
for example, the annual quality standards for 2019 shows that training offers, and rehabilitation
are provided by staff with relevant competences and that training will, on average, be offered
twice a week.

The audit system that monitor and supervise units on their quality of LTC has a dual structure
with a municipal system of supervision and a central system of supervision. Thus, the
municipalities are required to monitor and supervise (tilsyn) their LTC offers. In addition, the
Danish Patient Safety Authority (Styrelsen for Patientsikkerhed) is monitoring care for older

138 Danmarks Statistik, 2020a, Table RESIO1.

139 The two-month limit does not apply if a citizen has asked for a specific nursing home. So waiting time can be considered
only as a good measure if this is taken into account.

140 Danmarks Statistik, 2020a, Table AED16.
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people (Zldretilsynet), i.e. nursing homes and home care. Unlike the municipalities, the Danish
Patient Safety Authority is an independent body as it does not run any LTC services itself.
Every year the authority visits about 10 % of all relevant units serving the needs of older people.

When assessing LTC quality in an audit, the Danish Patient Safety Authority works with six
dimensions and 12 indicators on the quality of LTC. The dimensions cover both subjective
measures, for example, wellbeing and sense of inclusion, as well as numerical measures on
policies, for example, use of constraint, staff competences, and documentation. These quality
measures have been established by the Danish Patient Safety Authority in collaboration with
representatives from municipalities, user organisations and NGO dealing with issues relating
to older people.!*

Each audit contains five sections for each of the 12 indicators on quality that sets out: (1) the
focus of the audit, (2) background (legal and substantive), (3) point of reflection, (4) references
(legal) and (5) inspiration material. The audits are based on interviews and dialogue (with those
needing care, relatives, management and employees), documentation analysis, and
observations.

The audit aims to serve one of the objectives of the Older Person Audit, namely, to support
learning locally in the care units and across the country.

The Danish Patient Safety Authority also aims to boost learning at national level. This is done
through national improvement projects, thematic days and teaching material. The recent
evaluation report based on 138 audits of nursing care and home care from September 2018 to
February 2019 can serve as an example of such efforts.}#? On the aspect of personal autonomy
and quality of life, the Authority concludes almost all management can account for their work
but that 20 % of the case records contain insufficient documentation of individuals’ habits and
wishes and 15 % of those needing care reporting that they do not experience being autonomous,
included and having a say in their own lives.}*

Health staff can apply for authorisation with the Danish Patient Safety Authority who keeps a
register of all authorised health staff. The authorisation ID is used as identification when the
health professional communicates with public authorities and in other instances where there is
a need to identify a person’s permission to work as a health professional.

Public and private providers of LTC must be registered in the Treatment Register
(Behandlingsregisteret) administered by the Danish Patient Safety Authority.

Citizens can complain if they are not satisfied with the quality of their LTC offer and the
package of services they receive. The complaint must be addressed to the municipality which
has offered the LTC benefit and/or to the provider of the LTC service. If a citizen complains
about a decision the municipality must review the decision and if the municipality does not

141 Styrelsen for Patientsikkerhed, Mélepunkter til Zldretilsynet pa plejecentre, hjemmeplejeenheder og midlertidige pladser
[Indicators to the Older Person Audit on nursing homes, home care and temporary places], Danish Patient Safety Authority,
Copenhagen, 2019b.

142 styrelsen for Patientsikkerhed, Z£ldretilsynet: Erfaringsopsamling fra september 2018 til februar 2019 [Older person
Audit: Experiences made from September 2018 to February 2019], Danish Patient Safety Authority, Copenhagen, 2019c.

143 Styrelsen for Patientsikkerhed, 2019c.

59



2021 Long-Term Care Report Denmark

change the decision their complaint must be sent to a National Board of Complaints (who also
have a department who oversees that the municipalities’ practices are in compliance with the
laws that apply to public services). If it is a health LTC benefit the complaint can be addressed
to both the municipality and the ombudsman for patients (Patientombuddet).

People receiving older person care are, if possible, often involved in drawing up their LTC
plans regarding what measures of training, rehabilitation and other services, that they will
receive and undergo. In other words, the idea is to involve people in having a say in the LTC
provided, the autonomy of older people is a quality strived for in the provision of LTC. At
institutional level, interest organisations are involved in the policy-making processes through
hearings and other activities.

Finally, a note on indicators. Since 2009 Statistics Denmark has published annual or biannual
statistics on 19 indicators on LTC.** Some of these indicators relate to LTC quality, including
the first indicator called ‘Quality of support’ which is based on satisfaction with practical help
in own home, personal care in own home, practical help in nursing home, and with personal
care in nursing home. Other indicators that relate to LTC quality include stability of help,
number of different care staff, average days of hospital admission and of re-admissions, number
of hours of home care (allocated and actually received), number of home care visits, number
of home care claimants that change providers as well as number of claimants of home care, of
people living in nursing homes and of people in rehabilitation and in training. In addition to
these indicators, the perhaps most used indicator is the staff to older person ratio. In nursing
homes, these ratios have been used to document a great variety of quality. According to the
most recent survey, the ratio goes from 1.9-3.7 older person to staff on daytime shifts and from
24.4-29.5 older person to staff on night shifts.}4

2.3 Employment (workforce and informal carers)

The current LTC workforce consists mainly of women and many are coming up to
retirement.'*® In 2016, 94.7 % of the LTC workforce were women. In the same year there were
8.1 LTC workers per 100 individuals aged over 65, down from 8.6 workers in 2011. The Danish
level of LTC workers is more than twice that of the European Union average.

At the same time, there is a dual challenge for LTC: many LTC workers are retiring at the same
time as the need for LTC increases. Furthermore, there has for some years been a debate about
how to better balance management and client-oriented work. One issue is how to reduce the
share of management vis-a-vis the share of client-oriented workers. Another issue concerns
how to enable client-oriented workers to spend time taking care of people rather than on dealing
with red tape.

144 These are available online in the statistical bank of Statistics Denmark (Danmarks Statistik, 2020)

145 Hjelmar, U. and J.K. Jensen, Normeringer pé danske plejecentre [Staff: Older Person ratios in Danish nursing homes],
VIVDE, Copenhagen, 2020.

146 This has been established in various studies, perhaps most notably in a report by the Association of Municipalities
(Kommunernes Landsforening, Arbejdsudbud og rekruttering i kommunerne [Labour Supply and Recruitment in
Municipalities], Association of Municipalities, Copenhagen, 2017.
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Local and central government has for some time attempted to recruit more young people to
undertake an education in social and health care — either as a social and health nurse, which
takes from three years and 10 months to four years and seven months, or as a social and health
assistant, which takes two years and two months. In particular, the social and health assistant
track may assist people who have a marginal place in the labour market to become LTC
professionals. At the same time this education increase the quality of LTC.

The pay is relatively low in the social and health care sector. To increase the attractiveness of
working in the LTC sector and of undertaking relevant education, the wages and wage during
internship got a boost in 2019. Other measures have been taken to reduce the numbers leaving
education early and to retain workers, increase the number of educational places for nurses,
and to improve the collaboration between primary school and professional schools.**

About half of the LTC workforce work part-time, slightly more for nurses and those working
in institutions and slightly less for those providing home care.'*® However, part-time is
typically 32 hours per week, only five hour less than a full-time position.

The informal carers are not supported systematically. As mentioned in Section 1.3 there are
some cash benefits for carers, but by far the majority of LTC offers are directed at the claimants
and not their relatives. However, there are offers of respite (aflgsning) or relief (aflastning) to
spouses, parents, and other close relatives taking care of a person with a reduced physical or
mental functional capacity. It is up to each of the 98 municipalities to decide on the quantity
and quality of these respite and relief offers, which are mostly given on a discretionary basis.
This is likely to lead to differing coverage and quality across municipalities and perhaps across
relatives to different LTC claimant groups but this is not possible to document as the offers are
neither assessed nor monitored on a systematic basis locally or centrally.

In 2016, 15.2 % of the population provided informal care, i.e. 17.4 % of women and 12.9 % of
men. This is slightly more than the European Union average where 10.3 % provided informal
care, i.e. 11.7 % of women and 8.6 % of men. Differences are more marked when it comes to
the scope of informal care. In Denmark, 8.1 % of informal carers provide more than 20 hours
of care per week which is almost a third of the average level in European Union at 22.2. 9 %
of female informal carers provide 20 hours of care weekly in Denmark compared to 6.9 % of
male informal carers. This is similar to figures for the European Union, which are 24.6 % for
women and 18.5 % for men.

Interest organisations like the patient organisation Alzheimer’s and the member organisation
DaneAge Association (ZAldresagen) organise volunteers and provide them with courses and
other activities. For example, DaneAge Association has 900,000 members with 215 local

147 Kommunernes Landsforening, Flere haender i &ldre- og sundhedssektoren: En handlingsplan for aget rekruttering i
kommunerne [More hands in the elderly and health sector: An action plan], Association of Municipalities, Copenhagen,
20109.

148 OECD, ‘Who Cares? Attracting and Retaining Care Workers for the Elderly’, OECD Health Policy Studies, OECD
Publishing, Paris, 2020. https://doi.org/10.1787/92c0ef68-en
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chapters and more than 20,000 volunteers carrying out social and humanitarian help such as
strengthening the networks of older people.*

2.4 Financial sustainability

While Denmark has a long-term record of financial sustainability, the ageing population will
make it more challenging to keep it. As described earlier, municipalities have made cuts in
LTC even though this has not been an explicit policy.

Public spending on LTC made up 3.5 % of GDP in 2019, which is high compared to the EU
average (OECD, 2020).

In Denmark, expenditure on home care in makes up 38.0 % of the LTC budget and on
residential care 62.0 %.

The projections change the level of public spending by 1.1 p.p. of GDP to 4.6 % in 2030 and
by 2.7 p.p. to 6.2 % in 2050. However, the distribution of LTC expenditure on, respectively,
home care and residential care, is projected to remain fairly constant.

In the risk scenario the LTC share of GDP is somewhat higher at, respectively, 4.7 % in 2030
and 6.6 % in 2050.

In 2018, household out-of-pocket payments made up 0.2 % of GDP to LTC health.

The last few years there has been a focus on healthy ageing, welfare technologies and
rehabilitation/reablement. These are all measures that aim to not only to increase the autonomy
of older people but also improve public finances in the longer perspective.

LTC is currently overwhelmingly financed through tax. Making financing private could be
considered, by introducing LTC insurance by shifting responsibility over to the family. A
recent study found that the 55-64 age group support the existing public finance model of LTC
but are doubtful that it is financially sustainable.™® This may lead to more private insurance
although it is questionable that frail older people are capable of exercising their voice in the
market. 15!

2.5 Country-specific challenges regarding LTC for other age groups in need of
care

As described, the LTC for older people is quite encompassing despite some reduction in recent
years. The system of LTC for people of working age is also quite encompassing and based on
a needs assessment. In other words: People may be eligible for home care, regardless of their
age. Homecare takes the form of personal care and practical help and can be awarded on
temporary or permanent basis or as a regular relief. Such home care can be provided
independent of the family and housing situation. The person can choose between different LTC

149 fFldresagen, Om Zldre Sagen (About the DaneAge Association), DaneAge Association, Copenhagen, 2020.
www.aeldresagen.dk (accessed 28 April 2020)

1%0 Siren, A., Tolv scenarier for fremtidens aldre: Resultater fra forskningsprojektet MATURE [Twelve scenarios for the
future older people], VIVE, Copenhagen, 2020.

151 Kjer, A., ‘Choice and vulnerability in ageing societies: Understanding the impact of age on user capacity’, Public
Administration No 97(3), 2019, pp. 639-653.
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providers. It is also possible to nominate a particular person to be the care giver pending
municipal approval. Finally, the LTC is flexible, meaning that benefits can be exchange. People
that have been awarded both personal and practical help can exchange these benefits within
certain limits. For example, an hour of vacuuming can be exchanged for assistance to take a
walk.

The needs of informal carers are still largely neglected. In light of the high employment rates
for women there is no group any longer in society that can be said to have the capacity for
taking care of the family’s care dependent family members. Balancing work and caring may
be particularly challenging for people who are parents of (adult) children with substantial care
needs and for people who are (adult) children of care dependent parents.

3 REFORM OBJECTIVES AND TRENDS

The Danish LTC system is adapting either through commission and large reform packages or
without prior planning but as the result of economic and demographic change or of a sudden
external shock such as COVID-19 in spring 2020. These reform and policy changes have
important implications for the accessibility, quality, employment and financing aspects of the
system. This section mentions such changes, shocks and impacts as they have unfolded in the
period from 1 January 2017 to 1 July 2020.

COVID-19 had a great impact on LTC in 2020 both by infecting many older people in need of
care and by resulting in a series of measures to best combat the virus. Indeed, COVID-19 took
its toll among LTC residents. On 31 May 2020, a total of 577 people were registered to have
died with COVID-19, including 208 in residential care.’>? Unfortunately, there is no statistics
on the prevalence of COVID-19 among LTC staff. However, many in LTC were most likely
infected in the first part of March before restrictions on visits were made.

In Denmark, COVID-19 has mainly caused death among older people with multiple underlying
conditions. Indeed, 87.5 % of people dying from COVID-19 are people aged 80 and above,
where 85 % of them had comorbidities. There are more men than women dying (55.5 % of
people aged 80 and above were men). Almost 80 % off all COVID-19 infections and deaths
were in the Copenhagen and Zealand regions. Thus, the majority of those vulnerable to
COVID-19 are likely to have received LTC and to have lived in residential care in the eastern
part of the country.

This is reflected in the available statistics on LTC and COVID-19. Denmark has about 933
residential care institutions with more than 40,000 residents. In total, 124 institutions, or 13 %,
have reported at least one resident with COVID-19 (Statens Serum Institut, 2020). However,
this masks geographical differences from 3-5 % of residential care institutions in Jutland and
Funen, over 19 % on Zealand and 38 % in Copenhagen. Put differently, the Danish figures
seem to suggest that virus infection in residential care institutions is both a result of policies
and the level of the virus in the environment around institutions.

152 Statens Serum Institut, Overvagning af COVID-19 [Monitoring COVID-19], 2020. www.ssi.dk (accessed 8 June 2020)
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LTC was also affected by policy measures. Indeed, it was part of the Danish COVID-19
strategy to isolate people most vulnerable to the virus, including frail older people in residential
care. From 17 March 2020, this meant that people in residential care were prohibited from
getting visits in general, albeit they did have a right to visits in critical situations. The ban on
visits concerned both social and health LTC institutions, except hospices.

Visits in critical situations include visits by a close relative to a critically ill or terminally sick
person and visits that may be critical for the wellbeing of a resident with reduced cognitive
skills who can therefore not understand the restrictions on visits. Deteriorating mental
capabilities in themselves do not qualify as a critical situation. People with dementia can
therefore not receive visits, unless the manager of the residential care institution judges that a
cognitive reduction means the resident does not understand and accept the rules on visit
restrictions.

The laws were passed by the government and required the municipalities responsible for LTC
to follow the guidelines of the Danish Patient Safety Authority and to communicate their
guidelines on municipal websites where discretion is sometimes placed with managers of LTC
units.

The management of the individual care centres or residences must ensure that visits from
relatives, both indoors and outdoors, take into account the Danish Health Authority’s
recommendations on, among other things, good hygiene and that the visits are carried out
safely. The recommendations include, inter alia, management’s responsibility and planning of
visits, including that visitors should be without symptoms of respiratory illness such as a cough,
cold or other symptoms that may give rise to suspicion of COVID-19, for 48 hours prior to the
visit.

The Danish Patient Safety Authority and the State Serum Institute are also closely monitoring
the development of the spread of new COVID-19 cases in the municipalities across the country.
If the infection rate in a municipality exceeds a certain level, the Danish Patient Safety
Authority will contact the municipality and inform and advise on how to handle the situation.
Municipalities can also seek advice on limiting the spread of infection by contacting the Danish
Patient Safety Authority.

Funds has been given to municipalities as well as to the NGO’s such as the DaneAge
Association and the Alzheimer’s Association, including their local associations, to provide
information and individual advice to debilitated older people, including those with dementia
and their relatives, on how to deal with the consequences of COVID-19.

Funds have also been allocated (operating grants) for the older telephone (counselling,
prevention of loneliness, etc.), which targets older people who sit in isolation at home and miss
company. The funds can be used to recruit more volunteer ‘telephone friends’ and have more
time to match phone buddies, as well as to be able to spread awareness of the scheme to more
lonely older people who have no knowledge of the older people’s telephone in advance.

Other parts of LTC have been impacted more widely by COVID-19 than residential care. On
4 April 2020, the government issued a law that temporarily puts limits on rights to healthcare
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and LTC in order to allow regional and local authorities to prioritise treatment, care and staff
in connection with COVID-19. ' Of particular relevance to LTC, the law authorises
municipalities (temporarily) to prioritise the use of resources on treatment of patients with life
critical and acute needs over the preventive and health promoting services to people,
preventative visits, training offers and the two months guarantee to residential care. Also, the
municipality can decide to stop or reduce LTC offers. However, the municipality must only
make such decision based on concrete and individual assessments and cannot use the law to
make general reductions of LTC. This is also the case for decisions to stop or reduce
rehabilitative programmes and respite offers. There is no consolidated picture of what the 98
municipalities have done with respect to LTC.

Finally, some residents and their relatives has expressed fear about becoming infected by home
care staff which may have resulted in some residents declining home care leading to problems
concerning take up. This has led DaneAge to call for clear guidelines to avoid LTC staff
contaminating older people.® The Board of Health issued material regarding this in April.

Before COVID-19 there were also some noteworthy developments. Entitled ‘A secure and
dignified life with dementia’, the national action plan on dementia 2025 was launched in
January 2017. To substantively improve measures for dealing with dementia and to reduce
geographical differences, the plan has three aims over the period to 2025: 1) all (98)
municipalities should be dementia-friendly; 2) more people should receive a timely and
adequate diagnosis, with 80 % having a specific dementia diagnosis; and 3) improved nursing
and treatment should reduce the use of antipsychotic medicine among people with dementia by
50 %. This has resulted in 23 initiatives linked to five focus areas: early detection and better
quality in patient inquiry and treatment; better-quality nursing, care and rehabilitation; support
and counselling for relatives of people with dementia; dementia-friendly communities and
housing; and increased knowledge and competence levels.

There have not been reforms addressing access to LTC during the period but as described above
the access to home care and homes for older people especially have become stricter due to
demographic developments and de facto harder interpretations of what it takes to qualify for
LTC.

As the financing of LTC is largely public and the population is ageing one would perhaps have
expected changes in cost sharing arrangements. However, this has not happened.

The quality of LTC has been addressed by requesting municipalities to work with quality
standards and make these publicly available (see Section 2.2). However, it has not yet resulted
in a quality framework programme as in healthcare.*>®

There have been attempts to attract and retain workers to the formal care sector following the
action plan ‘More hands in the older person and health sector’ of the Association of

153 These rules have been lifted as of 1 July 2020.

154 www.aeldresagen.dk

155 |KAS, Introduction to DDKM (Danish Healthcare Quality Programme), the Danish Institute for Quality and
Accreditation in Healthcare, Copenhagen, 2020. https://www.ikas.dk/den-danske-kvalitetsmodel/ddkm-in-
english/introduction-to-ddkm/ (accessed 13 April 2020)
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Municipalities from 2018. These have not least attempted to get more young people to start
training as home and health care assistants or helpers. The measures span information
campaigns, higher wages, and better collaboration between relevant partners to attract, educate
and retain more workers.

The dignity of older people, which started as an overarching policy concern in 2016, continues
to be at the centre of many reforms. In 2018 this was, for example, confirmed with a series of
initiatives to strengthen older people’s autonomy, improved access to local communities and
better terminal care.t®

The successful preventative visit has incrementally been expanded to more older people and to
cover more issues; most recently, in 2019, to people over 70 years of age and to tackle
loneliness.

New measures are being introduced to continue the long-term trends toward more autonomy
for older people and independent living. The integration of rehabilitation in home care has
markedly expanded the scope of social investment or active ageing. By developing, reinstating
and maintaining functional capacities, rehabilitation aims to allow older people as much
autonomy as possible. In the 1990s, less institutionalisation was secured through more home
care and fewer nursing homes. Since the late 1990s the same trend has seen the establishment
of new forms of housing for the older people.

Finally, there is a trend towards more and more external auditing. To ensure the quality of LTC
and to prevent abuse of individuals, municipalities and the Danish Authority of Patients
Security have been obliged to undertake audits. The Danish Authority of Patients Security audit
was introduced in 2018 following debate that the internal audit by municipalities risked being
biased. Thus, the audit by the Danish Authority of Patients Security is a new initiative that runs
from July 2018 to 31 December 2021 as a pilot project and is subject to on-going evaluations.*’

4  MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

There is no easy way to save money in older person care without reducing the scope or quality
of home care or homes for older people. However, LTC reforms addressing needs of ageing
populations and lessons learned from COVID-19 could offer opportunities for improvements,
even in an already well-functioning system. More effective and cost-efficient measures might
include an even stronger emphasis on rehabilitation and social investments. This calls for
evidence-backed interventions. In January 2018, the National Board of Social Services
launched the socio-economic investment model (sociogkonomisk investeringsmodel, S@M),
which can help municipalities and other actors assess the economic returns on social investment
measures for people of working age. In 2018, work on the S@M is aimed at extending it to
children and young people. One possibility is to extend the S@M further to also include

1% Sundheds- og A£ldreministeriet, Veerdighed i ldreplejen: En hjertesag [Dignity in Older Age Care], Ministries of Health
and Older People, Copenhagen, 2018.

157 Styrelsen for Patientsikkerhed, Zldretilsynet [Older People Audit], Danish Patient Safety Authority, Copenhagen, 2019a.
https://stps.dk/daltilsyn/aeldretilsynet/ (accessed 23 September 2020)
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rehabilitation and social investment measures for older people. This could prove important for
the further expansion of rehabilitation measures, and provide a bulwark against budget cuts.

The idea of working toward measures that are more integrated, holistic and multi-disciplinary,
is well reflected in current reform thinking. However, plans may be good on paper, but if they
are not backed by action, their potential may not materialise.

Despite there being a greater emphasis on involving relatives (and voluntary workers), the
special needs of family relatives are not yet properly addressed. This is reflected in the policy
recommendations of Carers in Denmark (2018), which include better legal recognition, rights
for carers in various domains, providing education for all carers and care consultants in
municipalities and hospitals, and the right to practical and psychological help. Perhaps
dementia and Alzheimer’s disease are the two areas where most progress has been achieved in
addressing the needs of relatives. Hence, there has been an Alzheimer plan for some time and
the national dementia action plan 2025 also reflects a greater inclusion of relatives.
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5 BACKGROUND STATISTICS

Denmark

Most

5.1. Demographics 2008 recent 2030 2050
Population (in millions), 2019 5.5 5.8 6.0 6.1
Old-age dependency ratio, 2019 23.6 30.6 37.3 434
Total 0.9 11 14 1.6
Population 65+ (in millions), 2019 Women 0.5 0.6 0.7 0.8
Men 0.4 0.5 0.6 0.7
Share of 65+ in population (%), 2019 15.6 19.6 22.8 25.6
Share of 75+ in population (%), 2019 7.0 8.4 11.6 15.1
Total 18.4* 19.8
Life expectancy at the age of 65 (in years), 2019  Women 19.7* 21.0 22.2 24.4
Men 17.0* 18.4 19.5 215
Total 12.4* 11.3
Healthy life years at the age of 65, 2018 Women 12.8* 11.8
Men 11.8* 10.8
*data for 2010
5.2. People in need of LTC 2014 r';/'czsntt 2030 2050
Number of potential dependants (in thousands), 2019 378.5 427.6 465.2
) ) Total 141.2 192.3 240.4
IZ\I(;Jlrgber of potential dependants 65+ (in thousands), Women 80.5 108.5 137.7
Men 60.7 83.8 102.7
Share of potential dependants in total population (%), 2019 6.5 7.2 7.6
Share of potential dependants 65+ in population 65+ (%), 2019 12.3 14.0 15.4
Share of population 65+ in need of LTC** (%), 2019* 14.0 14.9
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
Most
5.3. Accessto LTC 2014 recent 2030 2050
ggige of population 65+ receiving care in an institution (%), 46 55 70
Share of population 65+ receiving care at home (%), 2019 14.3 16.9 19.8
Share of population 65+ receiving LTC cash benefits (%) 2019 0.0 0.0 0.0
ﬁihnage( Ozf) Pg(t)elr;tlal dependants 65+ receiving formal LTC in- 1531 159.6 1735
Share of potential dependants 65+ receiving LTC cash benefits 00 0.0 0.0
(%), 2019
Share of population 65+ in need of LTC** witha  Total 46.2 43.0
lack of assistance in personal care or household Women 48.5 48.3
activities (%), 2019* Men 423 35.0
sh " lation 65+ wh dh Total 14.2 135
e oo wamen
Men 10.4 11.8
Share of households in need of LTC not using professional )
homecare services for financial reasons (%), 2016*
Share of households in need of LTC not using professional )
homecare services because services not available (%), 2016*
Long-term care beds per 100,000 inhabitants, 2017* 889.2 750.2

*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
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Most
5.4. LTC Workforce 2011 2030 2050
recent
Total 8.6 8.1
Number of LTC workers per 100 individuals 65+, /0 a
2016* 0
Women 941
. L . Total 15.2
Share of population providing informal care (%), Women 174
2016
Men 12.9
. . Total 8.1
Share of informal carers providing more than 20h Women 9.0
care per week, 2016
Men 6.9
*data not available for all Member States
5.5. LTC expenditure 2013 Most 2030 2050
T recent
Public spending on LTC as % of GDP (reference scenario), 24 35 46 6.2
2019
Public spending on LTC as % of GDP (risk scenario), 2019 24 35 4.7 6.6
- - TR . :
Public spending on institutional care as % of total LTC public 436 62.0 62.2 63.3
spending, 2019
Publlc_ spending on home care as % of total LTC public 510 38.0 378 36.7
spending, 2019
- - - P :
Publlc_ spending on cash benefits as % of total LTC public 54 0.0 00 00
spending, 2019
Government and compulsory contributory financing schemes 23 23
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes 0.2 11
as % of GDP, LTC Social, 2018* ' '
Household out-of-pocket payment as % of GDP, LTC Health,
0.2 0.2
2018
Household out-of-pocket payment as % of GDP, LTC Social, i i
2018*

Note: break in series for DE and DK in the System of Health Accounts
A ‘-’ shows that data is available in general, but not for this Member State
*data not available for all Member States
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GERMANY

Highlights

e The need for long-term care (LTC) will increase considerably in the coming decades. By
2050, the number of potential dependants is expected to rise from the current figure of
about 5. 8 million to 6.6 million.

e LTC in Germany is organised according to the insurance principle. The entire resident
population is obliged to pay compulsory insurance contributions for LTC and is entitled
to benefits from the LTC insurance scheme (LTCI). Even though the entitlement to
benefits is quite comprehensive, LTCI may only cover part of the costs of long-term care.
The rest is covered by people in need of LTC themselves or — if necessary and under
certain conditions - by immediate family members or social assistance.

e The most recent reforms, adopted between 2015 and 2019, were aimed at extending
eligibility for benefits by reforming the definition of ‘in need of care’ and the associated
assessment method, enhancing the attractiveness of care professions and strengthening the
quality of LTC.

e The greatest challenge is the recruitment of a sufficient number of professional LTC staff,
as staff shortages will continue to rise due to demographic and social change. The shortfall
of professional LTC staff is estimated at up to approximately 186,000 full-time equivalents
in LTC facilities in 2030. In order to successfully tackle the shortage of professional LTC
staff a significant increase in salaries and a significant improvement in working conditions
are required.

e Further major challenges are to improve the quality of LTC and to reduce privately borne
costs for care.

1 DESCRIPTION OF MAIN FEATURES OF THE LTC SYSTEM(S)

1.1 Demographic trends

The population of Germany is among one of the oldest in the European Union.**® In 2019, 17.9
million people were aged 65 and over, amounting to 21.5 % (EU: 20.3 %) of the total
population (83.0 million).*® The German population will continue to age in the coming
decades while the total population is projected to remain almost constant (83.5 million) until
2030 and to decrease slightly to 82.7 million in 2050. The number of people aged 65 and over
(share of total population) is predicted to rise to 21.2 million in 2030 (25.4 % of the population)

158 Eyrostat, Ageing Europe: Looking at the lives of older people in the EU: 2019 edition, 2019.
https://ec.europa.eu/eurostat/documents/3217494/10166544/KS-02-19 %E2 %80 %91681-EN-N.pdf/c701972f-6b4e-b432-
57d2-91898ca94893

159 Al data used in the text come from Section 5 ‘Background Statistics’ unless explicitly stated otherwise.
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and to 23.2 million in 2050 (28.0 % of the population) (EU-27%° 2030: 24.2 %, EU-27 2050:
29.5 %). The share of people aged 75 and over in the total population was 11.4 % in 2019 (EU:
9.7 %) and will increase to 12.1 % in 2030 (EU: 12.0 %) and to 16.9 % in 2050 (EU: 17.1 %).
In 2019, the average life expectancy at the age of 65 was 19.9 years (21.4 for women, 18.3 for
men), and the average healthy life expectancy in 2018 was 11.9 years (12.2 for women and
11.5 for men). According to the most recent population projection by the German Federal
Statistical Office, the number and share of people aged 80 and over will grow particularly fast
between 2030 and 2050 and is estimated to be between 8.9 and 10.5 million by 2050.6*

Data shows that the risk of being in need of care depends to a high degree on age: In 2017, 70.7
% of people aged 90 and over are in need of care. Because there is a close link between age
and the need for care, the number of people in need of care will also grow significantly in the
decades ahead. Again, projections differ according to the underlying assumptions, e.g. the age-
specific LTC dependency rate or the number of people eligible for LTC.%2 Nevertheless,
experts agree that the number of people requiring care will rise considerably. The Federal
Ministry of Health puts the number of people in need of LTC in statutory LTCI (without private
LTCI) at 4.6 million in 2030 and 5.8 million in 2050.1¢3

The total number of potential dependants will increase from 5.79 million in 2019 to 6.59 by
2050, the proportion in the total population rising from 7.9 % to 8.9 %. The official German
statistics record only those people in need of care receiving LTC insurance benefits. According
to the latest figures, around 3.92 million people received LTC at the end of 2018
(Bundesministerium fiir Gesundheit, 2020a, p. 1), among them 3.69 million people received
statutory LTCI and 0.23 million private LTCI. In 2017 the number of people entitled to benefits
has expanded greatly (see Section 1.3).

1.2 Governance and financial arrangements

LTC in Germany is based on the insurance principle. The structure and organisation of the LTC
insurance scheme (LTCI) is closely linked to the principles of the German health insurance
system. Anyone living in Germany is obliged to take out LTCI, either in the statutory or the
private LTCI system. In LTCI, the ‘LTC insurance follows healthcare insurance’ principle
applies, i.e. all statutory health insurance members are, in general, automatically members of
the statutory LTCI, and all members of a private health insurance are members of a private
LTCI. The services provided by private LTCI are equivalent to those offered by statutory LTCI.

160 EY-27 refers to the current 27 Member States of the European Union.

161 Statistisches Bundesamt, Bevolkerung im Wandel. Annahmen und Ergebnisse der 14. koordinierten

Bevolkerungsvorausberechnung, Wieshaden: Statistisches Bundesamt, 2019, p. 25.

https://www.destatis.de/DE/Presse/Pressekonferenzen/2019/Bevoelkerung/pressebroschuere-

bevoelkerung.pdf? blob=publicationFile

162 Rosenbrock, R. and Gerlinger, T., Gesundheitspolitik. Eine systematische Einfilhrung, 3. Aufl., Bern: Verlag Hans Huber,

Bern, 2014.

163 Bundesministerium fiir Gesundheit, Zahlen und Fakten zur Pflegeversicherung, Stand: 17. Februar 2020, 2020a, p. 17.

https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/3_Downloads/Statistiken/Pflegeversicherung/Zahlen_und
Fakten/Zahlen_und_Fakten der SPV_17.Februar 2020 barr.pdf
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By the end of 2018, 72.75 million people (around 89 % of the population) were insured under
the statutory LTCI scheme, while 9.24 million (around 11 %) held a private LTCI policy.'®*

Statutory LTC insurance is financed through income-related contributions paid equally by
employers and employees. In 2020, the contribution rate was 3.05 % of gross income, payment
to be divided equally between employers and employees. Childless contributors are required
to pay an additional contribution rate of 0.25 %. Children and spouses with an income of less
than EUR 450 per month are co-insured at no extra cost. Rather than being calculated on the
basis of income, premiums for private LTC insurance are graded, as with private health
insurance, according to age on commencement of the policy, whilst contributions are capped
by law. The premiums for men and women are equal. Children receive free cover, as they do
under statutory LTC insurance.

LTCI covers only part of LTC costs. The amount received varies depending on the degree of
care and the type of benefit provided. In residential care, benefit recipients often have to make
substantial co-payments (see Section 2.1). If the persons in need of care - or under certain
conditions their immediate family members - are not in a position to bear the uncovered costs
themselves, the remaining amount must be paid by social assistance grants, i.e. by the
municipalities. In 2019, expenditure on social assistance grants for LTC amounted to EUR 4.0
billion,*® i.e. 0.12 % of GDP or 9.7 % of total statutory LTC expenditure (see Section 2.4).16
Supplementary private insurance can be an option to purchase additional coverage.

The legal framework for LTCI is laid down by the federal state, including the benefits list, the
contribution rate and the rights and obligations of all involved such as the Lander, the LTC
funds, the service providers and the people in need of care. According to the regulatory
principles of the German healthcare system, broad legal stipulations are to be given concrete
form in collective negotiations and agreements concluded by those involved (LTC funds and
LTC providers or their associations) and self-administered bodies, which are monitored by the
state. These agreements and contracts mainly contain provisions on remuneration and quality
assurance. The service providers are primarily responsible for the quality of the services
provided, while the Lander and local authorities are responsible for providing an adequate LTC
infrastructure. 6’

1.3 Social protection provisions

According to the law, people are eligible for LTC if, because of a physical, mental or
psychological illness or disability, they require frequent or substantial assistance with a specific
set of activities of daily living and instrumental activities of daily living for an estimated period
of six months or longer. All dependent people (children with disabilities, adults and older
people) are eligible for the LTCI care scheme, irrespective of their age. If people in need of

164 Bundesministerium fiir Gesundheit, 2020a, p. 1.

165 Statistisches Bundesamt, Ausgaben und Einnahmen der Sozialhilfe im Laufe des Berichtsjahres in 1.000 Euro.
Gliederungsmerkmale: Jahre, Region, Ausgaben/Einnahmen (Hilfeart), Trager, Ort der Leistungserbringung, 2020a.
www.gbe-bund.de.

166 These are the gross expenses. In 2019, care assistance only spent EUR 3.8 billion net.

167 Rosenbrock and Gerlinger, 2014).
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care are not able to cover out-of-pocket payments according to the legal provisions, social
protection systems would cover the full cost of LTC.% Regular LTCI benefits do not differ
between regions and are not limited in time.

LTC benefits are granted on the basis of a care grade and of the care arrangements (either at
home or in a residential care setting).

Access to benefits was significantly expanded from 2017. Since then, the entitlement to
benefits is banded into five care grades based on physical, mental and psychological
disabilities. Accordingly, the condition of being ‘in need of care’ is determined by the degree
of the individual’s autonomy, i.e. by impairments of independence or incapacitation in six
fields (modules), which are weighted as follows: mobility (10 %), cognitive and
communicative abilities, behaviour patterns and psychological problems (15 %), level of self-
sufficiency (40 %), health restrictions, demands and stress due to therapies (20 %) and structure
of everyday life and social contacts (15 %). The grade of care is determined by the Medical
Services of the Statutory Health Insurance Funds (Medizinischer Dienst der Gesetzlichen
Krankenversicherung — MDK) or by its private counterpart.

In general, a recipient may choose between three different arrangements: a care allowance,
home care (in kind), and residential care:

e Care allowance refers to informal care, i.e. the person in need of care receives only
monetary support, typically lives at home and is looked after by close relatives.

e Home care (in kind) means that a professional care provider (such as a home care service)
visits the recipient regularly at home. The provider is under contract to the LTCI fund and
is paid directly by LTCI up to a fixed sum according to the care grade.

e Residential care refers to a stay in a residential home and includes day and night care in
Germany. The LTC insurance policy will pay expenses for basic care, social support and
treatment according to the care level. As with home care, people in need of care are
responsible for paying the costs of food and board.

In 2016, according to a survey, 24 % of households that categorising themselves as in need of
LTC did not use professional home care services either for financial reasons (19.2 %) or
because services were not available (3.8 %).1%° More recent data from the Federal Ministry of
Health for 2018 shows that most of the people in need of care who receive benefits or services
from statutory LTCI are in receipt of a care allowance; this applied to 48.3 % of all recipients
in 2018 (including combined benefits: 62.1 %).17° Conversely residential homes constitute the

168 Cravo Oliveira Hashiguchi, T. and Llena-Nozal, A., ‘The effectiveness of social protection for long-term care in old age.
Is social protection reducing the risk of poverty associated with care needs?’, OECD Health Working Paper No. 117, OECD,
2020. https://www.oecd-ilibrary.org/social-issues-migration-health/the-effectiveness-of-social-protection-for-long-term-
care-in-old-age_2592f06e-en

169 EU-SILC data 2016: ilc_ats_15.

170 Bundesministerium fiir Gesundheit, Leistungsempfanger der sozialen Pflegeversicherung im Jahresdurchschnitt nach
Leistungsarten (errechnet aus Leistungstagen), 2020b.
https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/3_Downloads/Statistiken/Pflegeversicherung/L eistungsem
pfaenger/06-L eistungsempfaenger-der-sozialen-PV-nach-L eistungsarten_2018.pdf
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most expensive form of care and account for about 31.4 % (2018) of total expenditure.}’* The
number of people in need of care living in residential homes is not rising as quickly as the
number of those receiving home care. The number of people living in residential homes has
even stagnated recently.'"?

Besides these core benefits, there are additional benefits provided under LTCI, for example:

e Holiday stand-ins/respite care: if the person who provides care at home goes on holiday or
is otherwise unable to provide care, people in need of care are entitled to a stand-in for a
maximum of six weeks a year.

e Part-time institutional day and night care: part-time residential care refers to care in a
facility that provides day or night care. The LTCI fund pays the costs of care, social support
and medical treatment.

e Short-term care: short-term care is provided in appropriate institutional facilities if the
people in need of care only need full-time residential care for a certain period of time,
notably to cope with crises in care at home or following a stay in hospital.

e Nursing aids (such as a special bed) and home conversion grants to accommodate the
nursing care needs.

e Nursing care courses for relatives (advice for informal caregivers).

e Case and care management (advice and counselling for persons in need of LTC and
informal carers)

With regard to benefits, there are no differences between statutory and private LTCI.

Apart from benefits for people in need of care themselves, the law also provides benefits for
close relatives who organise or provide LTC. In order to balance the demands of care and work
needs, employees are legally entitled, regardless of status, to reduce their working hours by at
least 15 hours for up to 24 months, including a maximum of six months’ time off work (or
below 15 hours per week). There is a guaranteed right of return from temporary part-time to
full-time work or the working hours before having taken the leave. Employees taking up this
scheme can claim a credit-financed benefit (interest-free loan) that has to be paid back in stages.
In addition, employees are entitled to short-term care leave of up to 10 working days without
prior notice. This right provides the opportunity to organise assistance and support when an
acute care situation involving a close relative arises. The loss of income is compensated by an
wage compensation benefit (caregiver allowance) amounting to 90 % of the lost earnings
(minus employee contributions to the statutory pension, LTC and unemployment insurance,
comparable to sickness benefit in the case of a child’s illness).

171 Bundesministerium fiir Gesundheit, Die Finanzentwicklung der sozialen Pflegeversicherung Ist-Ergebnisse ohne
Rechnungsabgrenzung, 2020c.
https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/3_Downloads/Statistiken/Pflegeversicherung/Finanzentwi
cklung/Finanzentwicklung-der-sozialen-Pflegeversicherung_2018.pdf

172 Increase of people living in residential nursing homes in 2017: 0.8 %, in 2018: 1.6 %, in 2019: 0.6 %, Federal Ministry of
Health of the Federal Republic of Germany.
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The entitlement to short-term absence from work is unlimited; it applies to every employee
irrespective of the size of company. However, the statutory right to the six months’ care leave
is limited to employees in companies with more than 15 employees. And the statutory right to
work part-time for up to 24 months applies only to employees in companies with more than 25
employees. Those entitled are spouses, partners in accordance with the cohabiting partnership
law or equivalent partnerships, siblings, parents, step-parents, grandparents, parents-in-law,
children, children-in-law, adopted or foster children, adopted or foster children of the spouse
or life partner, stepchildren, grandchildren, as well as brothers- and sisters-in-law.

Under certain conditions, people who provide informal'’® care to care-dependent people can
acquire a pension entitlement, if they care for one or more people insured in a statutory or
private long-term care insurance with care level 2 or higher. In this case, the long-term care
fund pays the pension contributions for the respective caregiver. These contributions are paid
as long as the caregiver cares for the care-dependent person and is therefore not limited in time.
As the care period is counted like periods of employment in the statutory pension insurance,
the care period can raise the caregiver’s pension as well as prolong the waiting period for the
entitlement to statutory pension (at least five years).

Supply of Services

On the supply side, the LTC market is dominated by private providers. In 2019, there were
15,380 residential homes and 14,688 home care providers (Statistisches Bundesamt,
Pflegestatistik, 2020). 43 % of all nursing homes were private, for-profit establishments, 53 %
private not-for-profit establishments and 5 % publicly owned and run. In the field of home care
(outpatient LTC services), as many as 67 % of providers were private, for-profit
establishments, 32 % private, not-for-profit establishments and 1 % were publicly owned and
run.* Around 422,000 (mostly qualified) people are employed in home care services, and
around 797,000 (also mostly qualified) people are employed in residential homes for older
people (Statistisches Bundesamt, 2019).

By the end of 2019, almost 3.31 million (80 %) of the approximately 4.1 million people in need
of LTC were cared for at home, 0.82 million (20 %) in nursing homes. Of the 3.31 million
people who received care at home, 2.12 million (64 %) were cared for by relatives and 0.98
million (30 %) were cared for jointly by relatives and outpatient care services (Statistisches
Bundesamt 2020). Thus, the large majority of people in need of care are still attended to, and
cared for, by their family members, mostly spouses, daughters and daughters-in-law, around
60 % of whom are employed.”

173 Informal care in this context means provision of care in a non-commercial way.

174 gtatistisches Bundesamt, Pflegestatistik. Pflege im Rahmen der Pflegeversicherung. Deutschlandergebnisse, Statistisches
Bundesamt, Wiesbaden, 2018. https://www.destatis.de/DE/Themen/Gesellschaft-
Umwelt/Gesundheit/Pflege/_inhalt.html#sprg229948

175 Geyer, J. and Schulz, E., “Who cares? Die Bedeutung der informellen Pflege durch Erwerbstitige in Deutschland’, DIW-
Wochenbericht 81(14), 2014, pp. 294-301.
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2 ASSESSMENT OF THE LTC CHALLENGES FACING THE
COUNTRY

2.1 Access and affordability

The criteria for determining the need for care, the provisions for assessment and the
introduction of five care grades, as outlined above (see Section 1.3), were part of a major reform
that came into force in 2017, replacing the previous restriction of eligibility to physical
disabilities (including the assessment of need in minutes per day). It extended eligibility
particularly to people suffering from dementia and thus represented a crucial improvement in
access to LTC. To that extent, legal entitlement to LTC benefits in Germany is quite
comprehensive.

Nevertheless, as noted above, LTCI covers only part of the costs of LTC. The amount received
varies depending on the degree of care and the type of benefit provided. The shortfall must be
paid privately by the person in need of care.!’® If regular income is not sufficient, the person in
need of care or their spouse must draw on savings or property (up to a defined limit).

The private share of LTC costs has increased since LTC insurance was established in 1995.
Between 1995 and 2008, LTCI benefits were not raised. Since 2008 the 8 30 SGB XI provides
for a review of the LTCI benefits with a view to price developments every three years. The
most recent review took place in 2020. As for 2017, the private costs of LTC were estimated
at EUR 11.2 billion (21.4 % of total expenditure on LTC, estimated at EUR 52.2 billion).
Accordingly statutory LTCI covered some 68.1 % and private LTCI 2.5 % of total LTCI
expenditure.t’’

The children of those in need of care can find themselves liable to pay considerable sums for
their parents’ care. Against this background, the ‘Relatives’ Burden Reducing Act’
(Angehorigenentlastungsgesetz) was adopted in 2019 which stipulates that only those children
or parents of those in need of care whose annual gross income exceeds EUR 100,000 shall be
obliged to cover the remaining costs of LTC. These provisions notwithstanding, LTCI still
covers only part of the costs of LTC and may impose very high costs on those in need of LTC,
particularly those in residential homes. It is one of the main challenges for LTC insurance to
abolish or to reduce these private shares considerably.

Initially, the introduction of LTC insurance considerably reduced the number of recipients
depending on social assistance grants to pay for their LTC. Since the system reform in 2017
their share is less than 10 % of all dependants; in 2018 less than 300,000 people received social
welfare grants for LTC.1"®

176 Due to the exemption of children or parents with an annual income of up to EUR 100,000/year and people, children are
hardly eligible for recourse under the Relief Society Act.

177 Rothgang, H. and Miiller, R., BARMER GEK Pflegereport 2019: Ambulantisierung der Pflege, Barmer, Berlin,
Wuppertal, 2019. https://www.barmer.de/blob/215396/a68d16384f26a09f598f05c9bedca76a/data/dl-barmer-pflegereport-
2019.pdf

178 Statistisches Bundesamt, Empfanger und Empfangerinnen von Leistungen nach dem 5. bis 9. Kapitel SGB XII —
Sozialhilfe im Laufe des Berichtsjahres (Anzahl und je 100.000 Einwohner). Gliederungsmerkmale: Jahre, Region,
Geschlecht, Ort der Hilfegewadhrung, Hilfeart, 2020b. www.gbe-bund.de
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2.2 Quality

The quality of LTC is a matter of major concern in Germany. The latest LTC quality report
submitted by the Medical Review Board of the National Association of Statutory Health
Insurance Funds (MDS) found that in 2016 many residential homes and domiciliary services
met the requirements of good care, but severe flaws continued to exist, e.g. the recording of
pain management and wound care in residential homes as well as intensive care (24 hour care
for people in most need) and care counselling in domiciliary care were inadequate (see for more
details: MDS, 2018). Though the provisions for eligibility and benefits in LTCI were
modernised (see Section 1.3), it remains to be seen how the new term ‘in need of care’ will be
implemented in practice.

The legal framework stipulates a broad range of requirements (e.g. for ensuring LTC quality,
an adequate LTC infrastructure or an adequate counselling for people in need of care and their
relatives) that have to be met when providing LTC. These requirements apply to home-based
care as well as to residential settings.

LTC providers are responsible for the quality of their services, including quality assurance and
improvement.t’® In order to assure quality, LTC providers are obliged to establish and fine-
tune an internal quality management system and to adopt expert standards. The associations of
LTC Funds, LTC providers and municipalities have to ensure that expert standards for LTC
will be established in order to assure and improve the quality of LTC. Expert standards
comprise guidelines on particular problems encountered in the provision of care (e.g. bedsore
prophylaxis). These standards are to be based on scientific knowledge and independent
expertise and are to be continuously updated in accordance with the current knowledge. Expert
standards give concrete form to the commonly accepted current knowledge in medicine and
care. 180

High-quality care requires adequate staffing. In this context, a project to develop and test a
valid, science-based procedure for the calculation of adequate staffing levels in LTC facilities
according to Section 113c of Social Code Book XI was completed on 30 June 2020. It
recommends a procedure to determine the specific staffing mix for (fully) residential LTC
facilities that takes into account the needs of all residents according to their care grades.
Nursing tasks are to be assigned to the care workers in correspondence to their qualifications
and competences. There are separate recommendations for the homecare sector (out-patient)
LTC services. Against this background, the Federal Ministry of Health has initiated a road map
process following the respective agreement of the Concerted Action for the Care Workforce
(see 2.3) and with the participation of the relevant actors. This road map depicts the time plan
and order of the necessary steps to implement the recommended procedure.

The Medical Services of the Statutory Health Insurance Fund and the corresponding service of
the private health insurance system are authorised and obliged to monitor whether the
accredited LTC providers meet the legal requirements for care quality.® Inspections of

179 Section 112 Social Code Book XI.
180 Section 113a para 1 Social Code Book XI.
181 Section 114a para 1 Social Code Book XI.
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accredited residential homes are to be carried out without prior warning if LTC providers do
not submit certain data on their organisations’ outcome quality as required by law. Experts
from the regulatory bodies are entitled to access LTC providers’ buildings and grounds at any
time (Section 114a Paragraph 2 Social Code Book XI). The associations of LTC funds have to
ensure that the Medical Review Board of the statutory health insurance system, the
corresponding private board or accredited experts check or audit LTC facilities at least once a
year. Audits or checks have to focus on outcome and process quality and may be extended to
aspects of structure quality.'8? All results of audits and checks are to be published in full on
online.

Strengthening informal care at home (by close relatives or volunteers) is one of the major
objectives of LTC policies, particularly as it is the wish of most people in need of care to stay
in their homes. In effect it is also an important factor to cope with the overall shortage of LTC
professionals. However, pursuing this objective raises the problem of how to ensure the quality
care provided by non-professionals. Consequently, there is concern about how to support
informal care-givers. Thus, since 2008, LTCI organisations have been obliged to offer free
LTC training courses for family members and unpaid carers. These courses aim to promote and
strengthen social engagement, facilitate care and reduce or prevent physical and mental stress.
These courses are also designed to teach the skills required for autonomous delivery of care.!8?
Recipients of LTC allowances (Pflegegeld), i.e. those people who receive care from informal
carers, are obliged to make use of regular counselling services regarding LTC.% These
counselling services have to be provided by accredited LTC organisations every six months
(care level 2 and 3) or quarterly (care level 4 and 5). Counselling is intended to help ensure the
safety of people in need of care and the quality of care. Those involved in the self-
administration of LTC have to agree recommendations on counselling standards and on the
qualifications required of counsellors.!® In addition, insured people in receipt of long-term
care insurance benefits are legally entitled to receive general care counselling from the long-
term care insurance fund or the private insurance company that provides the private compulsory
long-term care insurance.'® Qualified care consultants determine the specific need for help,
provide comprehensive advice on the available offers and support the care situation, and, if
necessary and on request, they can also draw up a personal care plan. In this context, care
support bases (Pflegestutzpunkte) offering advice and support are being set up to provide
relevant information, application forms and practical assistance.®’

Moreover, in 2017, a major reform of care training for LTC professionals
(Pflegeberufereformgesetz) was undertaken in order to modernise training and thereby make it

182 Section 114a para 2 Social Code Book XI.

183 Section 45 para 1 Social Code Book XI.

184 Section 37 para 3 Social Code Book XI.

185 Section 37 para 5 Social Code Book XI.

186 Section 7a Social Code Book XI. The same applies to insured people who are not in receipt of long-term care insurance
benefits but have applied for them and clearly are in need of help and counselling. Caregiving relatives and other people ,
such as volunteer carers, are also entitled to care counselling; this requires the consent of the person with care needs.

187 These are being set up by the health insurance and long-term care insurance funds on the initiative of a federal state. As
of 2017, the role of the municipalities for setting up care support bases was strengthened.
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more attractive. The reform of care training is underpinned by a specific funding system, which
ensures adequate funding of training measures and remuneration of trainees.

A shortage of care professionals and poor working conditions at some of the care providers are
thought to be relevant factors where quality shortcomings occur. High-quality care requires
adequate staffing, in both quantitative and qualitative terms, but meeting the high demand of
qualified carers for older people has been a challenge for many years. Consequently, the
Federal Government is attempting to increase the attractiveness of LTC for employees (see
Section 2.3).

There are some economic incentives that reward LTC providers for extra quality-related
efforts. 8 Service providers who fail to meet legal obligations for quality assurance run the risk
that LTC funds may terminate the contract for service provision.'® If recipients of care
allowances do not make use of LTC counselling, LTC funds are entitled to cut the allowance
accordingly.

2.3 Employment (workforce and informal carers)

In 2016, the number of LTC workers was 5.1 per 100 of population aged 65 and more (OECD-
28 average: 4.9 %), 86.8 % of them were women (Eurostat, 2019). 49.1 % of LTC workers
worked part-time. In 2017, the proportion of women among informal daily carers aged 50 and
over amounted to 17.0 % (OECD-18: 13.5 %), the proportion of informal carers providing
more than 20 hours care per week 15.0 %. Only 6 % of paid LTC staff had a high-level
education (OECD-20 average: 21 %), 80 % a medium-level and 14 % a low-level education.®

According to German official statistics, around 1.218 million people were employed in LTC in
2019.%° More than two thirds of the employees (around 84 % women) work part-time.*%
Nevertheless, LTC is characterised by a pronounced lack of LTC professionals. The shortage
of LTC staff is generally a major concern for LTC provision in Germany as the number of
people in need of LTC increases faster than the number of people employed in LTC. In the
second interim report of the project ‘Development of a scientifically based procedure for the
uniform assessment of personnel requirements in nursing homes according to qualitative and
quantitative standards in accordance with 8§ 113c SGB XI’ [‘Entwicklung eines
wissenschaftlich fundierten Verfahrens zur einheitlichen Bemessung des Personalbedarfs in
Pflegeeinrichtungen nach qualitativen und quantitativen Maf3stdben gemall § 113c SGB XI
(PeBeM)’], Rothgang et. al. calculated that by 2030 the additional personnel requirements will
equate to approximately 186,000 full-time equivalents.'® The main reasons for the shortage of

188 Nursing homes that achieve the downgrading of a person in need of care due to their own activities or rehabilitative
measures can e.g. receive a bonus payment of EUR [1-9],[1-9]52 from the long-term care insurance fund. The amount must
be repaid to the care fund if the person in need of care is again in need of care or is classified in a higher degree of care
within six months.

189 Section 74 Social Code Book XI.

190 OECD, Health at a Glance 2019: OECD Indicators, OECD Publishing, Paris, 2019, p. 235.
https://doi.org/10.1787/4dd50c09-en

191 Statistisches Bundesamt, Pflegestatistik 2020.

192 |dem

193 Rothgang et al., Zweiter Zwischenbericht des Projekts ‘Entwicklung eines wissenschafilich fundierten Verfahrens zur
einheitlichen Bemessung des Personalbedarfs in Pflegeeinrichtungen nach qualitativen und quantitativen MaRstaben geman
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LTC professionals are poor working conditions at some care providers and a comparatively
low average wage. However, the working conditions and shortages vary considerably between
regions and municipalities and, according to projections, they will continue to do so in the
decades ahead (Rothgang et al., 2012), mainly due to regional differences in economic
development and internal migration. In addition to the increase in the need of LTC due to
demographic change, social change, i.e. the individualisation of lifestyles, the increase in
female employment, increasing geographical mobility and the declining importance of social
networks, is a challenge to the society’s potential for providing informal care. The recruitment
of a sufficient number of nursing staff is therefore one of the Federal Ministry of Health’s most
important objectives.

To address these challenges, in 2018 the Federal Ministry of Health in a joint action with the
Federal Ministry for Family Affairs, Senior Citizens, Women and Youth and the Federal
Ministry of Labour and Social Affairs initiated the Concerted Action for the Care Workforce
(Konzertierte Aktion Pflege), bringing together the relevant actors for hospital and long-term
care. In 2019, numerous measures were undertaken to improve working and training conditions
in the care sector. Five working groups adopted comprehensive measures covering training,
personnel management, occupational health and safety and health promotion, innovative care
approaches and digitalisation, the recruitment of nursing staff from abroad and remuneration
conditions in the care sector. A report on the status of implementation of the measures of the
Concerted Action for the Care Workforce has been published in 2020.1%

Beyond that, following the Care Staff Strengthening Act (Pflegepersonal-Starkungsgesetz)
which came into effect on 1 January 2019, up to 13,000 additional posts were created in
residential LTC facilities and will be financed by the Statutory Health Insurance (SHI) fund.
Moreover, healthcare funds have been obliged to fund workplace health promotion for care
workers. The Care Wages Improvement Act (Pflegeléhneverbesserungsgesetz) of 2019 created
a legal basis to improve wage conditions for care workers. As a consequence, minimum wages
for qualified care workers have been introduced and the minimum wage for nursing assistance
staff were raised (and previously existing regional differences were aligned). Apart from that,
the training for LTC professionals has been modernised in order to make it more attractive (see
Section 2.2).

Additionally, the Federal Government has intensified its attempts to recruit LTC professionals
abroad, mainly from Central and Eastern European and Asian countries. In 2019, agreements
on the recruitment of LTC professionals have been reached with Mexico, the Philippines and
Kosovo. Moreover, a German Agency for Health and Care Professionals (Deutsche
Fachkréafteagentur fir Gesundheits- und Pflegeberufe) has been set up to support LTC facilities
in recruiting LTC staff. In order to facilitate reconciling care and work needs, employees are
legally entitled, regardless of status, to reduce their working hours to some extent (see Section
1.3).

8§ 113c SGB XI (PeBeM), Bremen, 2020, p. 328. https://www.gs-gsa-pflege.de/wp-content/uploads/2020/02/2.-
Zwischenbericht-Personalbemessung- %C2 %A7-113c-SGB-XI.pdf

194 https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/5_Publikationen/Pflege/Berichte/2020-12-
09 Umsetzungsbericht KAP_barrierefrei.pdf
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In summary, the Federal Government is pursuing numerous initiatives in this area, many of
which are moving in the right direction. Nevertheless, it is doubtful whether they will be
sufficient to tackle the shortage of LTC professionals. What is needed is far-reaching
improvements in working conditions and a very substantial increase in salaries. The Federal
Government has addressed challenges through the Concerted Action for the Care Workforce
(see above). Recruitment attempts abroad will be able to make at most a small contribution to
solving the problem, quite apart from the fact that they are transferring staffing problems to the
countries where workers come from. Nevertheless, as mentioned above (see Section 1.4), the
majority of people in need of care are cared for by informal carers, mostly female family
members.

German LTCI offers a variety of help and benefits for informal carers. In addition to financial
support (nursing allowance), social security coverage, and options for stand-in care (if the
family caregivers fall sick or are on holiday), LTCI and are legally obliged to provide training
courses for family caregivers. In addition, counselling consultation visits are provided in the
home of those in receipt of the nursing allowance. People needing care who 