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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-

! 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.
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27 population. The old-age dependency ratio is expected to increase by 51.9 % by 2050%.
However, this increase 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

4 Eurostat data: proj_19ndbi.

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

¢ Devos, C. et al., 2019.

7 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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disabilities), is another responsibility transferred to federated entities. The public contribution
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 Viaamse 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.

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

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

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

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

14 https://brusano.brussels/
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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.

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 fiir ein Selbstbestimmtes

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

16 Vlaanderen, 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.
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Leben in the German speaking community. These in-cash benefit aims provide beneficiaries

some freedom to choose their mode of care and assistance'®.

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%°. 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%*. 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

19 Vlaanderen, Zorgbudget Voor Quderen - Vliaamse Sociale Bescherming.
https://www.vlaamsesocialebescherming.be/zorgbudget-voor-ouderen-met-een-zorgnood (accessed 26 April 2020)

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

2! Vandemeulebroucke, 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.

23 Vanderbecq, P., Analyse Des Prix: Rapport Annuel 2018 de linstitut Des Comptes Nationaux, Brussels, Belgium, 2018.
24 Van Den Bosch K. et al., 2011.

www.parlament.gv.at



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 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

25 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)
26 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 Tdem.

31 Idem.
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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 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**. 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 20193%. It includes standards for day care facilities, nursing homes and other

32 Idem.

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

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

35 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)

3 AVIQ, Réglementation Applicable a I’hébergement et a I’accueil Des Ainés En Wallonie.
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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 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*.
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)*.

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

3 Wallonie, Réforme Du Secteur Des Maisons de Repos, 2019.

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

4IOECD, ‘Who Cares? Attracting and Retaining Care Workers for the Elderly’, OECD Health Policy Studies, OECD
Publishing, Paris, 2020. https://doi.org/10.1787/92¢c0ef68-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.

# 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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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 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

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.

47 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.

31 Mistiaen P. et al., Organisation Des Soins de Santé Mentale Pour Les Adultes En Belgique — Synthése, 2019.
www.kce.fgov.be (accessed 10 April 2020)
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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).

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.

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

33 Gerkens, S., The Health Systems and Policy Monitor, http://www.hspm.org/countries/belgium25062012/countrypage.aspx.
34 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.

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

36 Gerkens and Rondia, COVID-19 Health System Responses - Belgium, 2020.
37 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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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.
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

. Most
5.1. Demographics 2008 2030 2050
recent
Population (in millions), 2019 10.7 11.5 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 1.5 1.7
Men 0.8 1.0 1.2 1.4
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
géfiegexpectancy at the age of 65 (in years), Women 21 3% 1] 232 25 1
Men 17.6* 18.9 19.9 21.8
Total 10.0%* 11.1
Healthy life years at the age of 65, 2018 Women 9.7% 11.4
Men 10.4%* 10.8
*data for 2010
. Most
5.2. People in need of LTC 2014 Fecent 2030 2050
Number of potential dependants (in thousands), 2019 992.2 1,086.3 1,226.6
] i Total 479.9 591.3 767.0
Number of potential dependants 65+ (in Women 306.1 3705 480.0
thousands), 2019
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* 36.0 299
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
Most
5.3. Access to LTC 2014 2030 2050
recent
Share of population 65+ receiving care in an institution (%),
6.2 6.1 8.1
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 353 348 376
(%), 2019
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 ih Total 24.7 25.1
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 285 292
Men 19.4 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 53
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 2030 2050
recent
Number of LTC workers per 100 individuals ~ Total 4.6 4.8
65+,2016* % Women 93.6
) o Total 11.6
Share of population providing informal care Women 13.0
(%), 2016
Men 10.1
sh i | . N Total 15.0
are of informal carers providing more than
20h care per week, 2016 Women 15.7
Men 14.1
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- : 5 -
Public spending on LTC as % of GDP (reference scenario), 21 22 25 37
2019
Public spending on LTC as % of GDP (risk scenario), 2019 2.1 2.2 2.7 4.4
: : TP o :
Publlcl spending on institutional care as % of total LTC public 609 625 633 675
spending, 2019
: : o .
Publlg spending on home care as % of total LTC public 391 268 26.6 246
spending, 2019
: : o .
Publlc. spending on cash benefits as % of total LTC public 0.0 10.7 102 79
spending, 2019
Government and compulsory contributory financing schemes 21 21
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes ) i
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

e 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 65+ 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.

e 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.

e 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.

e 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.

17

www.parlament.gv.at




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 65+ 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 75+ 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 65+, 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+ 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

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

3% Information by The National Statistical Institute in Bulgaria, period 2016 —2018I.
https://www.nsi.bg/sites/default/files/files/pressreleases/LifeExpectancy 2016-2018 en WU64BBF.pdf.

% There is no available data specifically for dependents aged 65+ in the background statistics produced centrally by the
Commission.
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and 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.

1 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.®? 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

92 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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basis of an application-declaration submitted by the person in need or by a person authorised
by them 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.%

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+ 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.

63 https://asp.government.bg/bg/za-agentsiyata/misiya-i-tseli/otcheti-i-dokladi
% 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 (65+).

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

% 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.

%7Social Assistance Agency, Annual activity report for 2019, (in Bulgarian) http://asp.government.bg/bg/za-
agentsiyata/misiya-i-tseli/otcheti-i-dokladi.

%8 https://ec.europa.eu/social/main.jsp?catld=1103 and intPageld=4440 and langld=en

22

www.parlament.gv.at



do not 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 65+ receiving care in an institution, as
of 2019, was 0.5 % and the share of the population 65+ receiving care at home was 0.6 %.
However, the share of the population 65+ receiving LTC cash benefits in 2019 was 3.1 %.
The share of the population 65+ 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 2016.7* 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.

% 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.

70 Ludmila Mincheva and Galina Kanazireva, The long-term care system for the elderly in Bulgaria. http://www.ancien-
longtermcare.eu/sites/default/files/ENEPRI %20RR %20no %2071 %20 _Ancien_ %20Bulgaria.pdf, 2010.

"I EU-SILC data 2016: ils_ats15.

2 Idem.

3 Idem.
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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.

4 An implementing act is under preparation that will affect the payment of fees.
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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 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

75 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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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 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+, 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.”

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

77 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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their practical skills in accordance with 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.%

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 ¢ 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).

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

7 European Commission and Economic Policy Committee, The 2021 Ageing Report — Economic and budgetary projections
for the 27 EU Member States (2019-2070), 2021.
80 Idem
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the period 2018-2021, adopted in January 2018%2. 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 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

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/deinstitucionalizaciq %20na %20grijata %20z
a %20vuzrastni %20hora %20i %20hora %20s %20uvrejdaniq/Plan_LTC.pdf.
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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://benl.org/en/news/did-
you-read-the-new-social-services-act-.html.

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

86European 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

5.1. Demographics 2008 Most 2030 2050
recent
Population (in millions), 2019 7.5 7.0 6.5 5.7
Old-age dependency ratio, 2019 25.8 332 39.0 55.0
Total 1.3 1.5 1.6 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 21.3 243 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
Number of potential dependants 65+ (in Women 104.0 1147 1258
thousands), 2019
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 10.8 113 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
M
5.3. Access to LTC 2014 ost 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 3.1 33 34
. - PRI
;galu; of potential dependants 65+ receiving formal LTC in-kind (%), 102 102 102
1 v 0,
ggl';lr; of potential dependants 65+ receiving LTC cash benefits (%), 287 289 291
Share of population 65+ in need of LTC** witha  Lotal 75.2 67.5
lack of assistance in personal care or household Women 77.9 69.4
activities (%), 2019* Men 69.8 63.4
sh . lation 65+ wh ih Total 7.4 4.4
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 7.8 >
Men 6.7 34
Share of households in need of LTC not using professional homecare 65.1
services for financial reasons (%), 2016* '
Share of households in need of LTC 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+, /0 a
2016* °
Women 87.7
) o . Total 6.1
§(})1211r6e of population providing informal care (%), Women 6.9
Men 53
) » Total 36.6
Share of informal carers providing more than 20h Women 432
care per week, 2016
Men 272
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- : 5 -
g(l)ﬂlagc spending on LTC as % of GDP (reference scenario), 0.4 03 03 04
Public spending on LTC as % of GDP (risk scenario), 2019 0.4 0.3 0.4 0.8
: : TP o :
Publlc. spending on institutional care as % of total LTC public 313 276 237 259
spending, 2019
- - o .
Pubhc. spending on home care as % of total LTC public 63.8 466 446 439
spending, 2019
: : o .
Publlg spending on cash benefits as % of total LTC public 00 308 317 309
spending, 2019
Government and compulsory contributory financing schemes 00 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, 00 0.0

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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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.

e 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.%8 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
the share of the population aged 75+ suggest a parallel development in the Czech Republic
and in the EU as a whole. The share of the population aged 65+ 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+ will grow relatively faster and will almost double
between 2019 (7.7 %) and 2050 (14.5 %). The age structure in regions follows a similar

8 All data used in the text come from Section 5 ‘Background statistics’ 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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pattern (CZSO, 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+ 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 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+ 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+ 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

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.

2 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), Néarodni program piipravy 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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legislation 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

94 European Commission, Joint Report on Health Care and Long-Term Care Systems and Fiscal Sustainability, Country
Documents — 2019 Update, 2019. https://bit.ly/36 MR897
95 Act No 108/2006 Coll., https:/bit.ly/3eB3800
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health condition, are dependent on another person’s assistance when dealing with basic living
needs. 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)%. The share of the population aged 65+ 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 the previous section 1.3 are intended to form a

% Low-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.

7 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), Ndrodni 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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significant source of funding these services. The share of the population aged 65+ 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

% Week-care centre [tydenni stacionaf] 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 neformdlni 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.
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are overall roughly 100,000 employees in the social services sector'®*. Official MLSA
statistics 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’!% 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.

1105

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)'%,
‘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

103 Chvélova, J. Platy a pocty zaméstnancii v socidlnich sluzbach v letech 2014 az 2016 [Salaries and Number of Employees
in Social Services in 2014-2016], 2017. https://bit.ly/2M{BR71

104 MLSA (Ministry of Labour and Social Affairs CR), Statistickd rocenka z oblasti prdace a socialnich 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/3gCXr]Y

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

199 Horecky, J., Prisa, L., Soucasnd struktura sluzeb dlouhodobé péce a prognéza potiebnosti socidlnich sluzeb 20192050,
2019, p. 13. [Current structure of LTC services and a prognosis of the need for social services 2019-2050].
https://bit.ly/2Mk3Dij4

39

www.parlament.gv.at



both insufficient and late (ibid). There is no realistic central plan of building up additional
social services capacities for the older people.

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 body 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

110 Quality assurance processes do not exist in informal care.

1T Act No 372/2011 Coll. on health services and conditions for their provision (o zdravotnich sluzbdach a podminkdch 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
the section 2.4.

114 No 108/2006 Coll which entered into force 1 August 2016.
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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
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+ (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+ (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

115 Kubaléikova, 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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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 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)''6,

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.''7 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)!!8,
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+, in the Czech Republic in April 2020.'2° Education of informal carers

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

17 Own calculations based on data from the MLSA (Ministry of Labour and Social Affairs CR), Informacni systém o
prumérném vydelku - 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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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 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)'% 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+ 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 European 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, I., Analyza socidlnich a zdravomich 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 nakladii piispévku na péci v navaznosti na stdrnuti 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

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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(MLSA, 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 P$enic¢ka'?’, 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
1s 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), Vidda spinila slib. Platy v socialnich sluzbdach vzrostou téméi o
ctvrtinu [ 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 diichodcii jako memento. Skonéi Gstavni 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. It is important 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

. Most
5.1. Demographics 2008 2030 2050
recent
Population (in millions), 2019 10.3 10.6 10.8 10.5
Old-age dependency ratio, 2019 20.6 30.4 352 49.8
Total 1.5 2.1 24 3.0
Population 65+ (in millions), 2019 Women 0.9 1.2 1.4 1.6
Men 0.6 0.9 1.0 1.4
Share of 65+ in population (%), 2019 14.6 19.6 22.0 28.2
Share of 75+ in population (%), 2019 6.6 7.7 11.4 14.5
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
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 706.7 806.7 861.2
) ) Total 368.0 460.2 579.3
Number of potential dependants 65+ (in Women 2308 2865 347 1
thousands), 2019
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
Most
5.3. Access to LTC 2014 2030 2050
recent
Share of population 65+ receiving care in an institution (%), 42 43 59
2019
Share of population 65+ receiving care at home (%), 2019 4.5 53 5.6
Share of population 65+ receiving LTC cash benefits (%) 2019 12.0 14.2 15.1
Share of potential dependants 65+ receiving formal LTC in-
kind (%), 2019 494 52.4 55.8
Share of potential dependants 65+ receiving LTC cash benefits 690 734 7738
(%), 2019
Share of population 65+ in need of LTC** witha 10tal 48.3 38.0
lack of assistance in personal care or household Women 51.1 38.8
activities (%), 2019* Men 429 36.6
sh . ation 654 wh ih Total 8.2 5.8
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women o1 6.8
Men 7.1 43
Share of households in need of LTC not using professional 16.1
homecare services for financial reasons (%), 2016* ’
Share of households in need of LTC not using 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
Most
54.LTC Workforce 2011 2030 2050
recent
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Total 2.3 23
Number of LTC workers per 100 individuals 65+, 0/0 a
2016* °
Women 940
) o . Total 4.6
%121“66: of population providing informal care (%), Women 62
Men 2.9
) o Total 333
Share of informal carers providing more than 20h Women 335
care per week, 2016
Men 33.0
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- - 5 -
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 1.5 2.0 2.9
- - TP o -
Publlcl spending on institutional care as % of total LTC public 301 570 564 563
spending, 2019
: : o .
Publlg spending on home care as % of total LTC public 6.8 15.4 16,5 17.8
spending, 2019
: : o .
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 00

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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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.'?8

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+ 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 to 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 celdreboliger) 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.

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.
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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.'*! 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
assistance. Finally, relatives to LTC claimants may receive social security while caring for

131 Carers in Denmark, Pdrarende i Danmark — trivsel for alle i familien (Relatives in Denmark — wellbeing for all in the
family), Copenhagen, 2018. www.danskeparerende.dk (accessed 15 April 2020)
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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.

132 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. www.statistikbanken.dk (accessed 15 April 2020)

134 Danmarks Statistik, Hojere pensionsalder pévirker boligstotten [Higher pension age influence the housing support], Nyt
fra Danmarks Statistik, Copenhagen, Statistics Denmark, 2020b. www.dst.dk (accessed 15 April 2020)

53

www.parlament.gv.at



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.!* 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.'3¢
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 AED06. 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 %.!3® 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 Faneg and Lase 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 (zilsyn) 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 (ZLldretilsynet), 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

141 Styrelsen for Patientsikkerhed, Méalepunkter til Aldretilsynet 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, £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.
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about a decision the municipality must review the decision and if the municipality does not
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.'*’

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 pd 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 (aflosning) 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 (£ldresagen) 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 heender i celdre- og sundhedssektoren: En handlingsplan for oget rekruttering i
kommunerne [More hands in the elderly and health sector: An action plan], Association of Municipalities, Copenhagen,
2019.

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.!>!

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

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

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

151 Kjeer, 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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different LTC 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, Overvdgning 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 HealthAuthority’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.!5 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.!>

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

154 www.aeldresagen.dk

155 IKAS, 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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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
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.'>°

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 (socioskonomisk investeringsmodel,
S@OM), which can help municipalities and other actors assess the economic returns on social

156 Sundheds- og Aldreministeriet, Veerdighed i celdreplejen: 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/da/tilsyn/aeldretilsynet/ (accessed 23 September 2020)
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investment measures for people of working age. In 2018, work on the SOM is aimed at
extending it to children and young people. One possibility is to extend the SOM further to
also include 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

5.1. Demographics 2008 Most 2030 2050
recent
Population (in millions), 2019 5.5 5.8 6.0 6.1
Old-age dependency ratio, 2019 23.6 30.6 373 43.4
Total 0.9 1.1 1.4 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* 21.0 222 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 rlzlc(;itt 2030 2050
Number of potential dependants (in thousands), 2019 378.5 427.6 465.2
) ) Total 141.2 192.3 240.4
12\1(;111191ber of potential dependants 65+ (in thousands), Women 0.5 108.5 137.7
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 123 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
5.3. Access to LTC 2014 Most 2030 2050
recent
ggzllge 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
Share of potential dependants 65+ receivin in-
kind (% )f’201 0 P g formal LTC in 153.1 159.6 173.5
Share of potential dependants 65+ receiving LTC cash benefits 0.0 00 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 654 wh ih Total 14.2 13.5
cervios  he past 12 months (¢4, 2019+ Yomen 174 150
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%* °
Women 047
) o . Total 152
§(})1211r6e of population providing informal care (%), Women 17.4
Men 12.9
) » Total 8.1
Share of informal carers providing more than 20h Women 90
care per week, 2016
Men 6.9
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- : 5 -
g(l)ﬂlagc spending on LTC as % of GDP (reference scenario), 24 35 46 62
Public spending on LTC as % of GDP (risk scenario), 2019 2.4 3.5 4.7 6.6
: : TP o :
Publlc. spending on institutional care as % of total LTC public 3.6 62.0 622 633
spending, 2019
- - o .
Pubhc. spending on home care as % of total LTC public 510 380 3738 36.7
spending, 2019
: : o .
Publlg spending on cash benefits as % of total LTC public 54 0.0 0.0 0.0
spending, 2019
Government and compulsory contributory financing schemes 23 23
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes 02 11
as % of GDP, LTC Social, 2018* ’ ’
Household out-of-pocket payment as % of GDP, LTC Health, 02 0.2

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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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+ (share
of total population) is predicted to rise to 21.2 million in 2030 (25.4 % of the population) and

158 Eurostat, 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 All data used in the text come from Section 5 ‘Background Statistics’ unless explicitly stated otherwise.
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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.'!

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.'? 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 2050'3.

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. By the end of 2018, 72.75 million people (around 89 % of

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

161 Statistisches Bundesamt, Bevilkerung im Wandel. Annahmen und Ergebnisse der 14. koordinierten
Bevilkerungsvorausberechnung, Wiesbaden: 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 Einfiihrung, 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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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).'% 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 Ldnder, 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 Ldnder and local authorities are responsible for providing an
adequate LTC infrastructure'®’.

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

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), Triger, 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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people in need of 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.!*8 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 %).!%’ 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 %).!"° Conversely residential homes
constitute the most expensive form of care and account for about 31.4 % (2018) of total

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, Leistungsempfiinger der sozialen Pflegeversicherung im Jahresdurchschnitt nach
Leistungsarten (errechnet aus Leistungstagen), 2020b.

https://www.bundesgesundheitsministerium.de/fileadmin/Dateien/3_Downloads/Statistiken/Pflegeversicherung/Leistungsem
pfaenger/06-Leistungsempfaenger-der-sozialen-PV-nach-Leistungsarten 2018.pdf.
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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 (ase 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 LTCIL.

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).

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

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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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 Statistisches 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 § 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.'”’

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

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/a68d16384f26a09f598f05c9bedca7ba/data/dl-barmer-pflegereport-

2019.pdf
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their share is less than 10 % of all dependants; in 2018 less than 300,000 people received
social welfare grants for LTC!"8,

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!”®. 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'®’.

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 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

178 Statistisches Bundesamt, Empfiinger und Empfiingerinnen 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 Hilfegewdhrung, Hilfeart, 2020b. www.gbe-bund.de

179 Section 112 Social Code Book XI.

180 Section 113a para 1 Social Code Book XI.
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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
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 para 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'®?. 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'®®. 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 3¢, 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 (Pflegestiitzpunkte) offering advice and

181 Section 114a para 1 Social Code Book XI.

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.
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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 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.!®® 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'*2.
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

187 These are being set up by the health insurance and long-term care insurance funds on the initiative of a federal state. As
0f 2017, the role of the municipalities for setting up care support bases was strengthened.

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.

19 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 Idem
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quantitative standards in accordance with § 113¢c SGB XI' [‘Entwicklung eines
wissenschaftlich fundierten Verfahrens zur einheitlichen Bemessung des Personalbedarfs in
Pflegeeinrichtungen nach qualitativen und quantitativen Maf3stiben gemdfs § 113c¢ SGB XI
(PeBeM)’], Rothgang et. al. calculated that by 2030 the additional personnel requirements
will equate to approximate 186,000 full-time equivalents'®®. The main reasons for the
shortage of 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.!

Beyond that, following the Care Staff Strengthening Act (Pflegepersonal-Stirkungsgesetz)
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 (Pflegelohneverbesserungsgesetz) 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

193 Rothgang et al., Zweiter Zwischenbericht des Projekts ‘Entwicklung eines wissenschafilich fundierten Verfahrens zur
einheitlichen Bemessung des Personalbedarfs in Pflegeeinrichtungen nach qualitativen und quantitativen Mafsstiben gemdf3
§ 113¢ SGB XI (PeBeM), Bremen, 2020, p. 328. https://www.gs-gsa-pflege.de/wp-content/uploads/2020/02/2.-
Zwischenbericht-Personalbemessung- %C2 %A7-113¢c-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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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 Fachkrdfteagentur fiir 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).

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 are being cared
for at home are entitled to receive a relief amount of up to EUR 125 per month (in total EUR
1500 per year) which can also be used to obtain everyday support services (which must be
recognised by the responsible state authority in accordance with the relevant state law).

2.4 Financial sustainability

In 2019, public spending on LTC amounted to 1.6 % of GDP. In the light of demographic
change and growing need, as well, the European Commission expects public spending on
LTC to grow to 1.7 % by 2030 and to 1.9 % by 2050 (reference scenario).'”> According to the
risk scenario, based on unfavourable assumptions, it might even increase up to 1.9 % by 2030
and to 2.8 % by 2050. Over this period, the share of public spending on residential care and
of home care are expected to slightly increase from 35.7 % to 37.0 % (2030) and 39.3 %
(2050) and from 23.5 % to 23.6 % (2030) and 24.1 % (2050) of total LTC public spending
respectively, while the share of cash benefits is expected to decrease from 40.8 % to 39.4 %
(2030) and 36.5 % (2050)"%.

According to most recent German statistics, total expenditure on statutory LTCI amounted to
EUR 41.3 billion in 2018'7. There are no tax-financed federal subsidies in the statutory

195 European Commission, ‘The 2018 Ageing Report’, Institutional Paper 079, Publications Office of the European Union,
Luxembourg, 2018. https://ec.curopa.eu/info/sites/info/files/economy-finance/ip079_en.pdf

1962021 Ageing Report.

197 Bundesministerium fiir Gesundheit, 2020c.
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LTCI. Expenditure on social assistance grants for LTC totalled 4.0 billion'®. Statutory LTCI
expenditure has increased steadily in recent years, significantly in 2017, due to the
considerable extension of benefits. The LTCI contribution rate rose between 1995 and 2020
from 1.7 % to 3.05 % (3.30 % for the childless) of gross pay. All involved assume that
contributions to LTCI will continue to rise in the coming decades. For the years 2020 and
2021 the so-called ‘Sozialgarantie 2021’ will prevent an increase of all social contributions to
an amount of over 40 % of an employee’s salary. The most important drivers of this
development are the growing number of people in need of LTC, the relative or absolute
decline in the number of people in employment and the threat of a reduction in informal LTC
with a simultaneous increase in the number of people cared for in residential homes. In
Germany, the willingness to provide informal care is well below the EU-27 average'®’
expected to decline further. This is due not only to social change, but also to the decline in the
number of ‘young olds’ aged between 60 and 75 with a simultaneous sharp increase in the
number of people aged 80 and over from 2030 onwards??’. Thus, the share of expenditure for
LTC in residential homes and for benefits in kind is expected to increase in the decades
ahead. However, good macroeconomic performance can help to alleviate the pressure on
contribution rates, as was the case over the past decade.

and is

The favourable macroeconomic conditions in Germany have had a positive impact on the
evolution of contribution revenues. Due to the new legislation coming into force (see above),
2017 saw an extraordinary increase in expenditure to EUR 35.54 billion®°!.

Recent legislation, in so far as it is intended to contain costs, has sought to facilitate the
provision of informal care and offer incentives for providers. However, as there are no
reporting requirements for short-term absences from work or for work releases under the
Caregiver Leave Act and the Family Caregiver Leave Act, there are no official figures
available on the extent to which these are actually taken up. In 2017, the terms ‘caregiver
leave’ and ‘family caregiver leave’ were included for the first time in the micro-census
questionnaire. After assessing the results, the Federal Statistical Office estimates the total
number of people who took caregiver leave or family caregiver leave in 2018 at
approximately 80,000. Take-up of caregiver allowance for short-term absence from work
amounts to between 9000 and 13,000 recipients per year. Looking at take up of financial
support for employees in the form of interest-free loans, figures show that the take-up was far
below the expectations set out in the draft legislation.

Achieving financial sustainability is linked with another characteristic of the German LTCI
system, namely the divide between statutory and private LTCI. The dual LTCI system allows
people with, on average, higher incomes and lower health risks (with demand for LTC
occurring usually later in life) not to contribute to the collective financing of statutory LTCI.
A unitary people’s LTCI would reduce contribution rates for employers and employees,

198 Statistisches Bundesamt, 2020a.

199 Eurostat, 2019, p. 153.

200 Statistisches Bundesamt, 2019.

201 Bundesministerium fiir Gesundheit, 2020c.
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particularly if it went hand in hand with the raising or even the abolition of the LTCI income
threshold for contribution assessment.?

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

The right to benefits under LTC insurance applies regardless of the age of the person
concerned. Thus children eligible for LTC are in principle subject to the same legal
provisions as older people. In addition to home care, they can be accommodated in inpatient
homes for people with disabilities, run by the Disability Assistance Association. Infants up to
the age of 18 months are generally classified one care level higher. When the medical review
board assesses the need of these children, it is often difficult to distinguish them from the
expenses that would also be incurred in the care of a child without disabilities. In addition, it
is not always easy to clarify which cost units are responsible in each case. Challenges relate
in particular to reducing the burden on parents trying to care for their children at home and
defining more clearly the responsibilities for financial support.

3 REFORM OBJECTIVES AND TRENDS

In recent years, the legislature has introduced numerous reforms and initiatives to further
improve long-term care infrastructure and provisions of long-term care insurance.

Access and affordability

e With effect from 2017, the legal entitlement to LTC benefits and the categories of people
entitled to LTC benefits have been extended considerably and the assessment of need
changed extensively. This reform, the Second Care Strengthening Act (Zweites
Pflegestirkungsgesetz) adopted in 2015, has improved access to care particularly for
people suffering from dementia.

e With effect from 2020, the  ‘Relatives’ Burden  Reducing  Act’
(Angehorigenentlastungsgesetz), adopted in 2019, exempted the children of people in
need of care from the obligation to cover the remaining costs of care, provided they earn
less than EUR 100,000.

Quality

e Since 2008, the Review Boards of statutory and private LTC have gradually been given
stronger powers to monitor accredited LTC providers’ compliance with the legal
requirements for care quality, including inspections of accredited residential homes
without prior warning.

202 Rothgang, H. and Domhoff, D., Beitragssatzeffekte und Verteilungswirkungen der Einfiihrung einer ‘Solidarischen
Gesundheits- und Pflegeversicherung’, Universitat Bremen, Bremen, 2017.
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The Care Professions Reform Act (Pflegeberufegesetz), adopted in 2017, aimed at
modernising care training including training for LTC professionals in order to improve
LTC quality and make LTC more attractive.

Employment

Several measures have been introduced with the aim of raising pay in LTC. For example,
more home care service providers are to be made subject to collective agreements,
stipulated by the Care Staff Strengthening Act (Pflegepersonal-Stirkungsgesetz) in
2018.

Adopted by the Care Staff Strengthening Act (Pflegepersonal-Stirkungsgesetz) in
2018, some 13,000 additional posts for LTC professionals will be created in residential
homes. Costs have to be borne by the statutory health insurance funds.

The Federal Government has introduced a legal basis to improve wage conditions for
care workers (Pflegelohneverbesserungsgesetz) and has intensified its attempts to recruit
LTC professionals from abroad, e.g. by concluding agreements on the recruitment of
LTC professionals with Mexico, The Philippines and Kosovo in 2019.

Financing

Contribution rates to LTCI have been raised considerably by legislation adopted between
2008 and 2018 up to 3.05 % and 3.30 % for the childless in 2020, mainly due to the
extension of benefits.

Numerous reforms, adopted between 2008 and 2019, have extended benefits in order to
facilitate and provide incentives for informal care in order to contain long- and medium-
term LTC costs.

In recent months, long-term care has been the subject of intense legislation, all of which was
related to the management of the COVID-19 pandemic. This legislation covered a wide range
of aspects. The most important of these include:

Visits to residential homes were restricted in order to protect residents and employees
and to contain the spread of COVID-19. These restrictions were implemented differently
in the Lander and have been carefully relaxed since May 2020.

In residential homes and home care services, all people (including employees) can be
tested regardless of whether COVID-19 infections have occurred. COVID-19 or
antibody tests will in future be paid for by the SHI funds, even if someone does not show
any symptoms.

Employees in LTC will receive a one-off COVID-19 premium of up to EUR 1000 in
2020. The Liander and/or the employers in LTC can top up the bonus by a further
EUR 500, which is tax-free.

Quality checks in residential homes and advisory visits in home care are suspended for a
limited period in order to relieve LTC facilities and professionals of bureaucracy and
limit the number of contacts.
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4

Providers of home care and residential care will be reimbursed straightaway on
application for extraordinary, COVID-19-related expenses or losses of income and
revenue via the LTCI system.

Various measures to stabilise at-home care and to offer flexible solutions to COVID-19-
related supply shortages.

MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

In order to meet the challenges outlined above, the author offers the following
recommendations for long-term care policy in Germany:

The number of LTC professionals must be increased considerably. In order to achieve
this goal, there is an urgent need for a substantial increase in LTC wages and a
significant improvement in working conditions. An important tool for improving
working conditions is the development and application of an appropriate personnel
assessment procedure.

LTC is financed in such a way as to entail considerable costs for those in need of care. A
financing reform should reduce or eliminate this private co-payments.

Quality assurance in LTC should be further strengthened. It is also very important to
ensure the provision of advice to relatives providing care. However, the quality of LTC
also depends crucially on the recruitment of a sufficient number of nursing staff and their
training.

A unitary people’s LTCI would reduce contribution rates for employers and employees,
particularly if it went hand in hand with an increase in or even the abolition of the LTCI
income threshold for contribution assessment.
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5 BACKGROUND STATISTICS

5.1. Demographics 2008 Most 2030 2050
recent
Population (in millions), 2019 82.2 83.0 83.5 82.7
Old-age dependency ratio, 2019 304 332 42.1 48.3
Total 16.5 17.9 21.2 232
Population 65+ (in millions), 2019 Women 9.6 10.1 11.7 12.8
Men 6.9 7.8 9.5 10.4
Share of 65+ in population (%), 2019 20.1 21.5 254 28.0
Share of 75+ in population (%), 2019 8.5 11.4 12.1 16.9
Total 19.5% 19.9
Life expectancy at the age of 65 (in years), 2019  Women 20.9%* 214 22.5 24.6
Men 17.8* 18.3 19.5 21.5
Total 7.1% 11.9
Healthy life years at the age of 65, 2018 Women 7.1% 12.2
Men 6.9% 11.5
*data for 2010
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 5,794.5 6,020.1 6,594.7
) ) Total 2,964.1 3,418.8 4,234.4
Number of potential dependants 65+ (in Women 1.923.6 2.155.3 27277
thousands), 2019
Men 1,040.5 1,263.5 1,506.7
Share of potential dependants in total population (%), 2019 7.9 8.1 8.9
Share of potential dependants 65+ in population 65+ (%), 2019 18.5 18.3 20.7
Share of population 65+ in need of LTC** (%), 2019* 15.2 -
*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 (%), 43 43 53
2019
Share of population 65+ receiving care at home (%), 2019 3.6 34 4.1
Share of population 65+ receiving LTC cash benefits (%) 2019 113 10.8 12.9
Share of potential dependants 65+ receiving formal LTC in-
kind (%), 2019 425 42.1 454
Share of potential dependants 65+ receiving LTC cash benefits 61.0 590 622
(%), 2019
Share of population 65+ in need of LTC** witha  Total 72.1 -
lack of assistance in personal care or household Women 73.8 -
activities (%), 2019* Men 68.4 -
Total 6.3 -
Share of population 65+ who used home care Women 79 )
services in the past 12 months (%), 2019* ’
Men 4.2 -
Share of households in need of LTC not using professional 192
homecare services for financial reasons (%), 2016* ’
Share of households in need of LTC not using professional 33
homecare services because services not available (%), 2016* '
Long-term care beds per 100,000 inhabitants, 2017* - 1,152.2
*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 4. 1
Number of LTC workers per 100 individuals 65+, /ota > >
2016%* °
Women 86.8
) o . Total 6.8
Share of population providing informal care (%), Women R4
2016
Men 5.1
) » Total 15.0
Share of informal carers providing more than 20h Women 15.8
care per week, 2016
Men 13.7
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- - 5 -
Public spending on LTC as % of GDP (reference scenario), 1.4 16 17 19
2019
Public spending on LTC as % of GDP (risk scenario), 2019 1.4 1.6 1.9 2.8
: : TP o :
Publlc. spending on institutional care as % of total LTC public 393 357 370 393
spending, 2019
- - o .
Pubhc. spending on home care as % of total LTC public 297 235 236 241
spending, 2019
: : o .
Publlg spending on cash benefits as % of total LTC public 310 408 394 36.5
spending, 2019
Government and compulsory contributory financing schemes 12 15
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, 05 0.5

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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ESTONIA

Highlights

e Estonia is a country with an ageing and declining population. At the same time, the life
expectancy of people at age 65 has increased reaching 18.6 years in 2018. However,
life expectancy at age 65 is shorter than the EU-27° average (20 years in 2018).

e Given the growing care burden and the need for ancillary care due to the ageing
population, the demand for supportive services (e.g. social care) and high-quality
long-term care (LTC) facilities will increase in the future.

e One major problem is the fragmentation of the systems involved and the fact that
people might not be able to get appropriate help at the right time. Therefore, the
integration of systems and the development of people-centred policies are important.

e The availability of LTC services now often also depend on the family’s financial
capabilities and the services available in the area. There are no common national
standards for services and therefore, in addition to availability, the quality of services
may vary.

e The aim of setting up an LTC system is to reduce the care burden on families so that it
is easier for carers to go to work and at the same time provide better support for their
family. Even though most carers work without payment, informal care involves
significant indirect costs. Due to limited access to publicly provided community-based
services and the high cost of residential care, many families must use informal care.

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

1.1 Demographic trends

As the number of people in Estonia keeps falling, the working-age population is also
decreasing, caused by the negative birth rate as well as emigration. By 2030 there will be 1.3
million people living in Estonia and by 2050 the population will remain at a similar level.?*
As well as decreasing, Estonian population is also ageing. In 2019, life expectancy at the age
of 65 was 19.0 years (EU-27 average was 20.2 years) and it was higher for women compared
to men (21.1 vs 15.8 years). Healthy life years at 65 are on a similar level for men and women
(5.6 vs 5.8 years in 2018), but shorter compared to the EU-27 average (9.8 years for men and
10.0 years for women).2%®

203 EU-27 refers to the current 27 Member States of the European Union.
204 Estonian Statistics has projected that by 2030 there will be 1.25 million and by 2040 1.19 million people living in Estonia.
205 All data used in the text comes from Section 5 ‘Background Statistics’ unless explicitly stated otherwise.
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In 2019, 19.8 % of the population was aged 65 or older (0.3 million people) and 9.5 % were
aged 75 or older. The share of population aged 65+ increased by 2.3 percentage points (p.p.)
compared to 2008. By 2050, 28.2 % of the population will be aged 65 or older and 15.4 %
will be aged 75 or older. In 2019, the old-age dependency ratio was 31.0 (EU-27 average was
31.4), but it is projected to reach 49.1 in 2050. The fact that Estonia’s population is shrinking
and the population is ageing necessitates changes in policy areas. Policies are needed to
ensure a sustainable social protection system and an increase in the well-being of the
population.?’ Between 2018 and 2050, the number of very old people in the EU-27 is
projected to more than double, increasing by about 130 %. To give some idea of the
magnitude of this change, the number of people aged 85 years or more is projected to increase
from 13.8 million in 2018 to 31.8 million by 2050, while the number of centenarians (people
aged 100 years or more) is projected to grow from close to 106,000 in 2018 to more than half
a million by 2050.2%7

1.2 Governance and financial arrangements

In terms of financing, fragmentation arises from the separation of funding streams between
the state and local government. Long-term health care services, such as residential and home-
based nursing care, are financed at the state level by the Estonian Health Insurance Fund
(EHIF). In turn, long-term social care services, such as help with daily activities in the home
or in social welfare institutions, are financed primarily through local government taxes with
limited equalisation payments from the state for lower-income municipalities. Other social
care services such as special care services and childcare services are financed directly by the
state. 2%

The organisation of LTC in Estonia is divided between two systems - the local and the state
system. Local government is responsible for organising local welfare services and benefits,
while the state is responsible for organising state level benefits, rehabilitation services and
special care services for people with special mental needs. In the field of healthcare, the state
is responsible for homecare (including home nursing, home supportive care for cancer
patients, geriatric assessment) and residential nursing care.?”” Social protection measures can
be grouped into welfare services and social security. Welfare is a system of procedures aimed
at securing various freedoms of the people and at creating better opportunities for economic
development through human resource development. At the same time, it increases social
inclusion, by preventing and reducing poverty and social exclusion more widely and more
effectively. Welfare-related instruments (operations) can be both welfare allowances, and
welfare services. As services are the responsibility of different systems, it is also difficult to
integrate them.

206 Sotsiaalministeerium, Heaolu Arengukava 2016 - 2020, 2016.

207 Burostat, Ageing Europe: Looking at the Lives of Older People in the EU, Publications Office of the European Union,
Luxembourg, 2019.

208 Paat-Ahi, G. and Masso M., ESPN Thematic Report on Challenges in Long-Term Care Estonia, European Social Policy
Network (ESPN), European Commission, Brussels, 2018.

209 Sotsiaalministeerium, 2016.
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Long-term care is either formal or informal in Estonia. Formal care is provided by either
public or private bodies that meet the required standards. Informal care can be considered the
backbone of the current social LTC system in Estonia and informal carers are usually related
to the person in need of care.?'” According to the Estonian Social Survey, approximately
35,100 women and 24,500 men have an obligation to provide assistance or care to a family
member?!!. About 6500 of the family members assisted or cared for were 0-17 years old,
about 20,300 18-64 years old and about 32,800 aged 65 or older. Approximately 26,300
people cared for their adult family members for less than 10 hours a week, 10,400 people for
10 to 19 hours a week and 22,800 people for 20 hours or more a week?!2.

The provision of social welfare services is financed from the state budget and local
government budgets, and in the case of several services, people pay a co-payment. In
addition, the development of social welfare and the improvement of aid measures are
supported by European Union structural funds.

The lack of uniform guidelines and precise criteria for local government social services,
fragmented and uncoordinated service provision and insufficient funding have led to
inequalities in treatment for people with similar needs. The bases and amount of care
allowance, the package of services provided, and the circle of service recipients differ across
the country. Due to the uneven development of regions, the economic capacity of local
governments differs, as it depends on how much, what services and for whom they can
finance. Insufficient funding for services has also been caused by policy choices made at the
local government level, where social welfare is not prioritised.

A comprehensive long-term care concept together with proposals for renewing the state-local
government financing model was approved by Cabinet of Ministers on 30 January 2020. The
organisation of LTC care services will be done in state-local government partnership. The
state will take more responsibility to develop and provide those LTC services, which are not
reasonable to develop and provide on local level. The new model is to be implemented from
2022. Currently the proposals for legislative amendments are being prepared.

Until now, social protection has not been a priority area for local governments. Although the
revenue base of local governments has increased year-on-year, expenditure on social
protection has not increased at the same rate. At the same time, there has been an increase in
the number of institutional services that are largely paid for by the individual (e.g. in the case
of out-of-home care, people’s own contributions accounted for about 78 % of total costs in
2017°'3) or largely organised and financed by public funds (special care services).

1.3 Social protection provisions

The need for personal assistance increases with age, so older people benefit most from
services offered at home. There is no detailed assessment of operational capacity and coping

210 World Bank, Reducing the Burden of Care in Estonia, 2017.

211 Considering only care and assistance due to the age/long-term health problem/disability of the person being cared for.
212 Statistics Estonia, (2019). Estonian Social Survey.

213 Riigikontroll, Riigi iilesannete rahastamine Euroopa Liidu toetustest Kas riik on teinud ettevalmistusi Euroopa Liidu
toetusraha vihenemiseks pdrast aastat 20202, 2017.
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skills at the local government level when assessing the need for assistance. The person’s need
for assistance is identified by the sponsor and organiser of the service and the systematic and
structured collection of the basic material needed for planning the social welfare assistance.
The organiser of the service can choose which activities will maintain or improve a person’s
quality of life and refer the person to the provider of that measure (basic support). Some
examples of assessment tool questions would be determining whether the person is able to
communicate independently with other people, create new relationships or maintain existing
ones; whether the person can independently take care of their physical health and use health
care services; whether the person can move independently at home; and whether the person is
able to eat independently and carry out related activities.

The primary task of local government in assisting a person is to assess comprehensively to
what extent the person who has approached needs help. The same must be done if the
information about the person in need of help reaches the local government in another way. In
this case, it must also be determined whether the person wants help themselves. Therefore, the
legislator has given each local government a legal obligation to establish by a procedure for
granting social welfare assistance, so that it is clear for everyone what assistance they are
entitled to and whether they are entitled to receive it from the rural municipality or the city.

If the local government has the necessary service providers and the person in need can cover
the costs, the local government’s obligation may be limited to identifying suitable assistance.
However, if there is no suitable service provider or the person is unable to cover the costs, the
local government must find a service provider or offer the service itself and, if necessary, also
contribute to the cost.

As arule, everyone is responsible for dealing with their own and their family’s social risks. If
a person cannot cope alone, the local government has an obligation to provide help in addition
to the state. This ensures that everyone can enjoy the fundamental rights and freedoms
guaranteed by law.?!*

Residential institutions provide general care services outside the home, the service is provided
to people who, because they need assistance and care, are unable to live independently and
whose livelihood cannot be ensured in any other way. Most of the users of the service are
older people in need of constant care. The general care service is financed mainly by the
people themselves and / or their family members and / or partly by local government (for
example, if there are no children or the children are insolvent).

Upon the provision of social welfare assistance, the efficiency of implementation of measures
from the viewpoint of the person in need of assistance and, if necessary, from the viewpoint
of the family and community shall be taken as the basis. If a person, in order to improve their
ability to cope independently, needs long-term and diverse assistance which also includes the
need to co-ordinate the co-operation between several organisations, the principle of case
management shall be used (in particular, the person’s needs are identified and then the
possible services provided).

214 Oiguskantsler, Sotsiaalteenused Kohalikus Omavalitsuses, 2016.
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Local government will establish the procedure for the provision of social welfare assistance
which shall contain at least the description and financing of social services and benefits and
the conditions and procedure for applying for social services and benefits. Local government
may organise social services and pay supplementary social benefits from a local government
budget under the conditions and according to the procedure established by the local
government. Local government shall identify the need for assistance of a person who requests
help and determine what that should be. Identifying the need for assistance shall be based on
the person’s situation, taking into account the circumstances affecting their ability to cope and
participate in social life, including: the ability for the person to operate in their physical and
social environment. A fee may be charged for the provision of social services. Individual local
governments establish the conditions and amount of the fee charged for social services
provided by themselves. The charging of a fee is decided by the government which pays for
or provides the service. Both the conditions for the provision of services and the payment of
fees can differ significantly between different local governments. It depends on the services
provided and the capacity of the local government.

Care and service needs assessment practices vary widely across institutions and sectors, and
there i1s no common standardised assessment framework for social and health care.

1.4 Supply of services

Long-term care services can be obtained from the local government, the health care system,
and the Social Insurance Board. Unfortunately, Estonia has not gone so far as to unify the
assessment of those in need. All the different parties make their own assessment and it is
often not known that another body has already assessed the person. The services organised by
local governments are general care services provided outside the home, personal assistant
service, home service, support person service, childcare service for a child with disabilities
and day care service. The services financed from the state budget through the Social Insurance
Board are special residential care services, support care services and rehabilitation services.
The services financed through the Estonian Health Insurance Fund are nursing care, home
nursing, primary and special care’!'>. In the future, these three will be integrated into a single
long-term care system.?!¢ In addition to care in nursing homes, Estonia offers a home service
that ensures the care of people in their own homes.

As of 2019, there are 174 general care homes in Estonia with 9709 places, most of which are
owned by local governments or the private sector. In some cases, the municipality also helps
to manage the general care home, but usually a fee is still charged. General care home
placement fees range from EUR 467-1307 per month, depending on the condition of the
person in need of care and the services and the level of comfort provided. In general, fees are
higher around the capital, while lower in rural areas.?!’

215 Lai T, Habicht T, Kahur K, Reinap M, Kiivet R, van Ginneken E., 'Estonia: Health system review', Health Systems in
Transition, 15(6): pp. 1-196.,2013.

216 Riigikantselei, Poliitikasuunised Eesti Pikaajalise Hoolduse Siisteemi Tohustamiseks Ja Pereliikmete Hoolduskoormuse
Vihendamiseks. Hoolduskoormuse Vihendamise Rakkeriihma Lopparuanne’.

217 MoSA (Ministry of Social Affairs), ‘General Care Services. Statistics’, 2020. https://www.sm.ee/et/uldhooldusteenust-
pakkuvad-hoolekandeasutused.
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Formal LTC services and related support services are provided by both the health and social
welfare systems. The goal of long-term healthcare services is for the person to improve,
maintain or regain health, or to adjust to a health condition. The goal of social LTC services is
to maintain, regain or improve capabilities in day-to-day life, while either living at home
independently, at home with domestic care or in residential care.*!®

The limited supply of home-based services?!” for the older people has led to a growing
demand for general care homes. Most older people finance social services from their state-
provided pension, which is often not enough to cover the costs of even the least expensive
general care home. The limited supply of home-based services for older people results in
growing demand for general care home services as the population ages, though unit costs of
home-based services are much lower. The usage of general care home services increases year
on year, and from 2014 to 2019 the number of clients grew almost by a third. Public
expenditure on this service during the five-year period increased by 33.2 %, while out-of-
pocket (OOP) spending went up by 89.0 %, comprising 78.3 % of the total expenditure??’.
Given that the average monthly payment for general care home services considerably exceeds
the average old-age pension, usage is limited by the income level of the older person (and of
their relatives).?!

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

2.1 Access and affordability

Long-term care services are provided by both health and social care institutions (hospitals,
residential care) and at home (home nursing service, home service). People are cared for by
formal carers (nurses, carers) or informal carers (spouses, children or parents, other
relatives).?*? In 2019, 10.1 % of the population aged 65+ received care in an institution,
20.2 % received care at home and 2.9 % received LTC cash benefits. In 2019, the proportion
of the population 65+ who used home care services in the previous 12 months was 3.3 %. Due
to the lack of public funding, coverage of services is insufficient and unequal. There is a lack
of nursing beds in long-term care. In 2017, there were 871 long-term care beds per 100,000
inhabitants. Access to nursing care is uneven across regions, partly due to a shortage of
nurses. In the social field, long-term care coverage depends on the ability of local
governments to provide social benefits and services and depends to a large extent on the
amounts provided for this purpose in the budget. Although local governments must comply

218 Paat, G. and Merilain, M., Long-Term Care in Estonia — Enepri, 2009.
http://enepri.eu/publications/long-term-care-in-estonia/

219 This is intended for people who need assistance in their home, i.e. assistance in activities that are essential for living at
home, but which the person is not able to perform without personal assistance, for instance bringing firewood or water inside,
assistance in cooking, cleaning, washing, etc. The person may be assisted within the framework of domestic services also
outside the home if this is necessary for coping, for instance bringing food from the shop, taking the person to the doctor,
etc.

220 MoSA, General Care Service statistics, 2020.

221 Paat-Ahi and Masso M., ESPN Thematic Report on Challenges in Long-Term Care Estonia, European Social Policy
Network (ESPN), European Commission, Brussels.

222 Saadi, R., Hoolekandepoliitika Eesmdrgid Ja Véoimalikud Abimeetmed. Teel Pikaajalise Hoolduse Siisteemi Poole,
Sotsiaalministeerium, 2018.
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with legal obligations when providing long-term care services, they have a high degree of
decision-making autonomy in defining their policies, and their ability to provide and fund
services varies to large extent.

The main responsibility for funding long-term care services lies with the people themselves,
largely due to insufficient public funding of social services. Thus, the availability of services
increasingly depends on the ability of the service user to pay, which leads to an increased risk
of poverty for those using these services. In recent years, the availability of home-based
services for the older people has barely increased, despite the relatively low unit cost of
home-based services. The limited supply of home-based services and the increasingly level of
complex health conditions have led to a higher demand for general care services. Most older
people are covered by a state pension for general care, which is often not enough to pay for
even the cheapest care home.

Statistics show that household out-of-pocket payments were 0.3 % of GDP for long-term care
health and 0.1 % of GDP for long-term care social in 2018. In 2016, the share of households
in need of LTC not using professional homecare services for financial reasons was 39.6 %
and 23.6 % didn’t use the service because it was not available (EU-27 average 35.7 % and
9.7 %).

There is no national data collection and monitoring framework that would allow an analysis
of the level of service provision and quality. Data on social services is largely managed only
at the local government level, and although there is a plan that in the future, all local
governments will be obligated to enter the data in the national social services and benefits
data register (STAR), much of it is still paper-based.

Inefficiencies are exacerbated by the separation of health and social care. Different funding
sources and the very clear institutional and professional separation do not encourage these
areas to coordinate care and provide services. The separation of fields is also reflected in the
parallel provision of similar home and community services (home nursing and personal care
services) and residential care (general care homes and hospices). The primary health care
system does not centrally coordinate the movement of people between health and social
services.??

2.2 Quality

The coverage of social services organised by local governments in legislation is only general
and there are no specific criteria for services (target group, service components, quality
requirements). Local governments’ own legislation and the organisation of social services
vary widely across the country and lead to inequalities in treatment across the country. The
lack of more precise criteria means local governments have to provide services on a large
scale, for which they do not have enough resources, and has led to the range of recipients of
services being limited and other restrictions. In addition, local governments have pointed out
that the lack of more precise service criteria creates unreasonable expectations for the content

223 Lai, A., ‘Pikaajalise Hoolduse Olukord Eestis Ja Riigi Viljakutsed Omastehooldajate Koormuse Vihendamisel’, No 4,
Sotsiaaltéo, 2017, pp. 8—14.
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and volume of services by the recipients. To ensure equal treatment and equal access, quality
and efficiency of services, the World Bank has recommended the establishment of more
precise mandatory minimum criteria for municipal social services.?**

In accordance with the Estonian Social Welfare Act, since 2018 there are quality principles
that must be followed in the provision of social services. The Estonian Social Insurance Board
has developed between 2018 and 2020 general and service based quality standards and
service based guidelines for social services. These guidelines are recommended for service
providers, municipalities’ supervisors, but do not have legal power.

Social welfare infrastructure has been modernised in recent years. Investments have been
made to improve the living conditions of people with special needs. With the support of
European Structural Funds, large hospital-like institutions for people with special needs have
been reorganised into smaller units and apartments in communities. Investments have been
made also into care homes to improve their energy efficiency and establish places for people
with dementia.

The lack of harmonised criteria and data collection on the provision of social services and
service users in local government does not allow for the national collection of data on the
need for services at local government level. This has led to a situation where the state does not
have the necessary data on the need of services in local governments for policy making, and it
also does not allow local governments to have an overview of the service needs of people
living in their territory. This situation is the opposite of a health system with highly developed
data exchange and digital systems. In health care, all the patient’s diagnoses, treatment, etc.
can be seen, but unfortunately it is not possible to link it in any way with the social system.
One reason is data compatibility, but also data protection.

There is no comprehensive approach to the issue of human resources and manpower in long-
term care. There is a growing need for personal helpers, case managers, supervisors and carers
of children with special needs and carers.??> One of the reasons for the lack of workers is low
salaries, but at the same time the work is difficult and requires some training.

2.3 Employment (workforce and informal carers)

Provision of LTC can be either formal or informal.??® Among the political changes, the area
of social work is influenced by administrative reform,”?’ changes in the Social Welfare Act
and ESF funding. Based on the experience so far, experts say that administrative reform does
not change the number or need of local government social workers. There is a redistribution
of posts in the united local governments, the number of (departmental) managers is expected
to decrease and the number of specialists will increase. In larger municipalities, opportunities

224 Riigikantselei, Poliitikasuunised Eesti Pikaajalise Hoolduse Siisteemi Tohustamiseks Ja Pereliikmete Hoolduskoormuse
Vihendamiseks. Hoolduskoormuse Vihendamise Rakkeriihma Lopparuanne.

225 Urve Mets and Vootele Veldre, ‘Tulevikuvaade T66jdu- Ja Oskuste Vajadusele: TERVISHOID’ (T66jduvajaduse seire- ja
prognoosisiisteem OSKA, 2017).

226 European Commission, 'Long-Term Care: Need, Use and Expenditure in the EU-27", Economic Papers 469, European
Commission, Brussels, 2012. https://ec.europa.eu/economy_finance/publications/economic_paper/2012/pdf/ecp469 en.pdf
227 Rahandusministeerium, Haldusreform 2017, 2017.
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for specialisation arise. With support from the European Social Fund,??® support for the
development of disability support services will increase in the coming years. The money spent
on training and hiring support staff and providing care services means that more people will
be involved in working with people with disabilities.

From 2020, it is be mandatory for caregivers to undergo professional training before starting
work. A distinction can be made between carers in careers with lower education and previous
(similar) unskilled work experience. There is a section of the maintenance staff which has
secondary education and previous experience in trade, sales, service work, etc. One third of
the care workers are people with secondary or higher education who have previously worked
as professionals (e.g. as an accountant) in another field and have now found a challenge in
working with people.

According to the statistics of the Ministry of Social Affairs, in 2019 the average wage of a
care worker was EUR 838 (60 % of the Estonian average). The median salary of a middle
level specialist social worker in 2019 was EUR 1033 and social work manager and counsellor
EUR 1304, which is slightly more than the median salary (EUR 1143 in 2019)*%.

There is a growing need for personal assistants, case managers, activity supervisors and home
care workers. However, the long-term impact of the time-limited projects financed by the ESF
on labour demand is unclear. The state has an obligation to ensure the sustainable provision of
the developed services also after the end of the project, but the financial resources for this are
limited. Therefore, the provision of services may be difficult, e.g. there is no clear funding for
the reform after the end of the ESF period (from 2020) and there are examples where the
service could be terminated at the end of the project.?*°

Caregivers (informal) bear a disproportionate care burden. In Estonia, approximately 35,100
women and 24,500 men have an obligation to provide assistance or care to a family
member?}!, both in terms of care as well as on paying for care services. Due to the care
burden, people tend to drop out from the labour market (according to Labour Force Survey
database 8000 people are not economically active and 5000 are working part-time) or provide
care in addition to full-time work. Caregiver burden and strain can also contribute to the
caregiver’s own poor health. This situation does not guarantee the human dignity of carers
and dependants and, in addition, imposes indirect costs on the state - loss of tax revenue,
additional burden on the health care system, financial support for people’s livelihoods.

A new care leave form came into force in 2018. Employees can use additional leave (five
calendar days per year) to care for an adult family member with a profound disability. The
employee has the right to use five working days paid leave in the calendar year to address the
special needs of the person with the profound disability. It’s possible to take these days one
by one or all together. And all close family members mentioned before are eligible to use this
additional leave, but only one person at the time. The leave allowance is compensated based

228 Sotsiaalministeerium, Struktuurivahendid Sotsiaalvaldkonnas 2014 - 2020, 2019.
https://www.sm.ee/et/struktuurivahendid-sotsiaalvaldkonnas-2014-2020.

229 Statistics Estonia, (2020), Ametite kuupalgad. https://ametipalk.stat.ce/.

230 Mets and Veldre, ‘Tulevikuvaade T66jou- Ja Oskuste Vajadusele: TERVISHOID”.

231 Considering only care and assistance due to the age/long-term health problem/disability of the person being cared for.
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on the minimum wage that has been established by the ECA (minimum wage in 2020 is
EUR 584).

In Estonia, the number of personal carers at home decreased, while it increased for those
working in institutions. Estonia has a larger home-based LTC supply than the other OECD
countries: institution-based workers represent less than 30 % of the overall LTC workforce.
Preparing patients for examination or treatment is a less common task provided by personal
care workers; in Estonia they are not allowed to administer medications. In Estonia, the
supply of LTC workers is greater than (or close to) the OECD average, but the tenure of

current workers is lower.>*?

In 2016, the number of LTC workers per 100 individuals older than 65 was 5.3 (100 %
women). This number is slightly higher than the EU-27 average (which is 3.8). In Estonia, a
total of 13.4 % of the population was providing informal care (EU-27 average was 10.3 %).
The share of informal carers providing care for more than 20 hours per week was 17.3 %
(19.9 % women and 13.8 % men), which is slightly lower than the EU-27 average (22.2 % in
total, 24.6 % among women and 18.5 % among men).

The number of long-term care beds has grown significantly over the years: in 2008 there were
582.4 beds per 100,000 inhabitants, by 2016 it had risen to 870.7 beds per 100,000
inhabitants. In 2019, 3.3 % of people over the age of 65 (1.9 % of men and 4.1 % of women)
had used home care services.

The number of people in home care has not changed in recent years (2016-2019), staying at
between 6300 and 7300 dependants. The number of care workers has tended to decrease
slightly in recent years (2008 = 705; 2019 = 694 (-1.6 %).

Based on scientific evidence as well as approved international guidelines and best practices,
through the cooperation with people with dementia and their families as well as service
providers in the medical and social sector, the Ministry of Social Affairs along with its’
partners founded the Dementia Competence Centre (DCC) in September of 2018. The aim of
the DCC is to improve the quality of care services and quality of life of people with dementia
and their caregivers. The focus areas of the DCC are:

e raising awareness towards a dementia-friendly society;
o facilitating integrated care;
e building support systems for people with dementia and their families; and

e coordinating academic research activities on dementia-related topics and disseminate
evidence-based knowledge on best practices.

The DCC provides counselling services and support groups for those with care needs as well
as tools and educational trainings for professionals and service providers who are working
with people with dementia, and their caregivers.?*?

232 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.
233 For more information, please see the DCC webpage: https://eludementsusega.ee/.
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In 2019, the social welfare unit was established in the Social Insurance Board. The unit
provides strategic, operational and case-based counselling for local governments in
performing their social welfare tasks. Common workshops, trainings and information
seminars are organised to raise awareness among local municipalities and service providers.

2.4 Financial sustainability

Spending on LTC is highly likely to increase as the population ages, but the extent of the
increase will depend on factors such as changes in health status and the impact of declining
fertility levels on the availability of informal carers. The effects of ageing on health care
spending are less clear. Changes in health status are a critical factor. Ultimately, however, the
most important factor may be the speed and extent of the policy response to ageing,
particularly when we consider that improved health among older people would not only lower
spending on health and long-term care, but would also boost health sector revenues by
allowing older people to stay in the labour market longer.?**

LTC spending has seen the highest growth across the various functions and is expected to rise
further in the coming years. Population ageing leads to more people needing ongoing health
and social care; rising incomes increase expectations on the quality of life in old age; the
supply of informal care is potentially shrinking (particularly related to the decrease in labour);
and productivity gains are difficult to achieve in such a labour-intensive sector. All these
factors create upward pressures on spending.**

In Estonia, the public spending on residential care was 52.7 % (EU-27 average 48.1 %) of
total LTC public spending in 2019 and is projected to reach 53.6 % by 2050. Public spending
on home care was 42.7 % (EU-27 average 25.5 %) of total spending and is projected to reach
42.2 by 2050.

Public spending on LTC was 0.4 % of GDP in 2019 and public spending on cash benefits was
4.6 % of total LTC public spending (EU-27 averages 1.7 % and 26.4 %). The forecast shows
that LTC spending as a percentage of GDP will increase over the years, both according to the
reference scenario and the risk scenario. However, it will be higher with the risk scenario — in
Estonia, LTC spending in 2050 will be 2.1 % of GDP according to the risk scenario and 0.6 %
according to the reference scenario. At the same time public spending on cash benefits will
decrease from 4.6 % of total LTC public spending in 2019 to 4.2 % in 2050. The number of
potentially dependent people was approximately 147,000 in 2019 (11.1 % of total
population), but according to the forecast it will increase to 170,000 (13.5 % of total
population) by 2050. On average in the EU-27, the share of potentially dependent people was
7 % in 2019. In Estonia, the share of the population 65+ in need of LTC, having at least one
severe difficulty in personal care and/or household activities was 26.6 % in 2019.

234 Sarah Thompson et al., ‘Responding to the Challenge of Financial Sustainability in Estonia’s Health System’ (WHO,
2010).

235 OECD, Health at a Glance 2019: OECD Indicators, OECD Publishing, Paris, 2019. https://www.oecd-ilibrary.org/social-
issues-migration-health/health-at-a-glance-2019_4dd50c09-en
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2.5 Country-specific challenges regarding LTC for other age groups in need of
care

Long-term care for working age people with mental illnesses and intellectual disabilities is
also in need of reform and additional financing. The services, which include both supportive
day care as well as institutional 24-hour care services, are organised by the state and mainly
financed from the state budget and users’ co-payments. There are around 50,000 people with
mental health issues in Estonia, and the number is increasing by around 5 % each year.?*® The
main issue has been the lack of care places which has caused waiting lists of over a year. In
recent years, several changes to the system have been made and planned. From 2006, the
deinstitutionalisation of special care services has been planned. The initial start was rather
slow, but considerable progress has been made, and additional finances have been allocated to
the system, increasing the number of places and introducing new services (e.g. interval
services).?*” Since 2017, a new person-oriented special care service model has been developed
and tested. With the new model, the responsibility of evaluating the situation and needs of and
organising suitable services for a person in need is shifted from the state to the local
governments. In addition, the support and services provided to the person are a mix of
different components chosen specifically according to their needs as opposed to the current
system where universal services are provided. However, although several steps have been
taken to improve the system, the issue of long waiting lists remains. This issue is especially
acute when it comes to institutional 24-hour services. At the end of March 2020, there were a
total of 2147 such service places in Estonia; 18 of these places were vacant. At the same time,
there were 868 people on the waiting list for these services.**

A new flexible respite care service was launched in 2018 for people with mental disabilities.
The aim of this service is to give family members free time or participate in the labour
market.

3 REFORM OBJECTIVES AND TRENDS

In Estonia, there are no recently completed reforms on LTC, but there are several new
planned reforms or other ongoing activities coordinated at the national level. The following
table summarises them briefly.

Planned reforms and ongoing legislative process and debates
New LTC reform?*’ (planned 2021)

The action program of the Government of the Republic for 2016-2019 provided for the submission to
the Government of the Republic of a concept on the planned changes in the LTC system. The aim of

236 Krais-Leosk, M., Erihoolekandes on nii muresid kui ka rddmustavaid arenguid, Sotsiaaltés, 2/2018, 2018, pp. 29-32.

237 Read more: Kadarik, 1. and Masso, M., ‘Recent progress in the process of deinstitutionalisation of special care services in
Estonia’, ESPN Flash Report 2018/49, European Commission, Brussels, 2018.
https://ec.europa.eu/social/BlobServlet?docld=19977 and langld=en.

238 Sotsiaalkindlustusamet, Erihoolekandeteenuste jérjekord, 2020. https://www.sotsiaalkindlustusamet.ee/et/puue-ja-
hoolekanne/erihoolekandeteenused#Erihoolekandeteenuste %20j %C3 %A4rjekord.

239 Sotsiaalministeerium, Jéitkusuutliku Pikaajalise Hoolduse Siisteemi Loomise Ning Hoolduskoormuse Viihendamise Kava.
Kiidetud Heaks 6.12.2018 Valitsuskabineti Istungil, 2018.
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establishing an integrated LTC system is to reduce the care burden and ensure the cross-sectoral
provision, availability and quality of human and family-oriented services. The preparation and
implementation of the changes will involve partners to provide solutions for the integration of
different systems, create a sustainable and cost-effective financing system for the LTC system and
develop a legal framework to regulate LTC between the health and social care sectors and
responsibilities between the state and local government. According to the current plan, the changes in
legislation will be made step-by-step starting from 2021.

Care coordination®*’ (planned 2021)

Coordinated arrangements are needed to reduce the administrative burden on people with care needs
and those close to them, and to provide people with appropriate assistance as soon as the need arises
and to better collect information on deficiencies. In the period from 01.08.2018 to 31.07.2019, a pilot
project on care coordination was implemented in six Estonian regions. Based on its results,
discussions with stakeholders and international experience, a uniformly described coordination
model is the most appropriate for the Estonian situation, in the implementation of which it is possible
to conmsider regional specificities. The Ministry of Social Affairs, in cooperation with partners,
prepared a framework draft document for the nationally implemented coordination model at the end
of 2019. With the support of European structural funds, the implementation of the new model will
start in 8-12 Estonian regions in 2020. The goal is to develop a detailed plan for the implementation
of the coordination model across the country by the end of 2021.

Nursing care in institutions**! (planned 2020)

One of the principles of LTC arrangements is that nursing care must be provided to the extent
necessary for the person, regardless of whether the person needs this service at home, in a care
institution or in a health care institution. To this end, the EHIF developed, as a first and important
step, a model for the organisation and financing of nursing care services in care institutions
providing general care services outside home, which can be implemented already in 2020. The
service is financed based on an agreement with the Estonian Health Insurance Fund, which enters
into agreement with a legal person holding an activity license for the provision of nursing services.
Like the home nursing service provided at home, the nursing care service for people in care
institutions is free of charge.

Availability of resources and assessment of the need for assistance’**(partly ongoing the end of
2019)

In order to improve the accessibility of benefits and services for people with special needs, Estonia
has made several changes to simplify the system and make it easier to access these (e.g. the circle of
specialists who identified the need for nursing care expanded, primary proof is no longer required to
buy nappies, bandages, absorbent sheets). There is also a review of the aid systems organised
through various state agencies and the development of possible amendments together with
stakeholders. Now, the organisation of the need for assistance is complicated and inconsistent. To
receive assistance, a person with a disability must undergo several assessments at both the state and
local government levels. Therefore, many amendments are planned to simplify the system and the

240 Kupper, K. and Tarum, H., ‘Pikaajalise Hoolduse Siisteemi Tuleb Eestis Muuta’, Sotsiaaltoé Korraldus, 4,2019, pp. 8—
11.

241 Kupper and Tarum, 2019.

242 Kupper and Tarum, 2019.
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assessment of the need. In the future, there is a need to continue to update the principles for assessing
the needs of people with disabilities and to reach to a situation in which assistance for people with
special needs is integrated into the organisation of long-term care.

4 MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

In the coming decades, LTC problems will be an increasing challenge in Estonia. The
population is ageing unhealthily, the workforce is shrinking, and it is becoming increasingly
difficult to help people. Considering future needs and expenditures, Estonia may need to
explore new financing models to meet future demands for LTC. Despite a great variety in
approaches and coverage levels of public LTC across countries, recent developments suggest
that financing models are converging and that there is an increasing moving towards ‘targeted
universalism’. In addition, many countries are striving to improve the sustainability of
funding sources for LTC, with an eye on unburdening the working-age population.
Supporting informal caregivers and improving their chances of participating in the labour
market is equally critical in the context of Estonia, where informal caregivers will continue to
form the backbone of the LTC care system in the short to medium term.?*’

As previously seen, fragmentation of LTC services and decentralisation of responsibilities are
also a major problem. The following policy recommendations seem relevantto boost
opportunities to reduce fragmentation challenges:

e To reduce fragmentation and duplication, social and health care integration needs to be
enhanced to provide more effective care.

e Integration concerns the reduction of legislative and regulatory constraints and the
formulation of common objectives, the standardisation of data and reciprocal access to
data as well as funding and co-financing in support of service cooperation.

e Coordinated and human-centred care needs to be provided to deliver services and help
based on the needs of the individual. To this end, it is first necessary to harmonise the
assessment of care needs, to introduce standardised assessment tools and to use
information technology to bring together assessments made in different areas and
agencies.

243 Paat-Ahi and Masso, ESPN Thematic Report on Challenges in Long-Term Care Estonia, European Social Policy Network
(ESPN), European Commission, Brussels, 2018.
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S BACKGROUND STATISTICS

. Most
5.1. Demographics 2008 2030 2050
recent
Population (in millions), 2019 1.3 1.3 1.3 1.3
Old-age dependency ratio, 2019 258 31.0 37.1 49.1
Total 0.2 0.3 0.3 0.4
Population 65+ (in millions), 2019 Women 0.2 0.2 0.2 0.2
Men 0.1 0.1 0.1 0.2
Share of 65+ in population (%), 2019 17.5 19.8 23.2 28.2
Share of 75+ in population (%), 2019 7.5 9.5 11.5 15.4
Total 17.4* 19
Life expectancy at the age of 65 (in years), 2019  Women 19.5% 21.1 224 24.6
Men 14.3* 15.8 17.6 20.2
Total 5.5% 5.7
Healthy life years at the age of 65,2018 Women 5.5% 5.8
Men 5.3% 5.6
*data for 2010
5.2. People in need of LTC 2014 Most 2030 2050
o recent
Number of potential dependants (in thousands), 2019 147.0 158.2 170.0
) ) Total 85.1 98.8 118.7
Number of potential dependants 65+ (in Women 60 4 675 745
thousands), 2019
Men 24.8 313 442
Share of potential dependants in total population (%), 2019 11.1 12.1 13.5
Share of potential dependants 65+ in population 65+ (%), 2019 17.4 19.3 19.4
Share of population 65+ in need of LTC** (%), 2019* 27.2 26.6
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
Most
5.3. Access to LTC 2014 2030 2050
recent
Share of population 65+ receiving care in an institution (%), 2019 10.1 10.1 10.7
Share of population 65+ receiving care at home (%), 2019 20.2 20.2 21.3
Share of population 65+ receiving LTC cash benefits (%) 2019 2.9 2.9 3.1
Share of potential dependants 65+ receiving formal LTC in-kind 941 936 96 1
(%), 2019
Share of potential dependants 65+ receiving LTC cash benefits (%),
8.9 9.0 9.4
2019
Share of population 65+ in need of LTC** witha 10tal 28.7 58.4
lack of assistance in personal care or household Women 31.1 58.8
activities (%), 2019%* Men 215 575
Sh c lation 65+ wh dih Total 4.5 33
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 4.6 4.1
Men 4.2 1.9
Share of households in need of LTC not using professional 396
homecare services for financial reasons (%), 2016* ’
Share of households in need of LTC not using professional 236
homecare services because services not available (%), 2016* ’
Long-term care beds per 100,000 inhabitants, 2017* 828.0 870.7
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
99

www.parlament.gv.at




Most

54. LTC Workforce 2011 2030 2050
recent
Total 6.5 5.3
Number of LTC workers per 100 individuals 65+, (yo a
2016%* °
Women 100.0
) o . Total 134
Share of population providing informal care (%), Women 143
2016
Men 12.3
) o Total 17.3
Share of informal carers providing more than 20h Women 199
care per week, 2016
Men 13.8
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- - . -
2’(1)1‘:);10 spending on LTC as % of GDP (reference scenario), 0.6 04 05 0.6
Public spending on LTC as % of GDP (risk scenario), 2019 0.6 0.4 0.7 2.1
. . T o .
Pubhg spending on institutional care as % of total LTC public 353 597 530 536
spending, 2019
: : o :
Pubh({ spending on home care as % of total LTC public 39 47 4.6 429
spending, 2019
. : o :
Pubhg spending on cash benefits as % of total LTC public 608 46 44 49
spending, 2019
Government and compulsory contributory financing schemes 0.2 03
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes i 01
as % of GDP, LTC Social, 2018* ’
Household out-of-pocket payment as % of GDP, LTC Health,
0.1 0.3
2018
Household out-of-pocket payment as % of GDP, LTC Social,
- 0.0
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
100

www.parlament.gv.at



IRELAND

Highlights

e There is currently no statutory framework for homecare service provision in Ireland.
This means that there is no regulation on who can provide homecare services or in terms
of the quality of homecare. There is in addition an over-reliance on informal care in the
homecare sector and on residential care as a response to long-term care (LTC) need
overall.

e Ireland has significant under-provision of public services for LTC and therefore high
unmet need. The homecare sector in particular has not kept up with demand, and Ireland
is still trying to undo the effects of the cut-backs that were made as a response to the
2008 recession. The evidence suggests significant regional and social class-based
variations in unmet need — underlining inequity and inefficiency.

e Ireland will be challenged also by the size of the projected increase in need, as a more
intense period of population ageing sets in.

e The thrust of reform has been to enable and support informal care through income-
support benefits (which have become more widely available and made more flexible)
and an unpaid carer’s leave. Home care service provision is also gradually expanded in
coverage. Major structural reforms have been in the pipeline for the last three to four
years — specifically the introduction of a statutory basis for and scheme of home care but
progress is slow.

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

1.1 Demographic trends

Ireland’s population, on the most recent available data, is 4.9 million. It is projected to rise to
5.5 million by 2030 and 6.2 million by 2050.2%*

The ageing of the population puts the Irish LTC system under considerable demographic
pressure in terms of a greater demand for LTC and, at the same time, fewer resources — staff
and tax money — to secure the future supply of LTC. The statistics paint a picture of a country
that has been relatively protected from rapid ageing but one that will face serious ageing-
related challenges in the next 20 years. The old-age dependency ratio will rise by 2030 to 27.0
and a very steep 41.9 by 2050. The number of people over the age of 65 now increases by
over 20,000 a year.?* The specificity of Ireland’s situation can be appreciated from the fact

244 All data used in the text comes from Section 5 ‘Background Statistics’ unless explicitly stated otherwise.
245 Government of Ireland, Health in Ireland Key Trends 2019, Government of Ireland, Dublin, 2019.
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that the population aged 65+ has grown by 35.2 % since 2009 (compared to an EU-27%4
average increase of 16.5 %) (Government of Ireland, 2019). Among the consequences is a
growing share of the population comprised of older people. The estimations of the proportion
of those aged 75 and over are 8.3 % and 12.8 % respectively by 2030 and 2050. The number
of potential dependants will rise rapidly — up from 245,000 in 2019 to 307,800 in 2030 to
406,600 in 2050. This can be expected to significantly increase demand for LTC.

Life expectancy at the age of 65 overall in Ireland is 20.8 years in 2019, rising by 1.5 years
since 2008. Healthy life years at age 65 is 12.9 years in 2018. The usual gender differences
prevail — male life expectancy after age 65 is 19.4 years on the latest figures compared to 22.1
for women. However, the gender gap in life expectancy continues to narrow, with the latest
available data showing this gap now at its lowest point since the 1950s (Government of
Ireland, 2019). Healthy life expectancy at age 65 is rising faster than life expectancy in
general — up from 11 years in 2008 to 12.9 on the latest figures (with the increase for women
more pronounced than that for men).

1.2 Governance and financial arrangements

LTC provision in Ireland is mainly organised in terms of income support on the one hand and
health/care service-related provisions on the other. Strongly centralised (especially from a
planning perspective), income support is governed by the Department of Social Protection
whereas the latter comes under the auspices of the health system (Department of Health and
Health Services Executive (HSE)). Home care in Ireland is dominated by informal caregiving,
following a family-based structure similar to southern European countries although this has
changed rapidly over the last 20 years given steep rises in female employment rates.>*’ A
further notable characteristic is the lack of a statutory basis for homecare provision. This has
been in debate for the last three to four years at least and is in the process of being reformed
however (albeit slowly). There is no significant regional differentiation as regards the
governance of the LTC system, with policy highly centralised under the auspices of the
Department of Health on the one hand and the HSE on the other. There is variation in access
to services by region however (to be discussed in section 2.1 below).

In terms of public expenditure on LTC as a percentage of GDP (reference scenario), in 2019 it
was 1.3 %, predicted to rise to 1.6 % and 2.4 % in 2030 and 2050 respectively. Irish
expenditure goes disproportionately on residential services — the most recent evidence
indicates a 55.4 % share for this sector (with predictions that this will remain more or less
stable in 2030 and 2050). The resources for LTC are generated through the tax system (apart
from those funded privately). The only cost sharing arrangements that prevail are in regard to
residential care where access is on an income-tested basis. This is in contrast to home care,
which is based on need.

246 EU-27 refers to the current 27 Member States of the European Union.
247 Walsh, B., Wren, M-A., Smith, S., Lyons, S., Eighan, J. and Morgenroth, E., ‘An Analysis of the Effects on Irish Hospital
Care of the Supply of Care Inside and Outside the Hospital’, ESRI Research Series No 91, September 2019.
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1.3 Social protection provisions

Three features of Ireland’s income support system for care should be noted at the outset: first,
Ireland relies almost exclusively on payments to carers (rather than to the person requiring
care); secondly, the vast majority of income support is on a means-tested basis; third, there is
very limited medical input into the decision to grant the benefit (mainly a letter from a GP
indicating need on the part of the cared-for person).?*3

For the purposes of income support, a carer is defined in the regulations governing the
‘carer’s allowance/benefit’ as someone who is living with, or in a position to provide, full-
time care and attention to a person in need of care (either for physical and/or mental health
reasons) who does not normally live in an institution. To qualify, the carer must also be
habitually resident in the state and must be at least 18 years old (16 if it is for the social
insurance ‘carer’s benefit’) and not be engaged in employment, self-employment, training or
education courses outside the home for more than 18.5 hours a week (increased in January
2020 from 15 hours). Eligibility conditions also pertain to the cared-for person who must be
over the age of 16 and so incapacitated as to require full-time care and attention. In the
assessment of applications for carers’ benefits, a GP’s report on the needs of the cared-for
person must be included in the application. Social Welfare Inspectors carry out follow-up
visits. A carer’s payment can also be made to a person caring for someone in receipt of a
‘domiciliary care allowance’. The latter is a monthly payment (EUR 309.50) for a child aged
under 16 years with a severe disability who requires ongoing care and attention; it is not
means tested and is received only upon the determination of the medical assessor of the
Department of Employment and Social Affairs. This is in the Irish system an exceptional
payment given on behalf of the person requiring care.

There is both a social insurance and a social assistance version of financial payment for
carers. The former — known as ‘carer’s benefit” — is acquired as a right from contributions to
pay-related social insurance. There is only EUR 1 difference in weekly value of the ‘carer’s
benefit’ and that of the ‘carer’s allowance’ (EUR 220 compared to EUR 219 a week for a
carer under 66 years old and caring for one person). The vast majority of carers’ payments are
made through the means-tested allowance. In a not unrelated characteristic, the recipients are
by and large women, underlining a long-term Irish pattern for informal carers to be women
with low or no attachment to the labour market. Both payments are paid on a weekly basis.
For the purposes of the means-test for the ‘carer’s allowance’, the means taken into account
include the applicant’s own income as well as that of their spouse, civil partner or cohabitant
(with the exception of the home) or an asset that could yield or provide the applicant with an
income (for example, an occupational pension or benefits from another country). There is an
income disregard or cut-off of EUR 332.50 of gross weekly income for a single person
(double for a partnered/married person).

The ‘carer’s benefit’ is time limited and may be claimed as a single continuous period or in
any number of separate periods up to a total of 104 weeks. To be eligible the person must be
aged at least 16 and under 66 years old. Also applied is a condition of employment for at least

248 Details of the care recipient’s need and medical conditions are required on the application form.
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eight weeks in the previous 26-week period for a minimum of 16 hours a week or 32 hours a
fortnight and at least 39 weeks of social insurance contributions in the relevant tax year. One
must also have (had) to give up work to become a full-time carer.

While historically income support for carers was treated as separate to the rest of the social
security system (and certainly separate from social insurance), a trend for at least a decade
now is to try and improve demand and take-up. Hence, recipients can avail of activation
services once their period of caring ends and it is possible for a carer to receive the ‘carer’s
allowance’ on a half-time basis if they are getting other social welfare payments. In effect,
they get a half-rate ‘carer’s allowance’. Among other support measures is allowing two
people who share the care to share the ‘carer’s allowance’ (and the annual ‘carer’s support
grant’). The conditions stipulate, though, that care must be shared in an established and
regular manner. Those in receipt of ‘carer’s benefit’ and ‘carer’s allowance’ can build up
credits for a social insurance contribution.

As well as direct income payments, Ireland also has a ‘home carer’s tax credit’ which is given
to married couples or civil partners (who are jointly assessed for tax) where one spouse or
civil partner works in the home caring for a dependent person (including caring for a child
with a disability). The annual value of the tax allowance is EUR 1600 (the full amount of
which is claimable by a carer with an own income of up to EUR 7200 in the relevant tax
year). ‘Carer’s allowance’ or ‘carer’s benefit’ are not taken into account when determining the
home carer’s income but they are taxable income.

An unpaid ‘carer’s leave’ also exists and constitutes a right or entitlement provided one meets
the conditions. The Carer’s Leave Act 2001>*° made provision for employees to leave their
employment temporarily to provide full-time care for someone in demonstrable need of full-
time care and attention (as attested to by a GP). The person to be cared for need not
necessarily be a family member; providing care for a friend or colleague is also deemed
eligible for leave. To be eligible, the person must have been in the continuous employment of
the employer from whom the leave is taken for at least 12 months. There is no hours’
threshold specified. The leave is for a minimum of 13 weeks up to a maximum of 104 weeks
and may be taken in one continuous period of up to 104 weeks or for a number of separate
periods not exceeding 104 weeks in total. While the ‘carer’s leave’ is unpaid, it is job
protected for the duration of the leave and the leave taker may be eligible for either ‘carer’s
benefit’ or ‘carer’s allowance’. Employment for a maximum of 15 hours a week is allowed
for those on ‘carer’s leave’ provided the income from employment or self-employment is less
than a weekly income limit set by the department.

There are also some other entitlements including a ‘carer’s support grant’ - an annual payment
made to recipients of payments for carers which is paid automatically annually and can be
used as the recipient wishes (and not necessarily to buy respite care, as reflected in the recent
change of name from the Respite Care Grant). The value is EUR 1700.

249 http://www.irishstatutebook.ie/2001/en/act/pub/0019/index.html
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For the person needing care, the only statutory scheme currently in place in Ireland to provide
care to older people is for residential, LTC which is accessed and funded through the Nursing
Home Support Scheme (also known as the ‘Fair Deal’) which is administered by the HSE.
Every older citizen can apply to the scheme through their local health office. In order to get
accepted on the scheme, there is a care needs assessment (undertaken by professionals). Upon
being deemed to have significant care need, the person then undergoes a financial assessment
to determine their self-contribution to the cost of care and the corresponding level of state
financial assistance. Under the scheme, people make a contribution towards their care of 80 %
of their income and up to 22.5 % of the value of their home, if their assets are over a certain
limit, for the first three years of their care, and 7.5 % of the value of any assets (which may be
deferred and collected from the person’s estate). The state pays the balance. The first
EUR 36,000 of assets, or EUR 72,000 for a couple, is not counted in the financial assessment.
Note that the principal residence will only be included in the financial assessment for the first
three years in care. This is known as the 22.5 % or ‘three-year cap’. There is an optional
Nursing Home Loan element of the scheme. People can choose public, private or voluntary
nursing homes under the Nursing Home Support Scheme from a range of approved providers.
‘In 2018, the financial support provided by the state towards the cost of long-term residential
care amounted to EUR 969 million, supporting around 23,300 people at year-end. Resident
contributions totalled a further EUR 343 million.?*°

Supply of services

Unlike some other countries — and especially the UK - Ireland has a relatively integrated
health and care system. All public health and social care services come under the remit of the
HSE and LTC provision is provided either by public provision or subsidy of services offered
through a range of community and purely market-based providers. The official policy
approach towards LTC in Ireland is ‘that older people are recognised, supported and enabled
to live independent full lives’. Ironically, though, the thrust of existing provisions and funding
is towards residential care; this is a reflection also of Ireland’s ‘hospital-centric’ model of
health care.?!

Use of residential LTC is rising — up 5.6 % since 2015.2°2 It is estimated that 80 % of those in
residential care are in private nursing homes.?>* As of December 2018, there were 581 nursing
homes registered with the Health Information and Quality Authority (HIQA).?* More than
three-quarters of nursing homes in Ireland are private or voluntary (not-for-profit) nursing
homes; the remainder are public facilities. According to Nursing Homes Ireland (NHI), the
national representative body for private and voluntary nursing homes in Ireland, there are over

250 https://www.audit.gov.ie/en/find-report/publications/2020/special-report-110-the-nursing-homes-support-scheme-fair-
deal-.pdf

231 Smith, S., Barron, S., Wren, M.-A., Walsh, B., Morgenroth, E., Eighan, J. and Lyons, S. Geographic Profile of Healthcare
Needs and Non-acute Healthcare Supply in Ireland, ESRI Research Series No. 90, July 2019, ESRI, Dublin, 2019.

252 Government of Ireland, 2019.

253 Dail Eireann debates, Wednesday 12 June 2019, Vol. 983 No 5.

254 https://www.hiqa.ie/areas-we-work/older-peoples-services
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460 private and voluntary nursing homes providing care to over 25,000 people.?>® There are
approximately 5000 people resident in public nursing homes.?>®

Flanking the institutional provision are home care services. Home-based care services come
mainly under the heading of ‘home support service for older people’ (formerly known as
‘home help service’ and ‘home care package’) and consist of non-medical and usually non-
professional assistance to enable people with care needs to remain relatively healthy and
capable of living at home.?>” Such services are supplied either by publicly-employed HSE
staff, community and voluntary organisations or private sector agencies. They are free of
charge, available on the basis of need/incapacity rather than financial or other resources. The
recipient gets a choice of provider but if they opt for non-HSE services then they must choose
among approved service providers (unless they want to pay privately).

As of the most recent data some 10.1 % of the population aged 65+ used home care services
for personal needs in the last 12 months. Public provision is by far the most widespread form
of service used — accounting for over 70 % of home care provision in 2015.%°% In that year the
State financed 10.46 million home help hours, with an additional estimated 3.86 million hours
privately purchased. The State also provided 15,300 home care packages (Wren et al., 2017).
The level of homecare provision varies by need but it is important to note that the average
HSE home care service provides one hour of care per day- that is 6 hours a week.?*” For
comparison, note that there were an estimated 29,000 LTC residents in 2015, with the
majority (over 21,000) covered by the Nursing Home Support Scheme (the ‘Fair Deal’
scheme). These residents used 10.6 million LTC bed days — over twice as many inpatient bed
days as in the public and private acute hospitals systems combined (Wren et al., 2017). Note
that unlike the Nursing Home Support Scheme, the home support services have no statutory
basis which means that there is no statutory entitlement. For this and other reasons, provision
nationally is rather patchy, often depending on geographical location and historical financial
allocations. The level of regulation and standard setting has been increased over time.

It is estimated that the formal LTC workforce is equivalent to 4 for every 100 people aged 65
and over, compared to 4.1 % of the population (or 195,263 people) as a whole who say that
they are informal carers.

255 https://nhi.ie/

236 Pierce, M., The Impact of COVID-19 on People who Use and Provide Long-Term Care in Ireland and Mitigating
Measures. Country report in LTC covid.org, International Long-Term Care Policy Network, CPEC-LSE, 2020.
https:/Itccovid.org/wp-content/uploads/2020/04/Update-Report-for-Ireland-on-LTC-and-Covid-19-14.04.2020-final.pdf

257 Between 2006 and 2018, two separate public home care schemes existed: the ‘home care package’ (HCP) scheme and the
‘home help scheme’. Historically, the home help scheme provided domestic support including assistance with cleaning,
cooking and basic household tasks, while the HCP scheme was introduced in 2006 to provide more intensive care to allow
for older people, particular those discharged from hospital or from a rehabilitation facility, to be cared for in their own home.
While differences between the two schemes existed in the past, in recent years they have provided similar care and support to
aid individuals at home and in 2018 were merged into the ‘home support scheme’.

238 Wren, M-A., Keegan, C., Walsh, B., Bergin, A., Eighan, J., Brick, A., Connolly, S., Watson, D. and Banks, J.,
‘Projections of Demand for Healthcare in Ireland, 2015-2030: First Report from the Hippocrates Model’, ESRI Research
Series, Dublin, 2017.

259 Care Alliance Ireland, Public Provision of Home Care in Ireland Update October 2018, Care Alliance Ireland, Dublin,
2018.
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2 ASSESSMENT OF THE LONG-TERM CARE CHALLENGES IN
THE COUNTRY

A major difficulty encountered in this project is that there is no national dataset that profiles
the number, location and catchment population of non-acute services (Smith et al., 2019).
Information on the costs is also very difficult to come by.

2.1 Access and affordability

Access and affordability challenges are very significant, especially regarding services (as
against income support for carers).

Waiting lists are one important indicator — of those already assessed and confirmed as being
in need, some 7000 people are estimated to be waiting at the current time.?*® A second
indicator is unmet need. Wave 4 of the TILDA survey (the Irish longitudinal study on ageing)
carried out in 2016 showed that 16 % of people aged 75 years and older and 14 % of the 65 to
74 year old cohort reported unmet need in the community.?®! As these results are based on the
opinion of respondents, they may not accurately reflect the amount of care needed. EU-27
data for 2016 indicates that 22.1 % of households in need of LTC were not using professional
homecare services for reasons of availability. The same data shows that 11.3 % of households
in need of LTC reported not using professional homecare services for financial reasons.
Research suggests that there is a class gradient in service use and accessibility — although the
higher social class households had the lowest need of help, they had the highest percentage in
receipt of professional home care among those who do need help, at 34 %, compared to only
21 % of those in the lower social class which had the highest level of help needed.?¢*

One obvious explanation for unmet need — which a recent comparative research study found
to be highest in the liberal welfare state regimes®® — is supply. There are several aspects to
this. First, the home care service is not budgeted for as demand led. Following the approval of
a person for homecare services, the HSE will provide homecare services through its own
carers or, if they cannot, the contract will be outsourced to a voluntary organisation. This
method is reactionary and only attempts to source hours once approved, leading to a situation
where there is little planning for future demand of services and, as such, no capacity for any
increase in demand.?** Second, the home care sector was one of the casualties of the cut-backs
introduced in Ireland as part of the response to the recession. Such services declined from
covering over 55,000 people in 2008 to under 47,000 in 2016.2%° There were two million
home help hours fewer in 2017 compared to 2008. Provision has been slow to catch up. For
example, by the end of September 2019 (the last date for which evidence is available), 13.3

260 https://www.thejournal.ie/readme/opinion-the-solution-to-the-trolley-crisis-is-to-make-home-care-a-statutory-right-
4377833-Jan2019/

261 TILDA, Wellbeing and Health in Ireland Over 50s 2009-2016, Dublin, 2018.

262 Grotti, R., Maitre, B. and Watson, D., ‘Technical Paper on Social Inclusion and Access to Care Services in Ireland’,
Social Inclusion Technical Paper No 9, Department of Employment Affairs and Social Protection, Dublin, 2019.
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million home support hours were delivered to older people (not including those in receipt of
the Intensive Home Care Package).?°® This equates to a total of 47,384 people in receipt of
these hours during that period. In 2019, almost EUR 30 million was added to the home
support budget, targeting the delivery of 800,000 more hours than the 2018 target.?%’

In addition, there are variations in supply and in assessment procedures geographically. Smith
et al (2019) examined the distribution of the annual average number of home care hours per
person aged 65 years and over in Ireland in 2014 and found significant geographical
variations (Smith et al., 2019). It seems that the rural counties have consistently higher per
capita home care hours across all years. But significant differences within administrative units
are also observed. Similarly, the absence of legislation has also impacted upon the assessment
of eligibility. The assessment of individuals applying for homecare is determined within each
administrative area but there is no standardisation of assessment and many inconsistencies are
reported to exist between various administrative units regarding eligibility of services.?®

Unmet need is in part also attributable to the bias in the system towards residential care. As
mentioned, approximately 60 % of the budget that supports older people is spent on long-term
residential care, effectively catering for only about 4 % of the population aged over 65.2%

A third contributory factor is bottlenecks in the system. The Independent Expert Review of
Delayed Discharges 2018 tfound that 90 % of the 8125 delayed discharges in the year 2017-
2018 were people aged 65 years or over, with a similar percentage for the previous year.?’”°
Other work also underlines the relationship between non-acute service provision and hospital
care. Analyses carried out explicitly comparing acute hospital stays between 2010-2015 and
publicly-financed home care hours between 2012 and 2015 indicate that an increase of 1.5
million hours in home care supply was associated with about 14,700 fewer bed days in
residential care per annum, freeing up 40 beds per day (Walsh et al., 2019).

But unmet need also prevails in regard to nursing home care. The review of the Nursing
Home Support Scheme, which was undertaken in 2015%"!, concluded that, based on prevailing
utilisation rates and projected increases in the numbers of older people, there will be a
requirement of over 33,000 Nursing Home Support Scheme beds in the system by 2024.

2.2 Quality

In regard to the second challenge — quality - since 2008, there have been independent,
unannounced inspections of all public, private and voluntary nursing homes. These
inspections are carried out by the HIQA and the Authority publishes the results of regular
inspections of nursing homes. Since July 2012, a system of approved service providers has
been put in place under home support services. The approved providers, appointed under a
tender process, must meet a new uniform level of national standards. There are some 35
standards in all, among which are a person-centred approach, autonomy, safeguarding, the

266 HSE, HSE Performance Profile, July to September 2019, Quarterly Report, Dublin, 2019.
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108

www.parlament.gv.at



promotion of rights and dignity as well as standards in relation to provision and use of
resources.?’? This is a first step in an overall plan to raise standards of home care provision. It
is planned that home care services will be independently inspected but legislation is required
to do so and no date has been announced by when it will be in place. HIQA was initially
scheduled to have been established as a regulator of the sector in 2016 but there is still no
mechanism for the oversight of homecare services.?’® Providers are monitored through
Service Level Agreements (SLAs) with the HSE and are required to provide a range of
information in relation to the services they provide. However, the situation remains that home
care services in Ireland are unregulated.

However, there are no independent inspections of home care services for older people and
indeed no statutory basis to do so at the present time. The plan is to introduce a statutory basis
for home care in 2021. As part of this this an inspection regime will be introduced (details
unavailable at this stage). While it is generally agreed that HIQA has been a successful model,
the challenges to regulation and monitoring in the home care sector are significant. First of
all, the difficulties of monitoring and regulating provision in private homes is amplified in
Ireland given the scale of such provision. Second, an informal rather than a professional
culture prevails around home care in Ireland, making it difficult to treat it as a ‘service’ rather
than ‘help and assistance’.

2.3 Employment (workforce and informal carers)

In terms of the formal workforce, Ireland has a ratio of 4 LTC workers per 100 population
aged 65 and over. This compares to 3.8 for the EU-27. Women make up 87.3 % of the formal
care workforce. On the basis of the available evidence from OECD,*’* LTC workers earn on
average around 67 % of the average earnings per hour actually worked in the general
economy and 38 % of LTC workers have completed higher education. Ireland compares
favourably to Germany on both of these statistics.?’> It should also be noted that Ireland is one
of the countries with a relatively high proportion of foreign-born people in the care workforce
in both nursing and personal care (they represent over 20 % in Ireland, and Austria).?”®
However, it does not appear that Ireland has a large undocumented caring sector (as in some
other EU-27 Member States).

The 2016 Census found that 4.1% of the total population (195,263) declared that they
provided regular unpaid personal help for a friend or family member with a long-term illness,
health problem or disability, including problems due to old age.age. Some of these may be
claiming income support benefits but many of whom will not. The Census data also indicated
that carers provide over 6.6 million hours of care a week (this 2016 figure was an increase of
over 5 % on the 2011 Census numbers). As well as the numbers, the Census data also shows

272 hitps://www.hiqa.ie/sites/default/files/2017-01/National-Standards-for-Older-People.pdf
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Publishing, Paris, 2020. https://doi.org/10.1787/2592106e-en; OECD, ‘Who Cares? Attracting and Retaining Care Workers
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that women are more likely to be carers — some 60 % of the carers are women. One other
gender-related point to note is the much heavier workload borne by female as opposed to
male carers — it appears that intensive caring is women’s work.?”’ In general, working age
people in Ireland who are caring for dependent relatives will find it very difficult to achieve a
work-life balance and public policy provides little support for this. The ‘choice’ of whether
and how to care is a very constrained one in Ireland.

In terms of training and upskilling, since 2017, Ireland has instituted a programme of training
and support for family carers. This is on an ad hoc basis, funded from unused funds in
dormant accounts in credit institutions and unclaimed life assurance policies and is directed
more at support than training (e.g., supportive apps, information, self-help and self-care or
support (through networks and clubs, Facebook apps, for example).?’® Other than this, there
are no moves towards skilling or upskilling or indeed skills validation for informal learners to
assist them in becoming LTC professionals.

The challenges to ensuring a quantitatively and qualitatively adequate LTC workforce to meet
the rising demand for LTC and providing a choice and support for informal carers are huge in
Ireland. There are quantitative, volume, challenges but in addition to this the training
infrastructure and degree of professional recognition of the value of the sector are low. There
is a relatively low level of training in the sector — according to OECD the job of care assistant
for older people requires just 36 weeks of training.?’”’ The sector is also highly informalised
(in terms of the degree of dependence on informal care in particular) — the proportion of
people reporting providing more than 20 hours of care per week in 2016 was 41 % in Ireland
compared to 22.2 % in EU-27.

2.4 Financial sustainability

By international standards, Ireland’s spending on LTC is low, with recent estimates placing it
at 1.3 % of GDP in 2019 compared to 1.7 for the EU-27. The projected expenditure under the
reference and risk scenarios are 1.6 % and 1.8 % respectively for 2030 and 2.4 % and 3.2 %
respectively for 2050. These rises are very significant, especially those for the longer term
(implying a nearly trebling of the 2019 expenditure levels), indicating significant costs
involved for Ireland in relation to a shift between informal and formal care and further
development of the LTC system. The imbalance in the financial system towards the funding
of residential care means significant unmet need as by far the greater usage of services is on
the homecare front with just 4 % of the population aged 65 and over in residential care
compared to some 10 % using home care services (data for 2015) (Wren et al., 2017).

There are several challenges in relation to financial sustainability. First, the Irish system of
LTC tilts in the direction of incentivising residential care, which is arguably an unsustainable
and more expensive policy. It has been suggested that Ireland lacks a sustainable funding

277 Care Alliance Ireland, 2020.
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model.?®® For example, the Fair Deal Scheme is designed and budgeted by the state around
the premise that some of the public costs will be recoverable from the future sale of the
housing asset of the person receiving care. However, with falling levels of home ownership
and the falling value of property, the hopes for funding from these sources may well not be
realised. Even though the assets contribution has been increased, the yield is a smaller private
contribution to LTC than was expected.

Secondly, there is the high and rising cost of such care in Ireland. As well as being a
challenge for government this too challenges individuals and their families. Thirdly, there are
issues with regard to what is covered by the home care scheme in particular. As mentioned
this is free, but it does not cover activities (and costs involved) in laundry and shopping for
example. The OECD?*! has calculated that the current level of public support does not bring
relative income poverty levels back to pre-LTC levels: while 20 % of the entire older
population in Ireland are at risk of income poverty, should they need home care for moderate
needs and have access to social protection, that share would go up to 40 %. In other words,
there is a higher risk of poverty associated with needing LTC, even after receiving public
support. It suggests that one way to fill this gap is to introduce an income-tested cash-for-care
scheme for more economically vulnerable older people to pay for the costs of help with
laundry and shopping. Residential care is also associated with income and asset deprivation.
OECD?* identifies Ireland as one of the countries where the out-of-pocket costs for older
people with mean net wealth are higher than their incomes, implying that care recipients
deplete their assets to pay for residential care.

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

There is some evidence to suggest that those in households containing people with disabilities
and other working-age households are significantly less likely than older people in need of
help to be receiving professional home care (Grotti et al., 2019).

3 REFORM OBJECTIVES AND TRENDS

There have been no major reforms affecting LTC in Ireland between 2017 and 2020. Some
more minor reforms include the incremental uprating of the ‘carer’s allowance’ and ‘carer’s
benefit’ and easing of the conditions of receipt to allow greater flexibility. In general, over the
last decade or so, there has been a thrust to treat ‘carer’s allowance’ in a similar way to some
of the other income supports, e.g., ‘jobseeker’s allowance’, in giving people access to some
activation services.

Another minor reform has been in terms of training and support for carers which has been in
place since 2017. This is on an ad hoc basis, funded from unused funds in dormant accounts
in credit institutions and unclaimed life assurance policies and is directed more at support than
training (e.g., supportive apps, information, self-help and self-care or support (through

280 Age Action Ireland, Priorities for Budget 2020, Age Action, Dublin, 2019.
281 Cravo Oliveira Hashiguchi and Llena-Nozal, 2020, p. 101.
282 Cravo Oliveira Hashiguchi and Llena-Nozal, 2020, p. 55.
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networks and clubs, Facebook apps, for example). Other than this, here are no moves towards
skilling or upskilling or indeed skills validation to informal carers to assist them in becoming
long-term care professionals.

Ireland has not received any Country Specific Recommendation on LTC.
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Planned reforms and on-going legislative process and debates

Introduction of a statutory basis to homecare — responding to the major review of health
and care services — Slaintecare (Committee on the Future of Healthcare 2017)°%* - the (now
former) government announced that reform would be undertaken to provide a funding basis
for homecare as a well as a statutory scheme which would operate a regulatory model for a
uniform homecare service. Preparatory work has been undertaken, including background
research on practice elsewhere and a public consultation. An announcement was promised
on the details of the new statutory provision in January 2020 but nothing has of yet been
announced. Budget 2020 made a commitment to pilot a statutory home care scheme but there
are no indications that this has been followed up on.

Incremental increases in the funding and volume of home care services

Some ad hoc training and support initiatives for informal carers

4 MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

The challenges are huge for Ireland as the current system — especially in regard to home care
— is ad hoc, under-funded and faced with significant structural problems. In particular there
are workforce-related challenges, which include not just volume but also training and the
provision of support. There are serious quality challenges, especially in the home care sector
where no statutory overview or quality benchmarks prevail.

Health service reform is high on the political agenda in Ireland — and indeed could
conceivably be elevated in importance by the COVID-19 outbreak. A coalition of three
parties was formed in June 2020. In this context it is important to note that LTC figured quite
strongly in the different parties’ election manifestos.

The following would be some worthy reforms:

e ensuring that the reconciliation of care with professional life envisioned by the formal
status for informal carers includes greater flexibility in working schedules (e.g. starting
and finishing times, establishment of a bank of hours, concentrated working schedule,
incentives for tele-working) in order to facilitate the caring needs of jobholders (bearing
in mind possible gender impacts);

e ensuring concrete definition of the quality framework for informal care and its
enforcement along with the similar framework for formal care;

e revising entitlement to LTC benefits, especially cash benefits, ensuring a closer linkage to
the level of dependency rather than focusing excessively on means-testing criteria;

e developing a process of systematic monitoring and evaluation of public policies in the
field, including ex-ante assessments.

283 Committee on the Future of Healthcare, Sldintecare Report, Houses of the Oireachtas, Dublin, 2017.
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S BACKGROUND STATISTICS

Most

5.1. Demographics 2008 2030 2050
recent
Population (in millions), 2019 4.5 4.9 5.5 6.2
Old-age dependency ratio, 2019 15.6 21.6 27.0 41.9
Total 0.5 0.7 1.0 1.5
Population 65+ (in millions), 2019 Women 0.3 0.4 0.5 0.8
Men 0.2 0.3 0.5 0.7
Share of 65+ in population (%), 2019 10.8 14.1 17.6 24.7
Share of 75+ in population (%), 2019 4.7 5.9 8.3 12.8
Total 19.3* 20.8
Life expectancy at the age of 65 (in years), 2019  Women 20.8% 22.1 229 24.9
Men 17.7* 19.4 20.3 221
Total 11* 12.9
Healthy life years at the age of 65, 2018 Women 11.1%* 13.8
Men 10.9* 12.0
*data for 2010
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 245.0 307.8 406.6
) ] Total 101.8 148.2 247.4
Number of potential dependants 65+ (in Women 600 855 145 4
thousands), 2019
Men 41.8 62.7 102.0
Share of potential dependants in total population (%), 2019 5.0 5.6 6.5
Share of potential dependants 65+ in population 65+ (%), 2019 14.5 15.1 16.0
Share of population 65+ in need of LTC** (%), 2019* 213 20.9
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
M
5.3. Access to LTC 2014 ost 2030 2050
recent
Share of population 65+ receiving care in an institution (%),
3.0 33 3.9
2019
Share of population 65+ receiving care at home (%), 2019 8.1 8.6 9.6
Share of population 65+ receiving LTC cash benefits (%) 2019 0.0 0.0 0.0
Share of potential dependants 65+ receiving formal LTC in-
kind (%), 2019 76.7 78.8 84.7
Share of potential dependants 65+ receiving LTC cash benefits 0.0 0.0 0.0
(%), 2019 ' ’ '
Share of population 65+ in need of LTC** witha  Total - 48.5
lack of assistance in personal care or household Women - 51.8
activities (%), 2019* Men . 4.9
Sh c lation 65+ wh ih Total 10.8 10.1
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 121 1.8
Men 9.3 8.2
Share of households in need of LTC not using professional 113
homecare services for financial reasons (%), 2016* ’
Share of households in need of LTC not using professional 71
homecare services because services not available (%), 2016* ’
Long-term care beds per 100,000 inhabitants, 2017* 616.3 639.3
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
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Most

54. LTC Workforce 2011 2030 2050
recent
Total 4.6 4.0
Number of LTC workers per 100 individuals 65+, o
2016* % 873
Women
) o . Total 9.4
Share of population providing informal care (%), Women 11.0
2016
Men 7.8
) o Total 41.0
Share of informal carers providing more than 20h Women 405
care per week, 2016
Men 41.9
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- - . :
Public spending on LTC as % of GDP (reference scenario), 0.7 13 16 24
2019
Public spending on LTC as % of GDP (risk scenario), 2019 0.7 1.3 1.8 3.2
. . T o .
Pubhg spending on institutional care as % of total LTC public 34.9 554 554 56.9
spending, 2019
: : o :
Pubh({ spending on home care as % of total LTC public 651 446 446 531
spending, 2019
. : o :
Pubhg spending on cash benefits as % of total LTC public 00 0.0 00 0.0
spending, 2019
Government and compulsory contributory financing schemes 1.9 13
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes i )
as % of GDP, LTC Social, 2018*
Household out-of-pocket payment as % of GDP, LTC Health,
0.4 0.2
2018
Household out-of-pocket payment as % of GDP, LTC Social, 0.0 )
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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GREECE

Highlights

e In Greece, long-term care (including prevention and rehabilitation services) continues to
be an underdeveloped policy area, given that there are no comprehensive formal long-
term care services guaranteeing universal coverage.

e Long-term care is based on a mixed ‘quasi-system’ of services, comprising formal care
(provided by public and private entities) and informal care (provided by family carers
and paid carers), where primary responsibility for the financial and practical support of
dependants rests squarely on the family.

e Increasing the system’s coverage, improving the quality of service provision and
governance, along with ensuring the availability of formal carers and providing support
for informal family carers are among the main long-term care challenges in Greece.
Concerted action is needed to ensure that the challenges are adequately addressed.

e Greece still lacks a comprehensive long-term care policy; there is a need for concrete
action to implement a major reform of the long-term care system. This becomes even
more imperative, given the pressure imposed by the rapidly ageing population and the
negative impacts of the financial crisis/economic recession (e.g. cuts in public spending,
deterioration in the health of the population, increasing hardship among households,
etc.).

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

1.1 Demographic trends

It should be stated right at the outset that, although Greece’s population has decreased over
the period 2009-2019 and is expected to decrease further,?®* Greece has one of the highest
population ageing rates in the EU. In particular, Eurostat data reveals that the share of people
aged 65+ in Greece has been following an increasing trend, from 18.7 % (or 2.1 million
people) in 2008 to 22.0 % (or 2.4 million people) in 2019, remaining one of the highest
among EU-27 Member States?®®. This is also the case with the share of people aged 75+ (i.e.
from 8.7 % in 2008 it increased to 11.2 % in 2019). The challenge that this demographic
development poses to long-term care (LTC) becomes even more pressing when one considers
that the proportion of people aged 65+ in the total population in Greece is projected to reach
25.8 % (or 2.7 million people) by 2030 and 33.8 % (or 3.2 million people) by 2050. Similarly,

284 The total population in Greece was estimated at 10.7 million people in 2019, showing a decrease of 3.6 % compared to the
population of 2008 (i.e. 11.1 million), while it is projected to be 10.3 million people by 2030 and 9.5 million people by 2050.
285 EU-27 refers to the current 27 Member States of the European Union
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the share of people aged 75+ in the total population is projected to reach 13.3 % by 2030 and
19.7 % by 2050.2%

Furthermore, Eurostat data reveals that the old-age dependency ratio (share of people aged 65
or above relative to those aged 15-64) increased from 28 % in 2008 to 34.6 % in 2019,
remaining higher in relation to the EU-27 average (i.e. 31.4 % in 2019). Worse still, the old-
age dependency ratio for Greece is projected to grow from 34.6 % in 2019 to 41.9 % in 2030
and to 62.6 % in 2050, well above the EU-27 average which is projected to rise to 39.1 % and
to 52 % respectively. In addition, Eurostat data reveals that life expectancy at age 65 (i.e. the
average number of additional years of life that a survivor to age 65 will live beyond the age of
65) increased slightly over the period 2010-2019, standing at 20.4 years in 2019 — 19.0 years
for men and 21.7 years for women.

Demand for LTC is expected to rise even more, given that the healthy life years at 65
indicator, which measures the number of remaining years that a person aged 65 is expected to
live without any severe or moderate health problems, shows a decreasing trend for both men
and women over the period 2010-2018 in Greece. In particular, in 2018, men aged 65 could
expect to live in a healthy condition for 7.4 years (against 8.7 years in 2010), while women
aged 65 could expect to live in a healthy condition for 7.2 years (against 8.2 years in 2010).

According to the latest available data concerning people in need of LTC in Greece, the share
of population 65+ defined as having at least one severe difficulty in ADLs and/or [ADLs was
29.1 % in 2019. In addition, the share of potential dependants in the total population in
Greece was 9.7 % (or 1.034 thousand people) in 2019, which is above the EU-27 average (i.e.
7 % in 2019). Projections indicate that the share of potentially dependent people in the total
population is estimated to reach 10.6 % (or 1.090 thousand people) by 2030 and 12.6 % (or
1.195 thousand people) by 2050.

Looking at all this, it becomes evident that Greece is facing significant demographic changes
which are expected to trigger an ever-increasing demand for LTC services in the country.
What is of rising concern, however, is that this challenge - adapting service provision so as to
cover the ever-increasing demand - is barely being addressed in Greece, considering that LTC
has never been given due attention by either governments or policy-makers, and is a rather
neglected policy area.

1.2 Governance and financial arrangements

LTC in Greece lacks a comprehensive legislative framework, along with a clear-cut strategy
underpinned by an integrated approach, while governance and organisational arrangements
are by and large inadequate. Although there is a variety of care structures and programmes
concerning the provision of LTC services in the country, these do not operate under a
rationalised, well-organised and institutionalised body. The Greek LTC system relies heavily
on informal care, where the family plays the dominant role in the provision of LTC, and that
is the main determining feature of the LTC system in the country. Although there is no legal

286 All data used in the text come from Section 5 ‘Background Statistics’ unless explicitly stated otherwise.
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obligation for children to care for their parents in Greece, there is a strong cultural expectation
for relatives to care for the older members of the family.

As to the division of responsibilities, given that LTC in Greece lacks a comprehensive
legislative and governance framework, the system continues to be highly fragmented and
unstructured. As a result, the provision of LTC services in the country is based on various
legal regulatory frameworks that govern the licensing and operation of the various types of
LTC structures.”®” More specifically, the regional authorities are responsible for the licencing
(establishment and operation) and monitoring processes of the institutional/residential care
services, while local authorities undertake operating the structures which provide community-
based LTC services.

Turning to examining public expenditure on LTC (health and social) in Greece, as evidence
shows, this was only 0.2 % of GDP in 2019, which is significantly lower than the EU-27
average (i.e. 1.7 % of GDP). Moreover, according to the latest available data of the System of
Health Accounts for the year 2018, Greece allocated only 2.1 % of overall health spending to
long-term health care services.”®® As to the financing of long-term health care, evidence
suggest that 79 % was covered by the social insurance system (compulsory contributory
healthcare financing schemes), 18 % by the State (general government schemes) and 4 % by
non-profit institutions serving households (non-profit institutions serving households-NPISHs
financing schemes), while there is no data recorded as to the financing from household out-of-
pocket payments and private insurance payments. It should be noted, however, that this does
not reflect the actual situation in Greece; although out-of-pocket payments represent a large
share of total health spending, the data on such payments is underestimated, since they do not
take account of the extensive use of informal payments for healthcare (including LTC). What
is more, there is no data available as to the expenditure for long-term social care for older
people, which is heavily based on private payments (informal payments).

1.3 Social protection provisions

State support for non-self-sufficient older people and people with disabilities (children and
adults) in Greece includes disability benefits, limited direct provision of residential care,
coverage of some care needs through public social insurance, and indirect support via tax
reductions.

Social insurance coverage entails the provision of old-age and disability pensions by the
‘digital National Agency for Social Insurance’ (e-EFKA). There are also two cash benefits -
of limited coverage - provided directly to people with disabilities (including older people)
with care needs, which are funded by the e-EFKA. The first one is the ‘total invalidity
benefit’, which is granted to old-age pensioners who are blind and to invalidity pensioners
provided that their condition requires constant supervision and support from a third person
(total invalidity). In order to be eligible for this kind of benefit, pensioners must have a

287 There are some legal regulatory frameworks that apply to different LTC structures and providers. These frameworks set

specific requirements and minimum standards (e.g. staff ratios and qualifications). The emphasis is placed on the licensing
process, which concerns mainly the fulfilment of these standards by the providers.

288 ELSTAT, System of Health Accounts (SHA) of year 2018, 2018a. https://www.statistics.gr/en/statistics/-
/publication/SHE35/-.
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medical assessment by the Centre for Certifying Invalidity (KEPA) certifying that their
disability is of 80 % or more and that they need assistance from another person. The amount
of the total invalidity benefit is equal to 50 % of the pension received and cannot be more than
EUR 671.40 per month. The second benefit is the ‘non-residential care benefit’ which is
provided to insured persons and pensioners receiving invalidity, old-age or survivor’s
pensions, as well as to the members of their families (including children with disabilities) who
suffer from specific diseases, on the condition that they do not receive the total invalidity
benefit. The monthly amount of the non-residential care benefit is equal to 20 times the daily
minimum wage of the unskilled worker for 2011, that is a total amount of EUR 671.40 (20 x
EUR 33.57 daily wage).

In addition to disability pensions and benefits, e-EFKA also provides funding for healthcare
services for insured people with disabilities and people who need long-term healthcare. These
services are provided in public institutions and hospitals through the National Organisation
for the Provision of Health Services (EOPYY), while a number of private clinics contracted
with EOPYY also provide long-term healthcare (mostly to terminally ill people).

As for the public formal LTC services, these are financed by the Ministry of Health and the
Ministry of Labour, Social Insurance and Social Solidarity, as well as by e-EFKA. They entail
mainly the provision of institutional/residential care and community-based care services. It
should be noted that the admission of older people (aged 65+) to these public residential
institutions follows referral by local authorities’ social services, the regional social welfare
centres or public hospitals. The referral is based on criteria such as economic hardship
(though existing legislation does not define a specific income threshold) and severity of need
(isolation, exclusion, family crisis, lack of both family support and financial means, etc.).
After the initial referral, there is no follow-up visit by the relevant authorities. The care
services provided in these institutions is free of charge.

Moreover, there are some other state-financed (non-contributory) disability/welfare benefits
(in cash and in kind) that target people who are in need of care because of a specific chronic
illness or incapacity.?® These benefits are provided by the newly established Organisation for
Welfare Benefits and Social Solidarity (OPEKA).?*° It should also be noted that there is one
targeted housing benefit with extremely low coverage, although no information is available
with regards to the number of beneficiaries and the take up rates. In particular, the State
provides for a means-tested ‘housing allowance’ addressed to uninsured and financially weak
older people aged 65+. They are required not to own a house and not to have any source of
income or any property that can cover their housing needs. The amount of the benefit can be
up to EUR 360 per month and it is paid directly to the owner of the rented premises.

289 Depending on the invalidity/disability level and the kind of chronic illness, recipients are entitled to different levels of care

provision. The level of the disability/welfare benefit is positively related to the level of disability. The amount of the
disability cash benefit ranges between EUR 165 and EUR 697 depending on the invalidity/disability level and the kind of
chronic illness.

2% OPEKA is the single payment authority for all welfare benefits, including disability benefits, ‘Social Solidarity Income’
benefit, children’s benefits and other welfare benefits.
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It should also be highlighted that there are no cash nor in-kind benefits for the carer. Family
carers can only benefit indirectly from some income tax relief, which can be claimed by them
for supporting a relative with disabilities.

Finally, it is considered necessary to point out that there are no arrangements currently in
place as regards the evaluation of care needs. The only exceptions are the Centres for
Certifying Disability (KEPA), which are responsible for the evaluation of the level of
disability. These centres, which in practice function as health committees, are authorised to
assess the level of disability, which is the necessary prerequisite for eligibility to receive the
disability/welfare benefits. The disability levels are set at: 50 %, 67 % and 80 %.

1.4 Supply of services

LTC in Greece is based on a mixed ‘quasi-system’ of services comprising formal (provided
by public and private entities) and informal care, with primary responsibility for the financial
and practical support of dependants resting firmly on the family. Formal LTC services in
Greece entail mainly the provision of institutional/residential care and community-based care
services, while the provision of home care services is rather limited. It should be noted,
however, that the services provided are of limited coverage, and their supply falls well short
of demand; thus, informal care (provided by family carers and paid carers) is estimated to
cover the lion’s share of the need for LTC among the Greek population, though official
relevant data is not available.

More specifically, public formal LTC services entail mainly the provision of
institutional/residential care and community-based care services. Residential and semi-
residential care for adults and children with disabilities and for people living in poverty aged
65+ who live alone and are in need of care is provided by the state through 12 regional ‘social
welfare centres’, which (in 2017)*°! consisted of 44 ‘social care units’:>*> 21 chronic illness
nursing homes for adults with disabilities and older people, 13 social protection centres for
children, six rehabilitation centres for people with disabilities>*® and four other relevant
structures®”* (legal entities of public law).?”> All these care centres are financed by the state
budget and by per diem fees paid by EOPYY.

With regards to the 21 chronic illness nursing homes for adults with disabilities and older
people, it should be noted that each of them has various sub-units that provide both residential
and semi-residential care. Most of these branches/structures focus on adults with disabilities
(including the older people with disabilities), but some of them provide care exclusively for
deprived older people. Available data (ELSTAT, 2018) shows that, in 2017, these units

291 These are the latest available data; the survey on social care units is biennial.

292 Social care units include: units for people with special needs/chronic diseases, units for child protection, units for the
recovery and rehabilitation of people with disabilities, centres of physical and medical rehabilitation, miscellaneous
(diagnostic and therapeutic centres for pervasive developmental disorders), other legal entities of public law.

293 The rehabilitation services (outpatient) provided by the centres for recovery and physical and social rehabilitation
(KAFKA) and the centres for education, training and social support for people with disabilities (KEKYKAMEA) have been
transferred to the National Health System and the public hospitals and are now provided through the centres for physical and
medical rehabilitation.

294 These include: the National Centre for Social Solidarity (EKKA), the National Foundation for the Deaf (EIK) and the
Centre for Education and Rehabilitation for the Blind (KEAT).

295 ELSTAT, Monitoring the work on Social Care and Protection Units: year 2017 (biennial), Press Release, 2018.
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employed 1227 people and provided services to 2047 patients (in both residential and home
care). It should be noted, however, that the number of available places falls short of demand,
and there are long waiting lists.

There are also 510 community residential structures for mentally ill persons. These provide
accommodation, care and protection services (sheltered boarding houses and apartments,
sheltered workshops, etc.) to about 4100 beneficiaries. They are operated by public and non-
profit organisations, and they are financed by the state and EOPYY. In these structures, there
are about 2100 beds in sheltered boarding houses (or hostels) for older people with mental
health problems that can be counted as LTC beds. In addition, there are 338 beds in public
psychiatric hospitals that can be used for the LTC of chronically mentally ill persons.?*®

LTC for incapacitated older people (mostly in poverty or living alone) is also provided by
approximately 240 care homes (residential and nursing care facilities) that are run by private
(for-profit and non-profit) organisations and local authorities?®” and are mainly located in
urban areas. Yet, official reliable data regarding the actual number of these facilities and their
capacity is not available. Almost half of the care homes are situated in the Greater Athens
Area, and the vast majority are run by private (for-profit) enterprises; the remainder are
managed by the Church, charitable organisations and local authorities. The for-profit
residential homes are privately paid for by the person in care and their families, while the
non-profit care homes are partly subsidised by the State and partly funded by donations (and
per diem fees paid by EOPY'Y for those entitled to social insurance).

Public care facilities and services for dementia and Alzheimer’s disease — which affect an
increasing number of people in Greece — have, until very recently, been rather negligible;
specialised care was mainly provided by a small number of non-governmental organisations
(NGOs). To address this gap, efforts have been concentrated on establishing day-care centres
for people with dementia, memory and cognitive disorders clinics and palliative care hospices
for the terminally ill, which are to be co-funded by the European Social Fund (see also
Section 3).

Turning now to other forms of formal LTC, it should be noted that since the beginning of the
2000s, largely thanks to EU-27 co-funding (European Social Fund), there has been a
significant increase in LTC services that provide social support and care for older people at
home and in the community. These are: a) (semi-residential) day-care centres for people with
disabilities, b) (semi-residential) day-care centres for older people (KIFI) and c) services
provided to older people and people with disabilities at home (‘Help at Home’ programme).

As regards the day-care services for older people in the community, these are provided
through the ‘Day-care centres for older people’ (KIFI)*®. These centres undertake the day
care of older people who cannot care for themselves, who have serious economic and health

29 Data obtained from the Ministry of Health.

297 Eurofound, Care homes for Older Europeans: Public, for-profit and non-profit providers, Publications Office of the
European Union, Luxembourg, 2017.

298 There are also approximately 800 ‘open protection centres for older people’ - (KAPI) operated by municipal enterprises
and non-profit entities. However, these have primarily a recreational function (the prevention and medical care services
provided are limited).
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problems and whose family members cannot look after them because of their work (or for
other reasons). In the majority of cases, they are operated by municipalities, municipal
enterprises or joint municipal enterprise partnerships and cooperate with local social and
health services. Since their establishment, they have been funded mostly by EU-27 resources
(European Social Fund) through the Operational Programmes of the 13 regions of the
country. 2 According to the latest available data,% there were 68 KIFI in operation
accommodating about 1500 older people, with a staff of about 300 people.

Another important initiative in this area is the ‘Help at Home’ programme, which has so far
been operated by municipal enterprises and has been mostly funded by EU-27 resources. The
programme was launched in 1998 in a limited number of municipalities, but since 2001 it has
been rolled out across Greece. Up until 2015 it received financial support from the European
Social Fund; since then, the programme has been financed by national resources alone, and its
funding has been secured until September 2020 (Law 4635/2019, article 229). At present,
there are 859 ‘Help at Home’ schemes in operation, run by 277 agencies (municipalities,
municipal enterprises, non-profit organisations, etc.) and providing services to about 70,600
beneficiaries. *°! The schemes provide nursing care, social care services and domestic
assistance to older people (aged 78+) and people with disabilities (irrespective of age) who
live alone and face severe limitations (mobility problems, etc.) in their everyday lives, and
who fulfil specific — rather strict — income criteria.**> About 3000 people (social workers,
nurses, physiotherapists and home helpers) are employed in these schemes, most of them on a
fixed term-contract basis.

In conclusion, although there are various public measures and actions concerning the
provision of LTC services in Greece, they are inadequate to meet the ever-rising needs in this
area, while there is a clear imbalance between formal and informal care provision. The lack of
hard evidence concerning the actual capacity and the size and composition of the workforce
of all LTC service providers*®® remain among the main drawbacks which continue to prevail
in the LTC policy in Greece. All in all, LTC in Greece is in need of urgent reform.

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

2.1 Access and affordability

LTC (including prevention and rehabilitation services) has, for years now, been an
underdeveloped policy area, given that there are no comprehensive formal LTC services that
guarantee universal coverage. Although relevant official statistical data concerning both
demand for and supply of LTC services/facilities is not available, everything points to the fact
that formal care is available to only a small number of beneficiaries. This is supported by

299 1t should be noted that EU funding for the operation of these centres has been secured until December 2022.

300 EETAA, Local Authorities in Numbers, Special Edition of the Hellenic Agency for Local Development and Local
Government (EETAA), Athens, 2017.

01 EETAA, EETAA’s Newsletter August-October 2019. https://www.cetaa.gr/newsletter/teyxos10.pdf

302 1t should be noted that the income criteria vary among the ‘Help at Home’ schemes. In most cases the beneficiary’s annual
income cannot exceed EUR 7500 - EUR 8000.

303 See Section 5 ‘Background Statistics’.
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Eurostat data, which shows that in 2017 for every 100,000 inhabitants there were only 39.4
LTC beds in nursing and residential care facilities; this is the second lowest ratio in the EU-27
member states. *** Moreover, there is an imbalance of service provision due to the
geographically uneven development of care services, since the majority of the existing
services are located in the urban areas of the country (mainly Athens and Thessaloniki). This
implies that access to LTC is heavily dependent on where the person in need lives. This
constitutes one of the main barriers of access to LTC, especially for those living on the islands
and in isolated rural areas of the country.

As to the home care services provided by professionals or by a community organisation in
Greece, latest available data from the European Health Interview Survey (EHIS) reveals that
in 2019 only 7.3 % of people aged 65+ used such services for personal needs in the past 12
months. In addition, according to the relevant latest available EU-SILC data (2016), 63.3 % of
households in need of LTC services did not use professional homecare services because they
could not afford it. Furthermore, 5 % of households in need of LTC services declared that
they did not use homecare services because there were no such services available.>*

There are several other barriers that have been identified concerning access to and availability
of LTC services (including home care services). According to the latest available data
(European Quality of Life Survey 2011),%° more than 80 % of LTC service users in Greece
experienced difficulties with availability (e.g. waiting lists, lack of services), while over 70 %
of service users experienced difficulties with access (e.g. because of distance or opening
hours). An example demonstrating this is that the care services provided through the public
day-care centres for older people and the ‘Help at Home’ programme are available only in the
morning and early afternoon and for up to eight hours per day.

Furthermore, most of the existing public formal LTC services entail rather strict eligibility
criteria; that makes them inaccessible to many people in need of such care. As Tinios argues
‘those left out are probably the majority of those who need long-term care; they would be
excluded either de jure through the exclusion criteria or de facto through the limited number

of places available’.>"

Overall, there is an urgent need to increase the system’s capacity, so as to meet the demand
for affordable LTC services. That constitutes the most profound challenge in this policy area.
However, and most importantly, action to increase the system’s capacity should go hand in
hand with efforts to ensure sufficient quality of LTC services provision.

2.2 Quality

When it comes to examining the quality of LTC in Greece, it is considered necessary to point
out, right from the beginning, that there is no national or sub-national definition of LTC

304 The number of LTC beds in nursing and residential facilities in the great majority of EU Member States ranged from 400
to 1100 per 100,000 inhabitants. See Eurostat online database [hlth rs bdsns] and Section 5 ‘Background Statistics’.

305 See Section 5 ‘Background Statistics’.

306 Burofound, Third European Quality of Life Survey — Quality of life in Europe: Impacts of the crisis, Publications Office of
the European Union, Luxembourg, 2012.

307 Tinios, P., ‘Greece: Forced transformation in a deep crisis’ in Bent Greve (ed.), Long-term Care for the Elderly in Europe:
Development and prospects, Taylor and Francis, London, 2017, pp. 93-106.
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quality in Greece neither in the context of the healthcare sector nor of the social sector. This is
congruent to the fact that the system is strongly based on informal LTC and, consequently,
formal services play rather a residual role in the provision of LTC in Greece.

Along with the absence of a definition of LTC quality, there is also a lack of a general LTC
quality framework that would apply to all types of support (residential or home care) and to
all kinds of providers (public or private, for-profit/ not-for-profit); neither is there a general
healthcare and social services quality framework that applies to LTC. Needless to say, there
are no negative or positive economic incentives linked with the quality performance of the
LTC services provided.

However, in the absence of a LTC quality framework in the country, quality assurance is
mainly based on a set of pre-determined standards (structure-oriented and employment-
related), which are included in the different legal regulatory frameworks that govern the
licensing and operation of the various types of LTC structures. In other words, the emphasis is
placed on the licensing process, which concerns mainly the fulfilment of certain
criteria/standards by the providers, while monitoring and control of the operation of the
structures is subject to on-site inspections by the competent services of the regional
authorities. *°® These licensing and monitoring processes apply to both the residential
structures (i.e. care homes for older people)**’ and the semi-residential structures (i.e. day-care
centres for older people-KIFI),*!° though their established standards differ. The responsibility
of these processes lies with the competent services of the regional authorities. It should be
noted that there is not any regulatory framework that sets specific quality standards for the
‘Help at Home’ programme.

Moreover, it is worth noting that in spite of the fact that informal care covers the lion’s share
of the need for LTC in the country, Greece continues to lack a clearly formulated public
policy and policies for the regulation of informal (paid) carers and for the support of informal
family carers. Needless to say, there are no assessment tools or monitoring arrangements
concerning the quality of informal care services.

It therefore becomes evident that, apart from increasing the capacity of the system so as to
meet the rapidly growing demand for care, efforts should also be concentrated on improving
quality and on setting up appropriate governance arrangements. Nevertheless, addressing
effectively the challenge of quality requires, among other things, an adequate number of
skilled professional carers, as well as trained and well-informed informal carers.

308 As to the monitoring process, in particular, this involves on-site inspections which are carried out by social workers (the
so-called ‘social advisors’), who are employees of the regional authorities, throughout the period of operation of these
structures.

309 There exists a legal regulatory framework which sets a number of requirements for the licencing (establishment and
operation) of private for-profit and non-profit care homes for older people (residential and nursing care facilities). These
requirements concern mainly structure-oriented standards, namely minimum building standards, maximum number of places,
building safety standards as well as staff composition and staff ratios. For more information see Ministerial Decision
[M1y/ow.81551, Official Journal of Government, Issue No. 1136, Vol. B’, 6 July 2007 (in Greek).

310 There is a distinct legal regulatory framework which sets the prerequisites for the establishment and operation of the ‘day-
care centres for older people-KIFI’. These prerequisites take the form of minimum standards mainly with regard to
infrastructure and employment (staff ratios and qualifications). For more information see Ministerial Decision
IT1y/AT'TI/ow.14963, Official Journal of Government, Issue No. 1397, Vol. B’, 22 October 2001 (in Greek).
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2.3 Employment (workforce and informal carers)

As already noted, there is a shortage of public LTC services, which implies that the number of
personnel engaged in the provision of formal LTC is likely to be very limited. Yet, there is no
aggregated data available as to the formal LTC workforce nor any information as to their
specific characteristics (age, gender, education, qualification etc.).

The only available data reveals that in 2017 there were approximately 1227 people working at
the 21 chronic illness nursing homes for adults with disabilities and older people (ELSTAT,
2018). Moreover, according to the latest available data (EETAA, 2017), it is estimated that
the semi-residential day care centres for older people (KIFI) have a staff of about 300 people.
It should be noted, however, that given the fact that the operation of KIFI is secured from EU-
27 funding and, in particular, from the European Social Fund, the personnel engaged is on a
contract basis, which, in turn, implies that they are confronted with persistent employment
insecurity and delays in their payments. This was also the case for the 3000 people working at
‘Help at Home’ programme until very recently. More specifically, in December 2018, the
adoption of Law 4583/2018 secured the permanent nature of the ‘Help at Home’ programme
in the local authorities and subsequently its funding by the state budget. The necessary
procedures to hire about 3000 carers under open-end contracts are currently underway.>!!

Nevertheless, according to the latest available data,?!'? in 2016, there were less than one (i.e.

0.1) formal LTC worker per 100 people aged 65+ in Greece, compared to 3.8 LTC workers
for EU-27. Note should be made of the fact that, in Greece, women represent 95.8 % of the
total number of formal LTC workers.?'3

Apart from the fact that LTC in Greece relies heavily on informal care services, it appears that
the job of professional carer (formal carer or formal carer of older people) has not yet been
accorded any recognition. As a result, carers face significant difficulties in finding appropriate
jobs; on top of everything else, there are hardly any opportunities for their professional
development, training or lifelong learning. The lack of recognition is related to the fact that
LTC provision in Greece is not underpinned by a clearly defined comprehensive policy, and it
hardly complies with certain minimum quality requirements. That is, it lacks any specific
regulation and legislation that would ensure that appropriate standards of provision, quality
assurance arrangements, staff ratios, staff training, etc. are put in place. This, in turn, implies
that there are neither specific working conditions nor specific types of employment contracts
for those employed in the formal care sector. Employment contracts in the sector vary,
depending mainly on the specialisation of the carer (social worker, nursing staff, etc.) and on
whether the carer is employed by a public or a private agency.

As for informal carers, it should be noted once more that informal care in Greece is mainly
provided by family and relatives, as well as by unskilled female migrant carers, mostly with

311 European Commission, ‘Joint Report on Health Care and Long-Term Care Systems and Fiscal Sustainability, Country
Documents 2019 Update’, Institutional Paper 105, European Commission, Brussels, 2019.

312 OECD, Health at a Glance 2019: OECD Indicators, OECD Publishing, Paris, 2019. https://doi.org/10.1787/4dd50c09-en.
313 See Section 5 ‘Background Statistics’.
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), 314 though relevant data is not

informal employment arrangements (undeclared work
available.’'> However, Greece continues to lack a clearly formulated policy and policies for
the regulation of informal (paid) carers and for the support of informal family carers. By and
large, family carers in Greece are viewed by the state primarily as a resource and are hardly

considered to have their own need of support.

The only support services available to carers are those provided by a small number of NGOs,
operating mainly in Athens and other big cities and offering — among other things —
information, practical advice, psychological support and group training. Most of these
services target family carers of people suffering from specific diseases, such as dementia or
Alzheimer’s disease and — to a lesser extent — blindness and cancer. It is rather evident that
the capacity of such services can hardly meet carers’ needs all over Greece (although no
actual data is available to support this).

2.4 Financial sustainability

In order to extend and upgrade public formal LTC services in Greece, sufficient financial
resources are needed; but this challenge is barely being addressed. Expenditure for LTC in
Greece remains at a very low level; according to the latest available data public expenditure
on LTC as a percentage of GDP was 0.2 % in 2019, which is far below the EU-27 average of
1.7 %.

Moreover, according to European Commission projections (reference scenario), public
spending on LTC as a percentage of GDP in Greece will stagnate at 0.2 % of GDP until 2050.
Public spending will thus remain well below the EU-27 average (1.7 % in 2019 and 2.5 % in
2050). When taking into account the impact of non-demographic drivers on future spending
growth (risk scenario), LTC expenditure is expected to increase by 0.4 percentage points
(p-p-) of GDP, from 0.2 % in 2019 to 0.6 % in 2050.

Taking all this into account, it becomes evident that questions are being raised as to whether
the financial sustainability of public expenditure on LTC in Greece can be ensured, so as to
cover the ever-increasing needs in this area, especially under the high pressure imposed by
population ageing (see Section 1.1.). Population ageing is expected to trigger an ever-
increasing demand for LTC services; this, in turn, will increase pressure for higher public
spending in this policy area in the medium- and long-term.

314 The vast majority of the female migrant carers are hired (and paid) by the dependant’s family — or in some cases by the
dependent person — on the basis of an oral agreement, rather than a formal employment contract. The carers often live with
the dependent person, providing care on a 24-hour basis, while the responsibility for monitoring care resides — by and large —
with the women of the family. See Ziomas, D., Konstantinidou, D., Vezyrgianni, K. and Capella, A., ESPN Thematic Report
on Challenges in long-term care — Greece, European Social Policy Network (ESPN), European Commission, Brussels, 2018.
315 The only relevant data in this respect is the data from the 2016 EU-SILC ad-hoc module on access to services. According
to this data, the share of respondents in Greece who provide care or assistance to one or more persons needing help due to
long-term illness or because of old age was 1.4 %, which is far below the respective EU-27 average of 6.3 % (in 2016). See
Section 5 ‘Background Statistics’.
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2.5 Country-specific challenges regarding LTC for other age groups in need of
care

Promoting independent living for children with disabilities in Greece is among the main LTC
challenges linked to age groups other than older people. For many years, residential and
residential care for children in Greece remains a rather neglected policy area. It is an area
which has never been taken on board the policy agenda of consecutive governments and
policy makers alike. As a result, state residential care in an asylum-like environment for
children without parental care and children with disabilities, along with the care provided in
family-like residential care facilities, remain the predominant alternative care service
available in Greece.*!'®

No significant efforts have been made thus far to change this situation, while Greece
continues to lack a de-institutionalisation strategy for the children living in these
institutions.?!” It should be noted, however, that, in December 2017, EUR 15 million from the
national budget were allocated by the Greek government for the implementation of a pilot
programme for the de-institutionalisation of people with disabilities and, in particular, of
children with disabilities living in degrading conditions in certain residential care structures.
The plan is to create and run a number of ‘Supported Living Houses’ to accommodate the
children from these residential care structures and improve their living conditions and the
quality of care provided. Yet, the actual activities of the plan to be implemented is not so clear
and have not been precisely defined, while there are also concerns about the quality and the
sustainability of such fragmented plans of action.

3 REFORM OBJECTIVES AND TRENDS

As has been repeatedly emphasised in this report, LTC in Greece has never been given due
attention by either governments or policy-makers, and is a rather neglected policy area. This
implies that no major reforms have been undertaken over the last few years in this policy area,
while there are no ongoing or announced reforms.

However, it should be noted that a few initiatives have been taken in the LTC sector over
recent years. These concern the establishment in 2014 of the National Observatory for
Alzheimer’s and Dementia and the adoption in 2016 of the National Action Plan, which
includes the creation of special care units (day-care centres, etc.) and the provision of support
for carers.’!® In this context, in September 2017, the government announced the establishment
of seven day-care centres, six memory and cognitive disorders clinics and five palliative care

316 It should be noted that there are definite indications that a number of these institutions continue to operate inefficiently,
while in some of them the living conditions there were found to be degrading, especially for children with disabilities. The
Greek Ombudsman has urged the competent authorities to undertake the necessary steps and to proceed with taking adequate
administrative measures for the alleviation of the abovementioned practices. See: The Greek Ombudsman
https://www.synigoros.gr/?i=childrens-rights.el.files.46883 (in Greek).

317 For a few years now, Greece has been identified by the European Commission among the countries with a specific need
for de-institutionalisation reforms. To this end, a budget has been allocated by the European Structural and Investments
Funds and in particular by the European Social Fund (ESF). Yet, Greece continues to lack a de-institutionalisation strategy in
this respect, and thus, the funds earmarked for this purpose have not as yet been absorbed.

318 Minister of Health (2016), National Action Plan for Dementia—Alzheimer’s Disease. http://www.alzheimer-
drasi.gr/images/doc/ethniko_sxedio_drasis.pdf (in Greek).
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hospices for the terminally ill, which are to be co-funded by the European Social Fund.?! The
plan also aims to facilitate the linkage of these services with all the other social care services
and programmes targeting the older population. Although there is no official data available
either on the progress of their actual operation to date or on the extent of their coverage, it
appears that eight new day-care centres for people with dementia have been established in
large cities of the country; five memory and cognitive disorders clinics are in operation within
general hospitals, while two palliative care hospices for the terminally ill are expected to be in
operation soon.

Another positive development is the establishment in mid-2018 of an institutional setting for
the provision of ‘Integrated Care for Older People’. In particular, 150 ‘Integrated Care
Centres for Older People’ were established, which operate as branches of the ‘Community
Centres’ in various municipalities of the country.>?® They provide information and support
services exclusively to older people in order to increase the accessibility of LTC services
available. In addition, they take care of the coordinated operation of the existing care services
for older people, namely open protection centres for older people (KAPI), day-care centres for
older people (KIFI) and the ‘Help at Home’ programme.

Moreover, note should be made of the fact that the reform of the assessment system of
disability, which is currently underway in Greece, is expected to strengthen the provision of
in-kind benefits and services for people with disabilities and, thus, is linked with LTC. In
particular, Greek authorities, under the post-programme surveillance framework, **! have
committed to ‘apply to all disability benefits the new approach for disability determination
based on both medical and functional assessment by mid-2019°. In this context, a pilot project
has been underway, to explore new administrative procedures and appropriate criteria, based
on the functional ability, along with medical criteria, for disability assessment. The findings
of this pilot project are expected to lead to the design of a new disability assessment system to
be applied to all contributory disability and (non-contributory) welfare benefits. Yet, this pilot
project has not been finalised as of yet and the authorities have agreed to provide a new
revised timeline for its national rollout by April 2020.32?

Finally, in response to the COVID-19 outbreak, the authorities undertook, among other
things, a number of social distancing measures to contain the spread of COVID-19 among
older people. In this context, the operation of all institutions providing LTC services was

319 Greek Association of Alzheimer’s Disease and Related Disorders, 4 note for Alzheimer’s Disease, Quarterly Edition, Vol.
71,2017.

320 The ‘community centres’ (CC) are a kind of one-stop-shop, which are responsible for reception, information and service
provision, and for the liaison of citizens -and especially vulnerable social groups- with all social programmes and services
available at local level. Currently, there are 241 CC in operation all over the country. All these CCs are run by the
municipalities and are funded under the Regional Operational Programmes of the National Strategic Reference Framework
2014-2020 for Greece.

321 On 21 August 2018, the third economic adjustment programme for Greece (ESM stability support programme) was
concluded and the country has entered a post-programme surveillance framework. This is a monitoring framework to ensure
that all structural reforms agreed under the economic adjustment programmes will be fully and properly implemented. In this
respect, Greece is committed, among others, to continue with efforts to modernise its social welfare system, including
pensions and the healthcare sector, as well as to complete the reform of the welfare benefits which constitute the basic
elements of a social safety net.

322 European Commission, ‘Enhanced Surveillance Report, Economic and Financial Affairs — Greece’, Institutional Paper
123, 2020, Publications Office of the European Union, Luxembourg.
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safeguarded by undertaking all the necessary measures (suspension of visits, use of protective
equipment by staff, quarantine in light of a possible COVID-19 case, etc.) with the exception
of the ‘open protection centres for older people’ (KAPI), the operation of which was
suspended. Efforts have also been concentrated on strengthening the municipal social services
with the aim to support all people in need (including older people).

4 MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

The preceding analysis shows that Greece still lacks a comprehensive LTC policy; there is,
therefore, a need for concrete action to draw up and implement such a policy. This need
becomes even more imperative in the context of population ageing and the negative impacts
of the financial crisis/economic recession (e.g. cuts in public spending, deterioration in
population health status, increasing hardship among households, etc.).

To this end, a major reform of the LTC system should be undertaken, along with drastic
changes aimed at promoting the reconciliation of caring responsibilities with working life.
Among the main ingredients of such a system should be the creation of a regulatory
framework and quality standards for the provision of LTC, the establishment of coordination
mechanisms that will link the different LTC structures, and the setting-up of a well-organised
monitoring and evaluation system. This reform should entail, among other things, the
establishment of new upgraded LTC units so as to extend availability and improve access to
service provision all over the country.

What is also needed is a legal recognition of the profession of carer, especially of those who
look after older people; that will provide more opportunities for the professional development
of carers, their training and lifelong learning. As regards to increasing the ability family carers
to work, what is needed is targeted active employment measures, along with specific working
conditions — on the one hand, to facilitate carers’ entry into employment and on the other
hand, to make it easier to combine work and care responsibilities.*?? Finally, carer support
centres should be established to provide support for family carers at any time, and to help
them deal with the specific needs of the people they care for (Ziomas et al., 2018).

323 Ziomas, D., Sakellis, I., Spyropoulou, N. and Bouzas, N., ESPN Thematic Report on work-life balance measures for
persons of working age with dependent relatives — Greece, European Social Policy Network (ESPN), European Commission,
Brussels, 2016.
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S BACKGROUND STATISTICS

. Most
5.1. Demographics 2008 2030 2050
recent
Population (in millions), 2019 11.1 10.7 10.3 9.5
Old-age dependency ratio, 2019 28 34.6 41.9 62.6
Total 2.1 24 2.7 32
Population 65+ (in millions), 2019 Women 1.2 1.3 1.5 1.8
Men 0.9 1.0 1.2 1.4
Share of 65+ in population (%), 2019 18.7 22.0 25.8 33.8
Share of 75+ in population (%), 2019 8.7 11.2 133 19.7
Total 19.7* 20.4
Life expectancy at the age of 65 (in years), 2019  Women 21.0% 21.7 229 24.9
Men 18.2* 19.0 20 22.1
Total 8.5% 7.3
Healthy life years at the age of 65, 2018 Women 8.2% 7.2
Men 8.7* 7.4
*data for 2010
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 1,033.7 1,089.9 1,195.0
) ] Total 680.4 759.0 951.3
Number of potential dependants 65+ (in Women 408.7 4572 5729
thousands), 2019
Men 271.7 301.7 379.1
Share of potential dependants in total population (%), 2019 9.7 10.6 12.6
Share of potential dependants 65+ in population 65+ (%), 2019 28.7 28.3 29.7
Share of population 65+ in need of LTC** (%), 2019* 34.7 29.1
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
Most
5.3. Access to LTC 2014 2030 2050
recent
Share of population 65+ receiving care in an institution (%), 00 0.0 01
2019
Share of population 65+ receiving care at home (%), 2019 9.6 9.6 10.8
Share of population 65+ receiving LTC cash benefits (%) 2019 0.0 0.0 0.0
Share of potential dependants 65+ receiving formal LTC in-
Kind (%), 2019 33.6 34.1 36.5
Share of potential dependants 65+ receiving LTC cash benefits 0.0 0.0 0.0
(%), 2019 . . .
Share of population 65+ in need of LTC** witha  Total 48.5 43.1
lack of assistance in personal care or household Women 50.6 45.0
activities (%), 2019* Men 44 38.6
Sh c lation 65+ wh dih Total 8.3 7.3
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 93 8.8
Men 7.1 53
Share of households in need of LTC not using professional 633
homecare services for financial reasons (%), 2016* ’
Share of households in need of LTC not using professional 5
homecare services because services not available (%), 2016*
Long-term care beds per 100,000 inhabitants, 2017* 38.6 394

*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
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Most

54. LTC Workforce 2011 2030 2050
recent
Total 0.4 0.1
Number of LTC workers per 100 individuals 65+, o
2016* /o 953
Women
) o . Total 6.7
Share of population providing informal care (%), Women 3.0
2016
Men 5.5
) o Total 45.9
Share of informal carers providing more than 20h Women 505
care per week, 2016
Men 38.7
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- - . :
2’(1)1‘:);10 spending on LTC as % of GDP (reference scenario), 05 02 0.2 0.2
Public spending on LTC as % of GDP (risk scenario), 2019 0.5 0.2 0.2 0.6
. : TP o .
Pubhg spending on institutional care as % of total LTC public 29 ’3.1 303 741
spending, 2019
: : o :
Pubh({ spending on home care as % of total LTC public 6.3 16.9 19.7 259
spending, 2019
X : o :
Pubhg spending on cash benefits as % of total LTC public 915 0.0 00 0.0
spending, 2019
Government and compulsory contributory financing schemes 01 02
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes 0.0
as % of GDP, LTC Social, 2018* ) .
Household out-of-pocket payment as % of GDP, LTC Health, 00 .

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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SPAIN

Highlights

The population aged 65 and over represents 19.4 % of the Spanish population (2019), a
percentage that is expected to reach 23.8 % in 2030.

In 2019, the ‘system for autonomy and care for dependency’ (SAAD) covered 1,115,183
people aged 65 and over — 80.5 % of the recognised beneficiary population — with
benefits and services. Public spending on long-term care (LTC) was 0.7 % of GDP in
2019.

There is still limited development of homecare and community-based services, and there
are territorial imbalances in the supply of services and the different co-payment criteria.

Formal employment is characterised by excessively high rates of temporary and part-
time employment, while informal care work continues to dominate the social structure of
care. In 2016, 11.5 % of the population aged 16 or above were carers in Spain, the vast
majority of whom were women. Only some of these receive economic benefits to
support informal care.

The Spanish LTC system faces the challenge of improving its effectiveness in the light
of the growth of the dependent population, as well as changes in the structure of informal
care. This will require: reducing high waiting lists for access to services; expanding the
supply of home and community services (the maximum number of hours per month of
homecare received by highly dependent people is less than two hours per day); making
community care benefits more flexible and compatible; further developing the SAAD in
rural areas; standardising the criteria for co-payments in the autonomous communities;
strengthening the reconciliation between informal care and working life; and improving
co-ordination between the central and regional administrations.

DESCRIPTION OF MAIN FEATURES OF THE LONG-TERM CARE
SYSTEM

1.1 Demographic trends

People aged over 65 in Spain currently (2019 data) represent 19.4 % of the population (EU-
27:20.3 %), and the ageing projections for 2030 and 2050 indicate that this figure will reach
23.8 % and 32.7 % respectively (EU-27: 24.2 % and 29.5 %).*** People aged 75 and over
represented 9.6 % of the population in 2019 (EU-27: 9.7 %), and are projected to reach
11.6 % by 2030 and 18.9 % by 2050 (EU-27: 12 % and 17.1 %).

324 All data used in the text come from Section 5 ‘Background Statistics’ unless explicitly stated otherwise.
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The old-age-dependency ratio®?’ is projected to increase from 29.5 % in 2019 to 37.2 % in

2030 and 59.5% in 2050 (EU-27: 31.4 %, 39.1 %, and 52 %).3%° According to these
projections, in 2019 and 2030 these figures are slightly lower than the EU-27 average;
however, in 2050 Spain will be one of the Member States with the highest percentages of
people aged over 65 and over 75, and the highest old-age-dependency ratios. This, together
with the fact that Spain is also one of the EU-27 Member States with the highest life
expectancy (22.0 years in 2019) and healthy life years (11.4 years in 2018) at age 65, may
imply a higher probability that the number of people in need of LTC will increase in the
future. The potentially dependent population®?’ will increase from 2.01 million in 2019 to
2.32 million in 2030 and 2.92 million in 2050.%

In Spain, there are important differences between regions in the percentages of people aged
over 65 and over 75, and in the old-age-dependency ratio: in some regions (Asturias, Castilla
Ledn, and Galicia), the respective figures are around 25 %, 13 % (both in 2019), and 40 % (in
2018), while in others (Balearic Islands and Murcia) they are around 15 %, 7 %, and 23 %.3%

1.2 Governance and financial arrangements

The current Spanish LTC system emerged in 2007, after the approval in 2006 of Law 39/2006
on the promotion of personal autonomy and care for dependent people (LAPAD). It is
currently integrated into the regional social services system.

The approval of LAPAD resulted from a wide degree of consensus among stakeholders.**°
The law established the SAAD. This system defines a universal right for all those who,
regardless of age, can demonstrate stable residence in the country for at least five years and
one of the degrees of dependency established in the law — moderate (degree 1), severe (degree
IT) or high (degree III).

The central government regulates the basic conditions that guarantee the equal exercise of this
right across the country and is also responsible for the information system of the SAAD
(SISAAD). By means of the Inter-territorial Council of the SAAD (CISAAD), central
government and the regions agree on a framework for intergovernmental co-operation, the
intensity of services, the terms and amounts of economic benefits, the criteria for co-payments
by beneficiaries, and the scale for the recognition of dependency. The regions represent the

325 The old-age-dependency ratio is defined as the ratio between the number of people aged 65 and over and the number of
working-age people (15-64).

326 The Spanish National Institute of Statistics estimates that in 2050 31.6 % of the population will be aged over 65, of whom
37.5 % will be 80 and over, reaching nearly 50 % in 2068. The old-age-dependency ratio would rise from 29.2 % in 2018 to
an estimated 57.2 % in 2050. https://bit.ly/3dOANGE.

327 The population of potentially dependent people is based on an average of the last four years of EU-SILC data on severe
‘self-perceived longstanding limitation in activities because of health problems for at least the last six months’ (7he 2018
Ageing Report: Economic and budgetary projections for the 28 EU Member States (2016-2070), European Commission,
Brussels, 2018. Available at https://bit.ly/2K AqG8r).

328 Other projections indicate an increase from 1.4 million in 2016 to 2.2 million in 2030. The proportion of potential
dependants (people aged 80 and over) in relation to potential care-givers (aged 45-64) will increase from 22 % to 25 % in
2020 — and to 63 % by the middle of the century, triple the current proportion (Abellan, A., Pérez, J., Ayala, A., Pujol, R. and
Sundstrém, G., ‘Dependencia y cuidados’, in Blanco, A., Chueca, A. and Lopez-Ruiz, J.A., INFORME Esparia 2017,
Universidad Pontificia Comillas, Madrid, 2017, pp. 169-234.)

329 Source: Spanish National Institute of Statistics.

330 http://bit.ly/2kLPdhn
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operational structure of the system, as they have responsibility for managing the register of
providers, for inspecting and evaluating degrees of dependency according to the official
evaluation scale, and for recognising the right to benefits. The autonomous communities
regulate and finance the role of local authorities in the provision of community services (for
example homecare or day centers).

In practice, local entities have a very relevant role as they they are the providers of
community services, according to each of the regional laws. However, the weight they have in
the provision of services is not sufficiently reflected in decision-making within CISAAD.

Spain belongs to the group of EU-27 Member States with LTC systems characterised by
medium coverage, mainly financed by general revenue, with informal care still playing a
significant role. Informal care work continues to dominate the social structure of care. The
financing comes from the National and Regional general budgets and co-payments by the
beneficiaries, according to their income and assets, and according to the type of service
received. It is financed jointly by central government and the regions. Each regional
government may establish a wider set of benefits for its residents.

As we point out in Section 2.4, total estimated public expenditure on LTC has increased
progressively since the approval of the SAAD. Although the financial contribution to the
SAAD should be similar as between central government and the regions, the contribution by
the regions is much higher. There are also differences between the regions with regard to co-
payments and the contribution of the regions to the SAAD.

1.3 Social protection provisions

Eligibility is determined through an assessment of the degree of dependency; this is carried
out by a qualified professional belonging to regional social services, who conducts interviews
and direct observation of people in their everyday environment. People’s incomes and assets
are taken into account to determine the amount and frequency of the benefit.

The degrees of dependency are determined according to the frequency and intensity of the
assistance required. Moderate dependency means needing intermittent support at least once
per day (degree I); severe dependency means needing extensive support two or three times per
day (degree II); and high dependency means needing indispensable and continuous support
several times per day (degree III). Once an individual has been assessed as being in need of
care, an individualised care plan (ICP) is prepared by the social services, including a list of
appropriate services or cash benefits according to the degree of dependency. There is
monitoring of dependent people: in cases where dependency is worsening due to a greater
frequency and intensity of the assistance required, another assessment is usually carried out in
case a new ICP needs to be drawn up.

The SAAD includes different services and cash benefits. Services are detailed in Section 1.4.
The cash benefits include cash benefits for informal care at home, personal assistance, and the
purchase of services. These cash benefits and their amounts are granted according to people’s
degree of dependency and economic resources. In the SAAD there are no specific benefits
related to people aged over 65. Beneficiaries do not have discretionary use of cash benefits. In
the case of the cash benefit for informal care at home, the care must be provided by family
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members; only in exceptional circumstances can it be provided by others in the home setting.
Households can choose informal carers freely, so long as they meet the requirements. This
benefit is granted if the beneficiary has been cared for by non-professional carers in the year
prior to the application, and only if there is no suitable formal care available. The amount
received may be reduced to reflect compulsory co-payments (depending on the beneficiary’s
income). Informal carers can subscribe to voluntary insurance through the social security
system (between 2012 and April 2019, they were paid for by the informal carers). The
resulting allowance must be used to compensate informal carers for their work and the costs
of care in a household setting. In practice, these amounts cover only a very small part of the
costs of care. However, the public administrations do not usually check whether the money
received by the beneficiaries goes towards these expenses. The cash benefit for personal
assistance is geared towards hiring a personal assistant for a number of hours, to improve
dependent people’s personal autonomy and access to work/education, as well as to provide
help with daily activities, regardless of the degree of dependency (until 2012, this was only
allowed for degree III dependency). The beneficiary may hire an accredited company or a
worker registered with the social security system as self-employed. The cash benefit linked to
the purchase of services enables the care recipient to contract services from private licensed
providers if the public sector is not able to provide these. There is a free choice of
professional providers. Services may be home assistance services, daycentres, night centres or
residences, depending on what is established in the ICP as to the degree of dependency. The
amount received can only be used to contract services. The beneficiaries of cash benefits for
personal assistance and the purchase of services are asked to present invoices to account for
how the sums they receive are spent.!

There are some incompatibilities between cash benefits and services. The cumulation of cash
benefits with benefits in kind is not possible, except for services to prevent situations of
dependency, to promote personal autonomy, and for tele-assistance.

1.4 Supply of services

The main LTC services are the following: technical assistance, homecare, day/night centres,
and residential care. There is no free choice of professional providers. Technical assistance
includes home tele-assistance (advice via the internet, alert system, monitoring system, etc.),
which is offered to people with a moderate degree of dependency who live at home. The
homecare service (HCS) can be considered a support service for carers of people with a high
degree of dependency. It includes help with personal care. The daycentres have a double
objective: ‘improving and maintaining the highest possible level of personal autonomy and
supporting the families or carers’ (Article 24 of LAPAD). Night centres provide a respite
service and are much less widespread than daycentres; they are considered primarily as a
support service for carers. Residential care may be permanent if it becomes the dependant’s
habitual residence (only valid for degree II or III dependency), or temporary (involving short

31 Rodriguez Cabrero, G., Marban, V., Montserrat Codorniu, J., Arriba, A. and Moreno-Fuentes, F.J., ESPN Thematic
Report on Challenges in long-term care: Spain 2018, European Social Policy Network (ESPN), European Commission,
Brussels, 2018. http://bit.ly/2ISbMB9.
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stays for convalescence, holidays and illness, or to provide some rest for non-professional
carers).

Services are provided through a public network of regional and municipal centres or duly
accredited private centres (the latter managed by for-profit, and/or non-profit, organisations)
subsidised by the public sector.

Although progressively decreasing, the cash benefit for informal care at home is the most
common of all benefits in the SAAD: according to SAAD data, in December 2019, 426,938
beneficiaries received it (30.26 % of all dependent people receiving benefits, compared with
54 % in January 2014); 10.7 % of beneficiaries received a cash benefit linked to the purchase
of services; and 0.56 % a cash benefit for personal assistance.’*? In-kind benefits represented
over 58 % of all benefits. HCS predominated over residential services. According to the
SAAD, 35.22 % of beneficiaries®* received HCS (tele-assistance, homecare), compared with
12.1 % of beneficiaries receiving residential care (19 % if day/night centres are included), and
4.3 % received prevention benefits.

The care model in Spain is still above all family-based, woman-dominated, informal, and
time-intensive. In relation to the workforce (informal and formal care), as we point out in
Section 2.3, it is estimated that the working population in the social LTC system is around
275,000 people (in 2019). LTC employment is precarious, with high rates of short-term and
part-time employment, and low levels of remuneration. Most informal care-givers aged over
65 are women, and foreign workers represent 12.7 % of those who informally care for
dependent people in the home.

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

2.1 Access and affordability

In assessing the LTC system, two population sets among those aged 65 and over must be
taken into account. On the one hand, there is the population receiving formal and/or informal
social care and healthcare as part of LTC, information on which is collected through Eurostat
and OECD** statistics. On the other hand, there is the population receiving only social care
through the SAAD, a somewhat smaller set, which does not include healthcare services. In the
second case, the information provided by the SISAAD on the population aged 65 and over is
very general. Information on the distribution of this group by degree of dependency, age, and
sex, or the types of services and benefits they receive is available, although it is not published.
In this section we assess the public social care system, or SAAD; but at the same time we
relate it to the entire formal and informal LTC system.

332 For more information on SAAD statistics, see Annex 2 National Statistics.
333 The SAAD does not provide information on the beneficiaries of these benefits disaggregated by age.
334 Organization for Economic Co-operation and Development.
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Access

The number of Spanish people considered to be potentially dependent in 2019 was
2,006,800.3%

According to the SAAD, there were 1,115,183 actual beneficiaries of benefits in December
2019, which was 80.5 % of the total number potentially entitled to benefits (1,385,037), with
the remaining 19.5 % (269,854) on waiting lists.>*® Of those receiving benefits, 73 %
(809,360) were aged 65 and over, and 54.2 % were over 80. Women over 65 accounted for
53 % of all beneficiaries of the system, and 73 % of all those aged 65 and over.

The most important access problem is the waiting time between applying to the SAAD and
receiving confirmation of eligibility to access a service or economic benefit. In 2019, the
average waiting time was 426 days, or one year and two months, far exceeding the legal
maximum of 180 days. In four regions out of a total of 17, the waiting period exceeded 18
months. These waiting periods mainly affect people over 65, who account for 75 % of all
applicants, according to the AEDGSS. %’

The second problem is the waiting time between the administrative decision recognising the
right to a service and the actual granting of access to it, which depends on the availability of a
service. Here, there are chronic delays in the SAAD. Although the waiting list was reduced
between 2015 and 2019, in the latter year (as noted above) it still affected 269,854 people,
including 202,390 people aged 65 and over. In 2019 an estimated 31,000 people died before
they could access the service to which they were entitled,*® the vast majority of them over 65.
Waiting times are clearly excessive and contribute to discouraging demand.

There are significant differences in waiting lists and SAAD coverage among the regions:
according to information from the SAAD as at December 2019, the waiting lists were as high
as 25-30 % in the Canary Islands, La Rioja, Catalonia, and Andalusia. The last two regions
alone accounted for 57 % of the people awaiting a benefit in Spain as a whole. By contrast,
there are territories, such as Castile and Leon (1.5 %), Ceuta and Melilla (5 %), and Navarra
(6 %), where waiting lists are practically non-existent.

In terms of coverage, however, the percentage of beneficiaries in relation to the population
was much higher than the national average (2.37 %) in regions such as Castile-Leon (4.4 %),
Castile-La Mancha, the Basque Country, Cantabria (all 3 %), and Extremadura (2.6 %);
whereas in other regions such as the Canary Islands (1 %), the Valencian Community, and the
Balearic Islands (1.8 %) there is clearly room for improvement. If we refer to the population
potentially dependent in the future (people aged over 65, and people with disabilities aged
under 65), the coverage of the SAAD at the national level would be 10.50 %, with a wide
variation by region, from 5.71 % in the Canary Islands to 15.19 % in Castile and Leon
(AEDGSS, 2020).

333 Table 5.2 in Section 5 ‘Background statistics’.

336 People entitled to benefits in the SAAD are those who have been assessed as being in need of care in the ICP.

37 Association of Directors and Managers in Social services (Asociacién de Directores y Gerentes en Servicios sociales —
AEDGSS). See: Observatorio de la Dependencia, XX Dictamen sobre Dependencia, Madrid, AEDGSS, 2020.
https://bit.ly/2KB6SBD.

338 Observatorio de la Dependencia, XIX Dictamen sobre Dependencia, Madrid, AEDGSS, 2019.
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In summary, the coverage of the population aged 65 and over by the LTC system or the
SAAD is high but incomplete, and subject to long waiting times for effective access. In
practice, this coverage is supplemented, especially for the moderately dependent population,
by the system of homecare and tele-assistance provided by the municipalities, in addition to
informal care by family members or contracted people.

Affordability

Unbalanced availability of services. Given that the supply of services and economic benefits
is the exclusive competence of the regional authorities, there is a wide diversity of situations,
which has to do with the structure of the regional system of social services into which the
SAAD is integrated, and with the different levels of political and financial commitment to the
system.

During the period 2008-2019, the home-help service network was expanded and is now
received by almost 18 % of all SAAD beneficiaries. The existence of two HCS networks in
some regions — for people with and without dependency — has created some confusion in
demand. During the years when the economic and financial crisis had the greatest impact,
some people using the SAAD’s HCS, especially those with moderate dependency, switched to
the municipal HCS, where the requirements for access are less stringent and co-payment is
almost non-existent. This means that the total population receiving HCS is higher than that
shown in SAAD figures. HCS, for both dependent and non-dependent people, was actually
received in-kind by 672,000 people (7.73 % of the population aged 65 and over) and in cash
benefits by 372,000 people (4.3 %) in 2016. The difficulty of achieving effective access to
professional HCS 1is explained more by financial reasons (according to 54.1 % of the
population aged 65 and over) than by the lack of availability of the service (7.3 %).

On the other hand, the SAAD family care cash benefit is received by 30.26 % of all
beneficiaries, with demand accounted by the deficit in formal homecare and residential
services. The imbalance between supply and demand is also evident from the fact that the
cash benefit linked to a service (normally intended for residential care) is chosen by almost
11 % of the SAAD beneficiary population, because they cannot find a place either in the
public or in the contracted-out, privately managed social services network.

Overall, the SAAD is an LTC system that supports and complements the traditional family
care system, which remains the backbone of care for dependent people. This is reflected in
facts such as the following: (a) the average benefit for family care is EUR 247 per month after
the co-payment (EUR 340 in the case of degree 3 dependency), a benefit enjoyed by 32 % of
all beneficiaries and representing 17.7 % of the total cost of the SAAD;**° (b) in the HCS, the
maximum number of hours of care received per month for degree 3 dependency is 54 hours
(i.e. less than two hours per day), and for degree 2 it totals 35 hours per month; and (c) the
cash benefit linked to a service (almost always residential), received by almost 11 % of all
beneficiaries, is EUR 550 per month after deducting the co-payment. If we take into account
that the minimum price of a public residence is EUR 2200 per month, the result is that the

339 Estimating an average hourly cost of EUR 20, in the case of degree 3 dependency, 58 hours of homecare would cost
EUR 1080 per month. The benefit in this case represents 31.5 % of this cost.
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beneficiary has to assume a second co-payment for the difference between the cash benefit
received and the cost of the residence. In contrast, the beneficiary population receiving the
residence benefit directly accounts for 12 % of the total, and its cost accounts for 47 % of the
total cost of the SAAD (SISAAD, 2019).

The low protective intensity of the SAAD highlights the underfunding of the Spanish system,
although there are significant differences between the regions. Dependent people supplement
the cost of the LTC system out of their own income and by using informal care. In a sense,
the system is an implicit alliance between the public sector and households with
dependants. 34

Out-of-pocket spending. As we mention in Section 2.4, co-payments to the SAAD
accounted for 20.7 % of the total cost of the SAAD in 2019. Co-payments varied by more
than 10 p.p. with respect to the average, between a minimum of 11 % in the Community of
Valencia and 22 % in Madrid.>*! The co-payment is calculated on the basis of income and
assets and different household circumstances. The current model of co-payment, as a whole,
generates quite a few inequalities, although the co-payment calculations usually vary among
the regions. As two papers*?*% argue, the model (especially from mid-2012 onwards) is
designed for revenue-raising purposes and is significantly regressive.>** People in the lower-
middle income bracket pay proportionally more than those in the upper-middle income
bracket (from three times the IPREM?>#) — for the latter, the inclusion of assets in economic
capacity has no effect on the amount of the co-payment, whereas for those with lower-middle

income brackets the impact is significant. As a result, as an article**®

points out, the co-
payment model for the care of dependent adults needs to be reviewed, and the transparency of

information on user payments needs to be improved.

2.2 Quality

To ensure quality, the Spanish LTC system has three instruments: (a) a national and regional
regulatory system; (b) formal ex ante quality controls; and (c) good practices.

(a) The LAPAD provides the main regulatory framework for LTC in Spain. This law does not
include a specific definition of quality in LTC, although Articles 34-36 refer to quality in
terms of services and the training of professionals and carers. The regulation of these aspects
is developed in detail through the CISAAD.**’ This council sets the minimum criteria for the
whole state with respect to minimum carer-to-recipient ratios, staff qualifications, and the

340 Jiménez, S. and Viola, A., Observatorio de la Dependencia Tercer Informe: Estudios sobre la Economia Espariola —
2019/42, FEDEA, Madrid, 2019. http://documentos.fedea.net/pubs/eee/eee2019-42.pdf

341 Del Pozo, R. Pardo, 1. and Escribano, F., ‘El copago de dependencia en Espafia a partir de la reforma estructural de 2012°,
Gaceta Sanitaria, 31(1), 2017, pp. 23-29; Jimenez and Viola, 2019.

342 Montserrat Codorniu, J., La Politica Redistributiva de las Prestaciones de la Dependencia: Andlisis del impacto del
copago en las rentas de los usuarios, Instituto de Estudios Fiscales, documentos de trabajo no 10/10, 2010.

343 Montserrat Codorniu, J. and Montejo, 1., £l Copago en la ley de Promocién de la Autonomia Personal y Atencion a las
Personas en Situacion de Dependencia, Fundacion Caser, 2013. http://goo.gl/f8QjgY

344 Spanish Official State Gazette (BOE), Resolution 13/7/2012.

345 IPREM (public income indicator of multiple effects): EUR 537.84 per month.

346 Montserrat Codorniu, J, ‘La sostenibilidad del sistema de atencién a la dependencia’, Papeles de Economia Espariola, No
161, 2019.

347 By means of the CISAAD, central government and regions agree on a framework for intergovernmental co-operation.
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material resources/equipment/documentation applied to all accredited care centres. **3

Concerning informal carers, the common accreditation criteria in terms of training were
regulated in 2009 by the CISAAD in order to guarantee the quality of care.>*’ As for home-
based and residential settings, the CISAAD also establishes essential quality standards for
each of the services that make up the catalogue regulated under the 2006 law. In particular,
common criteria are regulated for the entire state in terms of the intensity of protection of
services, as well as the amounts of, requirements for, and conditions of access to, cash
benefits.?° Accredited centres can be inspected at the request of a dependent user or randomly
by the autonomous community.

Dependency care is integrated into the social services system and, therefore, the definition of
quality inherent in social services legislation prevails, while respecting the general framework
of LAPAD. Given that the regional authorities have exclusive competences with regard to
social services, and that dependency care is integrated into the regional systems of social
services, the result is that in practice national legislation is adapted by regional legislation on
social services. As a result, we observe a broad diversity among regulations and quality plans.

(b) The formal quality controls of the LTC system (the SAAD) are based on the accreditation
systems established by each regional authority. Although there is a common denominator
among them, based on LAPAD, each region has its own specific regulation and quality plan.
In all of them it is compulsory to apply quality standards in the public service network and in
the private network contracted by the public administration. This accreditation is usually
based on the achievement of quality certificates in terms of infrastructure, periods of care, and
staff training. The evaluation by the public sector of the quality of the non-professional or
family care dependency benefit is practically non-existent or is not published. There is no
published evidence on any evaluations of informal care conducted by the regional public
sector. Only a few non-governmental organisations in the area of dependency are developing
systematic projects to evaluate informal care, in the Basque Country, ' Madrid, and
Valencia.*?

(c) With regard to good practices, the CISAAD agreed on common criteria to define, develop,
and evaluate good practices in 2011. This agreement took the form of an IT tool to identify,
plan, develop, and disseminate good practices in the application of the LAPAD. This

348 Resolution of 2 December 2008, on common criteria of accreditation to guarantee the quality of centres and services for

autonomy and dependency care. https://goo.gl/mroLSn. Regulation modified in 2015 (16 November 2015)
(https://goo.gl/kkD9Co) and 2017 (30 December 2017) in order to update the professional qualifications and quality of care
(https://goo.gl/E4mt90).

349 Resolution of 4 November 2009 on an agreement of the CISAAD on common criteria for training and information of non-
professional care. https://goo.gl/TMDgjr.

350 Royal Decree 727/2007, of 8 June, on criteria for determining the protection intensities of services and the amount of
economic benefits of Law 39/2006. http:/bit.ly/21Ye6GH. This Royal Decree has been updated by Royal Decree 175/2011,
of 11 February; by Royal Decree 570/2011, of 20 April; by Royal Decree 1051/2013, of 27 December. http://goo.gl/rbKBsI
and by Royal Decree 291/2015, of 17 April. http:/goo.gl/gEEZwq. As evidenced in the 2018 ESPN Thematic Report, RD
1051/2013 reduced the intensity in the provision of services. Home-help services were one of the hardest hit, with a reduction
of between 10 and 20 hours of care per month for people with the highest degree of dependency and 10 hours per month for
severe and moderate degrees, all of which led to a reduction in the quality of care.

351 Matia Foundation. http:/bit.ly.

352 Fundacion Pilares, 2019.
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agreement has not materialised over time, nor have most of the regions developed tools to
evaluate good practices.>>?

2.3 Employment
Workforce in LTC

On the one hand, according to the OECD,** there were 4.5 healthcare and social care
professionals for every 100 people aged 65 and over in Spain in 2016, which gives us an
estimated total of 410,000 professionals, of which 83.3 % were women. On the other hand,
according to the labour force survey, the population employed in social services totalled
441,300 professionals at the end of 2019 (58 % in the non-residential services sector), part of
them in the dependency sector. According to AEDGSS (2019), it is estimated that there were
260,850 direct jobs associated with the LAPAD in Spain in 2019.%° This is an estimate since
there is a significant volume of employment in social services associated indirectly with the
dependency system.>>® According to different methodologies, the working population directly
associated with the social LTC system would therefore range from 260,000 to 287,000
people.

However, the quality of employment is one of the more negative features of the SAAD. A
pioneering study in 2008%7 assessed LTC employment as a precarious sector, with low levels
of remuneration, high psycho-social risks, and insufficient training. These features seem to
have persisted; according to more recent studies,>® the part-time employment rate has been
growing steadily since 2007 (22 %) and is currently at 32 % of the total population employed
in social services. However, 30 % of all workers in residential services, and an even higher
proportion of those in non-residential services, are on short-term contracts.

The challenge to those seeking employment in the LTC sector is to acquire the set of
qualifications required according to the different professional profiles. All professional carers
have been required to hold an intermediate professional training qualification, or a certificate
of professionalism, since 2015. The insufficient supply of training and the lack of plans for
professional accreditation hampered the goal of having all staff qualifications accredited by
2015. In 2018, the process of accrediting workers and companies in the LTC sector was
completed. Between 2010 and 2019, 132,320 professionals in this sector were accredited.
From 1 January 2018, all workers must be accredited in the different skills required by the
SAAD.

333 Leturia, M., Zalakain, J., Mendieta, A. and Corcadilla, A., Modelos de gestion de la calidad en la atencién a las personas
en situacion de dependencia, Donostia: SIIS, 2019.

354 OECD, Ensuring an Adequate Long-Term Care Workforce, Paris, 2019.

355 There is no specific heading in the national code of economic activities (CNAE) identifying the activities of LTC. They
fall under two more general headings: assistance activities in residences and social services without accommodation.
Obviously, LTC employment is a part of employment in social services.

336 Martin-Serrano, E., ‘Es todavia posible un sistema de dependencia como motor econémico y de empleo?’, Actas de la
Dependencia, 11,2014, 29-56.

357 Aragén, J., Cruces, J. and Rocha, F., Las Condiciones Laborales en el Sector de Atencién a las Personas en Situacion de
Dependencia: Una aproximacion a la calidad del empleo, Fundacion 1° de Mayo, 2008.

358 Cuadernos de Informacién Sindical: El sistema de proteccion social en Espaiia 2018, Madrid: Confederacion Sindical de
Comisiones Obreras, 2019. https://www.cco00.es/42ea0c6c33b835bcla4e468e110ab133000001.pdf.
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Informal care

Informal care is central to the system of care for dependent people. The share of the
population providing informal care was 11.5 % in 2016 (EU-27: 10.3 %), 13.3 % of women
and 9.5 % of men; 80.3 % of informal care-givers aged over 65 were women (EU-27: 90.8 %)
(OECD 2019). 52.9 % of informal carers provided more than 20 hours of care per week (57 %
women, 47 % men) (EU-27: 22 %), representing almost three hours per day of work which, in
general, is unpaid.

Non-professional care was regulated in 2009 in order to guarantee its quality®>” under the

family care cash benefit arrangements, but in practice there has been little or marginal
progress.

Women are the main informal carers of dependants in Spain. Historically, they have
shouldered the burden of care.*® Despite cultural changes, new attitudes, and relative
advances in the distribution of the care-giving burden, women continue to assume the
responsibility and the bulk of care-giving.

Informal care reduces the opportunities for participation in the labour market. Besides,
employment opportunities remain insufficient for older women carers, who find themselves in
the unwanted position of having to accept part-time jobs. As noted in a 2016 report,*®! the
most significant problem is the lack of labour activity for women caring for family members,
due to cultural reasons, because there is a lack of public services for dependent people, or
because of an inability to pay for them. The proportion of women not in active employment is
high, reaching nearly half the total (46 %).

Despite its importance, the supply of training for informal care-givers is still scarce and varies
between the autonomous communities. Respite services, such as night centres, are one of the
SAAD benefits. >

According to the OECD, about 22 % of workers in the LTC sector are immigrants (OECD
2019). The number of foreign workers who informally care for dependent people in the home
to support, or replace, direct family members, is estimated at 170,900, which represents
12.7 % of the informal care population. The immigrant workforce will continue to grow in the

359 BOE, CISAAD agreement on common criteria for training and information of non-professional care, 27 November 2009.
https://goo.gl/TMDgjr). BOE, CISAAD agreement on improving the quality of monetary benefits for family carers, 16 March
2010. BOE, On common criteria of accreditation to guarantee the quality of centres and services for autonomy and
dependency care, 17 December 2008; Regulation modified in 2015 (BOE 16 November 2015) and 2017 (BOE 30 December
2017) in order to update the professional qualifications and good-quality care.

360 Dyran, M.A., ‘La otra economia espaiiola’, in Torres C. (co-ord.), Informe sobre la Situacion Social de Espaiia 2015,
Madrid: CIS, 2015, pp. 472-485; Martinez-Bujan, R., ‘Los modelos territoriales de organizacion social del cuidado a
personas mayores en los hogares’, Revista Espariola de Investigaciones Sociologicas, Vol. 145, 2014, pp. 99-126; Martinez
Bujan, R. and Martinez Virto, L. (co-ords), La Organizacion Social de los Cuidados de Larga Duracion en un Contexto de
Austeridad y Precariedad, Zerbitzuan, 60, 2015. https://bit.ly/3517GEXx).

361 Rodriguez Cabrero, G., Arriba, A., Marban, V., Montserrat Codorniu, J. and Moreno-Fuentes, F.J., ESPN Thematic
Report on Work-life balance measures for people of working age with dependent relative: Spain, European Social Policy
Network (ESPN), European Commission, Brussels, 2016. https://goo.gl/LK5fRv); Bouget, D., Spasova, S. and Vanhercke,
B., Work-life Balance Measures for Persons of Working Age with Dependent Relatives in Europe. A study of national
policies, European Social Policy Network (ESPN), European Commission, Brussels, 2016.

362 There is no national information on the volume of informal care-givers receiving homecare training. Regarding night
centres, the information is aggregated with daycentres.
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LTC system in the future, taking into account the projected increase in the dependent
population and changes in family structure.
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2.4 Financial sustainability

Expenditure on LTC varies according to whether we consider only expenditure on social
services or if we include healthcare expenditure associated with dependency.

The 2021 Ageing Report*®® measures expenditure which in principle should include both
components at around 0.7%, based on the System of Health Accounts classification.

AEDGSS (2020) states that social public expenditure per se was around 0.71 % of GDP in
2019. The report of the Commission for the Analysis of the Situation of Dependency
estimated the cost of the SAAD at around EUR 6.9 billion in 2012, EUR 7.4 billion in 2015,
EUR 8 billion in 2016 (0.72 % of GDP), and EUR 8.6 billion in 2017 (0.74 % of GDP). The
projected subsequent cost of the SAAD would be EUR 9.3 billion in 2018 (0.77 % of GDP),
EUR 10.2 billion in 2019 (0.82 % of GDP), and EUR 11.3 billion in 2020. The financing of
the total cost of the SAAD was distributed as follows: 63.7 % by the regional authorities,
15.6 % by central government, and 20.7 % by out-of-pocket payments (AEDGSS, 2020). This
estimate is generally shared by the different experts.

There were also differences between the regions with regard to the estimated public spending
per dependent person receiving care in 2019. The national average was EUR 6494 and varied
significantly between regions: EUR 4404 in Ceuta and Melilla, and EUR 5038 in the Balearic
Islands, compared with EUR 7298 in the Basque Country (AEDGSS, 2020). According to
Jiménez and Viola (2019), the contribution of the regions varied between 62 % (Galicia,
Extremadura, Andalusia) and 73 % (Cantabria).

Some studies (Montserrat, 2013 and 2019; Prada Moraga and Borge Gonzélez, 2015; Oliva
Moreno, 2014) emphasise the need not only to recover the expenditure lost during the period
2012-2015,%% but also to make a financial effort to respond to the growth of the dependent
population, the challenge of providing an adequate quality of care, and the need to improve
the quality of employment. Otherwise, the cost of care would revert to households, and the
burden of care would fall primarily on women.

Compared with LTC spending of 0.7 % of GDP in 2019, the forecast is that spending will
increase to 0.9 % (reference scenario) and 1.0 % (risk scenario) by 2030, according to the
2021 Ageing Report. This expenditure growth would not put the sustainability of the LTC
system at risk. In the very long term (i.e. by 2050), the projected increases are more striking,
at 1.3 % (reference scenario) and 2.1 % (risk scenario). This will depend not only on life
expectancy (22.0 years at age 65, in 2019), but also (above all) on the ability to increase
healthy life expectancy, which was 11.4 years in 2018.

363 European Commission and Economic Policy Committee, The 2021 Ageing Report — Economic and budgetary projections
for the 27 EU Member States (2019-2070), 2021.
364 Recovering the spending cuts for the period 2012-2015 would mean an increase of 0.5 % of GDP in LTC spending.
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Improvements in efficiency and effectiveness have remained inadequate due to: the limited
scale of the development of homecare and community-based services; insufficient co-
ordination between social care and healthcare services; and the limited dispersal of innovative
approaches to LTC, especially the models and practices of comprehensive and people-centred
care, which are undergoing a broad development in Spain.*¢

365 Escenarios de Futuro de la Atencion Integrada y Centrada en la Persona, Estudio Delphi, Madrid: Sociedad Espafiola de
Geriatria y Gerontologia, 2017.
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2.5 Country-specific challenges regarding LTC for other age groups in need of
care

As of 31 December 2019, the number of people aged 0-64 who were beneficiaries of cash
benefits and services totalled 305,823 (27.4 % of the total beneficiary population). Almost
half of this group was aged 46-64. These are generally people with mental or physical
disabilities. One of the benefits designed for this group is the personal assistant benefit,
especially for working people.

The SAAD is a universal coverage system. However, it faces two problems. The first refers to
coverage, especially in the case of ‘rare diseases’. The second is that of affordability: that is,
the adaptation to the special care needs that new forms of dependency require, especially
mental illness.

3 REFORM OBJECTIVES AND TRENDS

There were no major reforms to the SAAD between 2017 and 2020, except for one measure
under Royal Decree-law 6/2019, 3% whereby the government has paid for the social
contributions of homecarers since April 2019.3” Until 2012 the government paid for the
contributions of informal carers who were recognised as care-givers in the ICP. Since July
2012 (Royal Decree 20/2012%%%) social security contributions for homecarers were suspended
but they could subscribe to voluntary insurance in the social security system with reduced
contributions.

Reforms to the Spanish system of dependency occurred mostly between 2012 and 2015. They
generally involved adjustments in access, affordability, and financing. They gave primacy to
reducing the cost of services, and led to an increase in co-payments by families, to the
detriment of quality requirements. This situation has persisted almost to the present day
(AEDGSS, 2019). The changes introduced included the following measures: a reduction of
15 % in the amount of the cash benefit for homecare; a delay in incorporating people with
moderate dependency within the LTC system until July 2015; a reduction in the quantity of
hours for home assistance; the suspension of social security contributions for homecarers
(mentioned above); and a new information system and LTC expenditure justification system
for the regions. This has resulted in a reduced intensity of the services and greater
incompatibilities between cash benefits and services.

Due to the pandemic, the hiring of workers in the field of social services has been made more
flexible for a period of three months, so that it is possible to hire people on the basis of proven
experience in care for dependent people, and others who are in the last year of professional
studies as a care-giver.*%’

366 http://bit.ly/2KjiYBu

367 There was also a draft state budget law for 2019, which established an increase of EUR 415 million in the funding of the
SAAD, but the budget was not approved, and this led to a general election in April 2019.

368 Royal Decree-law 20/2012, of 13 July. http:/goo.gl/VODLZ.

369 Order SND/295/2020, of 26 March 2020. https:/bit.ly/3c09jmq and the resolution of 23 March 2020, CISAAD agreement
on common criteria of accreditation to guarantee the quality of centres and SAAD care. https:/bit.ly/3gHcCZv.
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On January 15th 2021, the CISAAD unanimously approved a Dependency Shock Plan 2021-
23, whose main elements are:

* An increase in the financing of the SAAD by the General Administration, which has
been specified in the increase in the amounts of the minimum level and the recovery
of the agreed level included in the National General Budgets for 2021. There is a
budget increase of 623 million euros for 2021 and the commitment of similar amounts
for the next 2 years.

» An agreement so that this increase in funding will be dedicated to the adoption of
specific SAAD improvement measures aimed at three objectives: a) substantially
reduce the waiting list and waiting times; b) ensure adequate working conditions for
people who work in the SAAD; and c) introduce improvements in services and
benefits to guarantee adequate care for dependents.

* A timetable for the progressive introduction of these measures throughout the three
years that the Shock Plan will last, prioritizing those that are more urgent and that can
be applied more immediately, and with an adjusted estimate of its cost.

* The combination of these immediate actions with a medium-term strategic vision of
the reforms required by the SAAD and of the changes that need to be promoted in the
LTC model. For that purpose a full evaluation of the LTC system will be conducted,
being its terms of reference already designed and under discussion. This will be
followed by a profound reform of the SAAD according to the evidence and
reccomendations provided by the evaluation.

During 2020, the Covid-19 pandemic has revealed and amplified many of the system's
weaknesses, but it has also accelerated the reforms that have materialized in the Dependency
Shock Plan agreements with the Territorial Council and with the Social Dialogue Table
(employers and unions).

At the same time, the Spanish Government has presented to the European Commission,
within the framework of the Next Generation program, a social component (component 22):
emergency plan for the care economy and reinforcement of inclusion policies.

It contains important structural reforms for LTCs: reinforce the attention to dependens and
promote the change of model of LTC; and to modernize the public social services establishing
a new legal naframework with a national scope.

Investments are aimed to finance new infrastructure and services adequate to the new model
and aimed to progress on de-institutionalisation and promote a person-centered model.

4 MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

The Spanish LTC system has fostered a positive development of the social protection system.
Its implementation coincided with the economic and financial crisis and, consequently, the
fiscal consolidation policies implemented between 2012 and 2015 have hindered its
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expansion and financing. The social demand for dependency benefits will continue to grow in
the coming years.

Attempts to improve the effectiveness of the Spanish LTC system faces crucial challenges,
faced with the rapid future growth of the dependent population aged over 65 and, at the same
time, changes in the social structure of the informal care-giving population. These challenges
are set out below.

(a) With regard to access and affordability, it will be necessary to reduce the long waiting
lists for access to services and to expand the supply of homecare and community services,
which are in high demand and very cost-effective; to integrate the cash benefit linked to a
service into the system of private social service provision contracted out by the public sector,
in order to guarantee its control; to make homecare and community-based benefits more
flexible and compatible; to further develop the SAAD in rural areas; to standardise the criteria
for co-payments existing in the different regions; and to implement people-centred care
models that allow for the integration of social care and healthcare, residential and family care,
with a greater participation by dependent people.

(b) In relation to the quality of services, especially the quality of formal employment, home-
based care (covering 30 % of all recipients of dependency benefits) should be monitored for
its quality and carers should be able to access training services. Strengthening social policies
and benefits to reconcile the care for dependent people with formal employment remains a
challenge in Spain.

(c) Ensuring the sustainability of the LTC system requires not only increasing social
investment in LTC through an increased fiscal effort but also improving the co-ordination
between the central and the regional administrations, and between the latter and the
municipalities. The differences in performance between the regions are excessive and
generate inequalities in the coverage and intensity of social protection. There is broad
agreement that the financial commitment of central government should be increased, as it
currently only amounts to 20 % of the total cost. At the same time, the current minimum
guaranteed level of funding should be changed from a fixed amount per degree of dependency
to a function of the real cost of services.

(d) Due to fiscal consolidation policies implemented from 2012, public spending on LTC was
frozen. There is broad political agreement on the need to increase spending to meet demand
for years to come.
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S BACKGROUND STATISTICS

. Most
5.1. Demographics 2008 s 2030 2050
recent
Population (in millions), 2019 45.7 46.9 48.7 49.3
Old-age dependency ratio, 2019 23.8 29.5 37.2 59.5
Total 7.5 9.1 11.6 16.1
Population 65+ (in millions), 2019 Women 43 5.2 6.5 8.9
Men 32 4.0 5.1 7.2
Share of 65+ in population (%), 2019 16.4 19.4 23.8 327
Share of 75+ in population (%), 2019 8.2 9.6 11.6 18.9
Total 20.9%* 22
Life expectancy at the age of 65 (in years), 2019  Women 22.9% 239 24.6 262
Men 18.6* 19.8 20.7 22.5
Total 9.3% 114
Healthy life years at the age of 65, 2018 Women 9.1* 11.3
Men 9.6* 11.5
*data for 2010
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 2,006.8 2,315.7 2,915.7
) ) Total 1,214.4 1,502.6 2,264.7
Number of potential dependants 65+ (in Women 792 1 960.4 1.430.7
thousands), 2019
Men 4223 542.2 834.1
Share of potential dependants in total population (%), 2019 43 4.7 5.9
Share of potential dependants 65+ in population 65+ (%), 2019 13.2 12.8 14.0
Share of population 65+ in need of LTC** (%), 2019* 34.0 28.8
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
M
5.3. Access to LTC 2014 ost 2030 2050
recent
Share of population 65+ receiving care in an institution (%),
1.2 1.2 1.4
2019
Share of population 65+ receiving care at home (%), 2019 3.9 3.8 4.4
Share of population 65+ receiving LTC cash benefits (%) 2019 4.4 4.3 5.0
Share of potential dependants 65+ receiving formal LTC in-
Kind (%), 2019 389 38.5 413
Share of potential dependants 65+ receiving LTC cash benefits 334 332 356
(%), 2019
Share of population 65+ in need of LTC** with a  Total 49.7 47.9
lack of assistance in personal care or household Women 52.8 495
activities (%), 2019* Men 415 43.6
Sh c lation 65+ wh dih Total 12.4 10.8
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 154 13.3
Men 8.6 7.5
Share of households in need of LTC not using professional 541
homecare services for financial reasons (%), 2016* ’
Share of households in need of LTC not using professional 73
homecare services because services not available (%), 2016* '
Long-term care beds per 100,000 inhabitants, 2017* 813.1 830.3
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
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Most

54. LTC Workforce 2011 2030 2050
recent
Total 4.2 4.5
Number of LTC workers per 100 individuals 65+, o
2016* & 80.3
Women
) o . Total 11.5
Share of population providing informal care (%), Women 133
2016
Men 9.5
) o Total 529
Share of informal carers providing more than 20h Women 570
care per week, 2016
Men 47.0
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- - . :
Public spending on LTC as % of GDP (reference scenario), 1.0 07 0.9 13
2019
Public spending on LTC as % of GDP (risk scenario), 2019 1.0 0.7 1.0 2.1
. . T o .
Pubhg spending on institutional care as % of total LTC public 506 502 499 509
spending, 2019
: : o :
Pubh({ spending on home care as % of total LTC public 17.7 259 270 273
spending, 2019
. : o :
Pubhg spending on cash benefits as % of total LTC public 317 239 231 218
spending, 2019
Government and compulsory contributory financing schemes 0.7 07
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes 01 01
as % of GDP, LTC Social, 2018* ’ ’
Household out-of-pocket payment as % of GDP, LTC Health,
0.2 0.1
2018
Household out-of-pocket payment as % of GDP, LTC Social, 0.0 0.0
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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FRANCE

Highlights

e 23.9 % of the French population will be aged 65 or over in 2030. Based on the French
long-term care (LTC) indicator (the number of people aged 60 or over who receive the
personal autonomy allowance®’’), the estimated number of LTC recipients will increase
from 1,265,000 in 2015 to 1,582,000 in 2030 and 2,235,000 in 2050, which is an overall
growth for 2015-2050 of 76 %.

e LTC public expenditure, representing 1.7 % of GDP in 2017 (currently estimated at
EUR 23.7 billion — national data), constitutes a major, although fragmented, financial
investment in France, and could reach 2.1 % of GDP by 2030. These data concern LTC
for people with disabilities and dependent older people. Expenditure specifically relating
to LTC for older people was around EUR 11.3 billion in 2018.3”! In addition, the cost of
informal care has an estimated value of EUR 7-18 billion.

e Improving access and affordability in relation to LTC services is a major concern that is
managed by reducing out-of-pocket expenditure and developing co-ordination between
the healthcare and social care sectors.

e Despite real investment in developing a specific social care employment sector, a key
challenge facing France today is the reorganisation of the LTC workforce.

e Since legislation on adapting society to an ageing population of December 2015, no
comprehensive LTC reforms have taken place in France. However, the major guidelines
of a deep-seated reform, announced for 2021, were presented in the Libault report of
2019, which includes a recommended investment of almost EUR 10 billion in LTC by
2030. The first step in this major reform was the law of 7 August 2020 on social debt and
autonomy, *’> which creates a fifth area of the national health service, dedicated to
dealing with the loss of autonomy of older people and people with disabilities, with a
EUR 1 billion funding project.

370 Allocation personnalisée a ’autonomie — APA.
371 Les Dépenses de Santé en 2018: Résultats des comptes de la santé — 2019 edition, Direction de la Recherche, des Etudes,
de I’Evaluation et des Statistiques (DREES), 2019. https://drees.solidarites-sante.gouv.fr/sites/default/files/2020-

07/cns2019.pdf.
372 Decree no 2020-998. https://www.legifrance.gouv.fi/loda/id/JORFTEXT000042219614/2020-09-13
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1 DESCRIPTION OF MAIN FEATURES OF THE LONG-TERM CARE
SYSTEM(S)

1.1 Demographic trends

In 2019, the old-age-dependency ratio in France was 32.5 and is set to reach 40 % in 2030 and
49.3 % in 2050, according to EU-27 estimations of fertility rates and life expectancy at
birth.3”® This scenario is somewhat debatable. For example, it assumes a stable fertility rate of
two children per woman for the next 30 years, which is not the trend observed at national
level (a slow but regular fall from 2.03 in 2010 to 1.87 in 2017).7

In 2019, 13.5 million people were aged 65 and over (7.7 million women and 5.8 million men),
representing 1 in 5 of the total population (20.1 %). Projections for the next decades are as
follows: in 2030, the population aged 65 and over would represent 23.9 % of the total
population (16.4 million — 9.2 million women and 7.2 million men); in 2050, the figure would
be 19.4 million (10.9 million women and 8.5 million men), representing more than one
quarter (27.7 %) of the total population. This is below the EU-27 average of 29.3 %. These
calculations take into account the evolution of life expectancy at age 65. In 2019, life
expectancy at 65 was 21.9 years (23.8 for women and 19.7 for men), while healthy life
expectancy was 10.8 years (11.3 for women and 10.2 for men). This was above the EU-27
average, which was 20 and 9.9 respectively.

In addition to these estimates, two other trends are of interest: the first one is a slowdown in
the gain in life expectancy at birth over the last decade, notably due to three major influenza
epidemics from 2014 to 2019, each of which generated around 20,000 registered deaths; and
the second important issue concerns socio-economic inequalities in life expectancy. For
example, the difference in life expectancy at birth between the richest 5 % and poorest 5 %
men is 13 years (8 years for women).*”

Concerning the very old population, the share of those aged over 75 in the French population
is growing much more rapidly: from 9.4 % in 2019 to 12.5 % in 2030, and 16.3 % in 2050. In
the light of demographic trends, the estimated number of potentially dependent older
people’”® will grow from 3,268,000 in 2019 to 3,975,000 in 2030 and 5,188,000 in 2050. In
2019, 4.9 % of the population aged 65 and over in France received care in institutions, 6.2 %
at home (none received cash benefits), which means that 11.1 % of this age group received
formal in-kind LTC benefits.

The French LTC system is based on a different age threshold related to the granting of the
APA (personal autonomy allowance — Allocation personnalisée a |’ autonomie) to people aged

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

374 This report does not take into account the impact of the current COVID-19 pandemic, which will surely lead to important
measures.

375 Blanpain, N., L Espérance de Vie par Niveau de Vie: Chez les hommes, 13 ans d’écart entre les plus aisés et les plus
modestes, Insee Premiére, No 1687, 2018.

376 The potentially dependent population refers to EU-SILC data on ‘self-perceived longstanding limitation in activities
because of health problems [for at least the last 6 months]’. See: European Commission, The 2018 Ageing Report: Economic
and budgetary projections for the 28 EU Member States (2016-2070), European Commission, Brussels, 2018.
https:/bit.ly/2KAqG8r.
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over 60. The estimated number of recipients for this allowance is likely to increase
considerably: from 1,387,000 in 2020 to 1,582,000 in 2030 and 2,235,000 in 2050.>”” Taking
into account older people who do not receive the allowance, the DREES estimates that about
1,459,000 people aged over 60 living at home were subject to loss of autonomy in 2015, in
addition to 584,000 people living in care homes, making a total of over 2 million.

1.2 Governance and financial arrangements

Traditionally characterised by a familialist approach to care for older people, with a legal
obligation for families to care for their older parents, since the 1990s France has developed
several LTC policy measures and evolved towards a mixed model, combining public
measures and family care.?’® LTC policy in France cuts across different policy sectors —
health, social, and medico-social’’® — and involves several levels of governance: the state,
regions, départements, and municipalities. Regional administrations implement national
health policies defined centrally by the government, whereas the decentralised local
authorities — départements — are responsible for social policy. They have a key role in LTC
regulation: they define local policy orientations in their areas; finance and manage the
national APA; and regulate care services. Though some territorial disparities exist, different
social care schemes are defined in national legislation, and territorial variations are monitored
by the government (Libault, 2019). In addition, municipalities can develop specific voluntary
support measures. Along with this territorial organisation, two major institutional actors are
involved. The first is the CNSA (national solidarity fund for autonomy — caisse nationale de
solidarité pour I’autonomie), created in 2004, which is a national institution responsible for
implementing policy measures aimed at older people and people with disabilities.**® The
second is the regional health agencies (agences régionales de santé — ARS), introduced in
2009; they are the regional representative of central government, extending regional
intervention to the social care sector (traditionally limited to healthcare).

LTC involves a wide range of funding (social security system, the départements, the CNSA,
and central government) for wide-ranging expenditure, combining the health insurance
system and a tax-based system for funding the APA. In 2017, LTC public spending
represented 1.7 % of GDP. Considering national data, and taking into account costs covered
by households, LTC represented 1.4 % of GDP in 2014; it thus constitutes a major, though
fragmented, financial investment in France.*®' The cost of informal care accounts for almost

377 Libault, D., Grand dge et autonomie [Old age and autonomy], Ministry of Solidarity and Health, 2019. https:/solidarites-
sante.gouv.fi/IMG/pdf/rapport_grand age_autonomie.pdf.

378 Le Bihan, B., Da Roit, B. and Sopadzhiyan, A., (2019), ‘The turn to optional familialism through the market: long- term
care, cash- for- care, and caregiving policies in Europe’, Social Policy and Administration, Special Issue Cash for Care in
Europe, pp. 579-594.

379 A specifically French sector: common English usage only distinguishes ‘healthcare’ and ‘social care’ sectors.

380 The funds of the CNSA combined different sources: a transfer of part of the sickness branch of the social security system
(EUR 20.4 billion); taxes (EUR 2.7 billion); a social contribution — (EUR 2.4 billion).

31 Roussel, R., ‘Personnes Agées Dépendantes: Les dépenses de prise en charge pourraient doubler en part de PIB d’ici a
2060’ [Dependent older people: care expenditure as a share of GDP could double by 2060], Etudes et Résultats No 1032,
DREES, 2017. https://drees.solidarites-sante.gouv.fr/IMG/pdf/er1 032.pdf.
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an additional EUR 15 billion, on top of other imputed costs borne by households (housing,
dependency).’*?

1.3 Social protection provisions

Different schemes can be distinguished, each with its own characteristics depending on the
system (healthcare or social care) it comes under.

A first group of schemes corresponds to ‘social assistance schemes’ which are managed
by départements and/or pension funds

e Social assistance for accommodation:*** paid out by the départements to people aged 65
and over with low incomes living in institutions, to make up for accommodation costs
which cannot be paid for by the resident.**

e Financial support to pay for home-helps: granted by the départements and pension funds
depending on the age and income of old people with the lowest level of dependency.

The cornerstone of social care policy is a specific policy measure: the APA

Introduced in the late 1990s and focusing on situations of dependency, the benefit was aimed
at meeting the needs of older people who were not covered by health insurance, by helping
them identify their needs and pay for social care services. It was reformed in 2002 and
became the APA. Managed by the départements, the APA is paid — at home or in institutions
— to anybody aged 60 or over who needs assistance to accomplish everyday activities or who
needs to be continuously watched over. Each level of dependency — according to the AGGIR
grid*% — gives access to a maximum amount, which is then adjusted according to the
recipient’s needs and level of income. In 2020, for GIR 1 dependency level the maximum
amount of the allowance was EUR 1742.34; for GIR 2, EUR 1399.03; for GIR 3,
EUR 1010.85; and for GIR 4, EUR 674.27.

For those cared for at home, the allowance is paid to finance a specific ‘care plan’ elaborated
by a multidisciplinary team (healthcare and social care professionals from the départements)
after an assessment of needs. The use of the benefit is controlled and the multidisciplinary
teams are in charge of follow-up action. The APA represents over EUR 5 billion of
expenditure, of which 65 % comes from the départements and 35 % from the CNSA.*%¢ The
APA was allocated to 1,285,500 older people in December 2016 (7.6 % of people aged over
60), of whom 60 % were cared for at own home and 40 % in residential settings.

382 Ennuyer, B., ‘Quel avenir pour les personnes dites ‘Agées’ ayant besoin d’aide et de soins dans leur vie quotidienne’, in
Guillemard A.-M. and Mascova E. (dir.), Allongement de la vie. Quels défis ? Quelles politiques ? Paris, La Découverte,
2017, pp. 279-295.

383 dide sociale a I’hébergement — ASH.

384 The allowance is delivered to people with an income (household’s income plus — in some départements — the income of
close relatives) below the cost of accommodation. According to DREES, there were 122,000 recipients of the ASH in 2017,
with an amount of around EUR 870 per month. 92 % of recipients lived alone, and 50 % had an income below EUR 900 per
month.

385 The Autonomie Gérontologie Groupes Iso-Ressources (AGGIR) grid distinguishes six levels of dependency, from groupe
iso-resource (GIR) 1 (highest) to GIR 6 (lowest). For detailed information, see: https://www.service-
public.fr/particuliers/vosdroits/F10009.

386 Les Chiffies Clés de I’Aide a I’ Autonomie 2019 [Key figures on support for autonomy], CNSA, 2019.
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Employing a care worker in the home also opens up the right to fiscal deductions and, since
2017, tax credits.

A final category of schemes concerns informal carers, in two different forms, as follows.

e (Carer’s leave: allocated for three months or a part-time period, renewable up to one year.
Financial compensation was also approved in October 2019 (EUR 42-55 per day from
October 2020).

e Family solidarity leave to assist a dying relative: allocated for three months, renewable
once and can be used on a part-time basis. Daily allowance of EUR 55 for a maximum of
21 days.

1.4 Supply of services

A wide range of services in the social care and healthcare sectors support both homecare and
residential care, as well as supplementary options. They depend on different regulations
(related to healthcare or social care systems), which create financial and administrative
complexity.

Homecare nursing services’®’ and home social care and healthcare services:**® 125,733
places in 2019 (CNSA, 2019). Healthcare services are provided by salaried nurses and
auxiliary nurses paid on a fee-for-service basis. Total expenditure on this type of care rose by
2.7 % in 2017, amounting to about EUR 1.6 billion.**

Home-help and support services:>° these constitute a highly complex sector*®! including
non-profit organisations and public social care services requiring quality certification by the
départements. Based on an analysis of APA recipients, their number was estimated at 7000.

Private for-profit organisations in the personal services sector: requiring specific quality
certification. Their prices are established freely. In 2008, they represented only 4 % of social
care workers for older people.*”?

Residential homes (or ‘EHPADs’**?): France has 7438 EHPADs, offering 98 places per 1000
people aged 75 and over.>** In 2015, these institutions cared for 10 % of older people aged 75
or over, and one third of those aged 90 or more. The average cost of EHPAD accommodation

87 Services de soins infirmiers a domicile — SSIAD.

388 Services polyvalents d’aide et de soins a domicile.

3% DREES, Les Dépenses de Santé en 2017 [Health expenditure in 2017], 2018. https://drees.solidarites-
sante.gouv.fi/IMG/pdf/32-7.pdf.

390 Services d’aide et d’accompagnement a domicile — SAAD.

391 El Khomri, M., Plan de Mobilisation Nationale en Faveur de I’ Attractivité des Métiers du Grand Age [National plan to
make work for older people more attractive], Ministry of Solidarity and Health, 2019. https://solidarites-
sante.gouv.fi/IMG/pdf/rapport el khomri - plan metiers du grand age.pdf.

392 Marquier, R., ‘Les Intervenants au Domicile des Personnes Fragilisées en 2008 [Workers providing support in the home
for vulnerable people in 2008], Etudes et Résultats No 728, DREES, 2010. https://drees.solidarites-
sante.gouv.fi/IMG/pdf/er728-2.pdf.

393 Etablissements d’hébergement pour personnes dgées dependants.

3% Bazin, M. and Muller, M., ‘Le Recrutement en EHPAD’ [Recruitment in nursing homes], Etudes et Résultats No 1067,
DREES, 2018. https://drees.solidarites-sante.gouv.fr/IMG/pdf/er 1067.pdf.
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ranges from EUR 51 to EUR 71 per day.* These institutions take different forms (Libault,
2019): private for-profit EHPADs (22 % of places), private not-for-profit EHPADs (28 % of
places), and public EHPADs (50 % of places). The latter may or may not be hospitals.
Despite an increase in staff-to-patient ratios between 2011 and 2015 — from 59.7 to 62.8 full-
time equivalent (FTE) staff for every 100 patients (Bazin and Muller, 2018) — the number of
staff remains insufficient to ensure good-quality care.

Supplementary options developed between homecare and residential care:

e Housing facilities: these concern old people who are mostly autonomous, and involve
small apartments adapted to minimise the risk of falls. The development of this type of

accommodation (renamed autonomous residences — résidences autonomie) is a priority
under the 2015 ‘ASV’ Act.>*® They offered 110,000 places in 2018 (CNSA, 2019).

e Autonomous residences and nursing homes offered 11,900 daycare places and 15,500 in
temporary accommodation in 2018 (CNSA, 2019).

In 2015, 728,000 older people lived in residential care, an increase of 4.8 % compared with
2011 (Muller, 2017). The recent CARE survey 7% estimates the number as being between
0.4 million (including only high-level dependency cases) and 1.5 million (also including mid-
level dependency cases). Concerning the balance between formal and informal carers, the
CARE survey established that almost 50 % of older people in need of care receive support
from their relatives, and 20 % only receive professional support. The remaining 30 % receive
both formal and informal support.>*’

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

2.1 Access and affordability

In 2019, 4.9 % of people aged over 65 were cared for in institutions compared with 6.2 % in
their homes. Out-of-pocket spending varies according to whether care is provided at home or
in a residential setting, as well as according to the level of dependency of the older people
concerned. The share of user’s disposable income spent on out-of-pocket costs is around
150 % for dependants with severe needs.*”® One month’s accommodation in an EHPAD for

395 Muller, M., ‘728 000 Résidents en Etablissements d’Hébergement pour Personnes Agées en 2015: Premiers résultats de
I’enquéte EHPA 2015’ [728, 000 residents in old people’s homes in 2015], Etudes et Résultats, No 1015, DREES, 2017.
https://drees.solidarites-sante.gouv.fi/IMG/pdf/er1015.pdf.

39 [’ Adaptation de la Société au Vieillissement.

397 Capacités, aides et ressources des seniors — CARE.

398 Brunel, M. and Carrére, A., ‘Les Personnes Agées Dépendantes Vivant 8 Domicile en 2015: Premiers résultats de
I’enquéte CARE ‘ménages’ [Dependent old people living at home in 2015: first results of CARE household survey], Etudes
et Résultats No 1029, DREES, 2017. https://drees.solidarites-sante.gouv.fi/IMG/pdf/er 1029.pdf.

399 Brunel, M., Latournelle, J. and Zakri, M., ‘Un Senior a Domicile sur Cinq Aidé Réguliérement pour les Taches du
Quotidien’ [1 old person in 5 living at home receives regular support for everyday tasks], Etudes et Résultats, No 1103,
DREES, 2019. https://drees.solidarites-sante.gouv.fr/IMG/pdf/er1 103.pdf.

400 OECD, Measuring Social Protection for Long-term Care in Old Age: Phase 2, OECD Publishing, 2019.
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someone with a radical loss of autonomy costs on average EUR 2450,%! leaving EUR 1850
on average to be paid by the user (after allowances and tax reductions) (Libault, 2019).
Although the APA covers 100 % of healthcare costs and about two thirds of ‘dependency’
costs, accommodation services are the responsibility of families (except those on very low
incomes: see Section 1.3).

The question of cost is more difficult to value in the case of homecare. Depending on the
income of the care recipient, the remainder to be paid can range from EUR 2500 to EUR 4050
in situations of high dependency, when a carer is required to be permanently present
(Mutualité Frangaise, 2018). However, these figures are different for old people benefiting
from support from an informal carer in their homes. The remainder to be paid in this case
depends on the level of dependency, and ranges from EUR 117 for a high level of dependency
(GIR 1) to EUR 37 for an average level (GIR 4). This explains the average figure of EUR 60
remaining to be paid by old dependent people (after allowances and tax reductions) presented
in the Libault report. Although this amount may seem acceptable, it raises the question of the
significant amount of invisible, unpaid work carried out by informal carers, which enable this
lower financial cost through maintenance in the home.

Fragmentation is a main characteristic of the French LTC field, with the separation between
the healthcare and social care sectors. Improving the co-ordination of organisations,
institutions, and professionals in order to facilitate access and affordability in relation to
services/schemes has been high on the political agenda during the last decade. Since 2010,
three different schemes have been developed with the objective of facilitating relations
between the different actors at the local level: (a) the ‘scheme for integrating health and
support services in the autonomy field”,** introduced in 2010 and concerning older people
aged 60 and over with complex needs; (b) the ‘old people at risk of losing their independence’
scheme, *® created in 2014, which is a specific health pathway combining a range of
preventive tools targeting older people aged 75 and over; and (c) the ‘territorial support

platform’, 4** which is not population-based. More recently the ‘co-ordination support

measure’*® is aimed at gathering all of these existing schemes into one (see Section 3).

2.2 Quality

In France, no formal, comprehensive definition of LTC quality has been produced by national
or local public authorities. Nevertheless, the Act of 2 January 2002 reforming the social care
sector describes the different components of quality. Taking into account recent developments
(ASV Act), three main dimensions can be identified, as follows.

a) The obligation for social care providers to carry out a double evaluation: an internal
evaluation carried out by the provider and focused on quality improvement; and an

401 Mutualité Frangaise, Santé, Perte d’Autonomie: Impact financier du vieillessement [Health and loss of autonomy:
financial impact of ageing], Place de la Santé, L’Observatoire, 2018. https://placedelasante.mutualite.fr/wp-
content/uploads/2018/09/barometre-fnmf-1018_vf 180926.pdf.

402 Méthode d’action pour I'intégration des services d’aide et de soin dans le champ de I’autonomie — MAIA.

403 Personne agée en risque de perte d’autonomie — PAERPA.

404 Plateforme territoriale d’appui — PTA.

405 Dispositif d appui d la coordination — DAC.
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external evaluation (which guarantees renewed authorisation) carried out by an external
body approved by the National Authority for Health (HAS),**® which concerns their
activities and the quality of the services they deliver.

b) The respect of different basic user rights: respect for dignity, integrity, private life,
intimacy, and security; a free choice between services at home or in a residential setting;
personalised, good-quality care and support that respects informed consent; confidentiality
of user data; access to information; direct participation in the definition of the ‘care and
support project’ — as well as tools enabling the exercise of these rights; the existence of a
welcome booklet; respect for the charter of rights and freedoms of the person hosted;
recognition of a qualified individual; visible operating regulations of the establishment or
service; the existence of a ‘community life council” which encourages user participation;
and the production of an establishment or service project.

¢) Multiannual contracts (five years) of objectives and means (CPOM*’7) — which were made
general to all social care facilities by the ASV Act — are signed between social care
providers and pricing authorities (ARS and départements).

The double evaluation process was questioned in a recent report,**® which identified different
elements for improving quality approach: a better articulation between the two evaluations, a
harmonisation of the external bodies which produce evaluations; and a standardisation of the
different indicators used for evaluations.

This issue is related to the employment issue and the very low appeal of the LTC labour
sector. Recent solutions were proposed by the Libault report (see Box 1); for example,
creating indicators to measure the quality of services available in residential homes.

2.3 Employment (workforce and informal carers)

It is difficult to estimate the number of professionals working with older people — both
healthcare professionals (nurses and assistant nurses) and social care workers (also called
personal carers) — because no statistics precisely list professionals in this highly fragmented
labour sector. In terms of national data, the Libault report — which treats the LTC workforce
as a key policy issue (see Box 1) — estimated that in 2018 about 830,000 FTE staff work with
dependent older people (6.3 long-term care workers per 100 people aged 65 or more),
including 430,000 in institutions, 270,000 in home social care services, and 130,000 in home
healthcare services.

Qualifications are a key issue concerning the LTC workforce. As recalled in a recent OECD
report,*”” in France qualifications are required for nurses (specific training after a bachelor’s
degree), and there is the possibility for personal workers to obtain a specific diploma (created

406 Created in 2009, the National Agency for Evaluating the Quality of Social Care Institution and Services (ANESM) is now
included in the National Authority for Health (HAS).

407 Contrat pluriannuel d’objectifs et de moyens.

408 idal, A., Rapport d’Information sur [’Evolution de la Démarche Qualité au Sein des EHPAD et de son Dispositif
d’Evaluation [Information report on the evolution of quality in residential care], No 1214, Assemblée nationale, 2018.

409 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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in 2002). Continuing training programmes were also developed. In spite of this, the LTC care
work sector remains unattractive. ! The OECD report underlines the difficult working
conditions of LTC workers, with France having the highest shares of LTC workers reporting
accidents and work-related health problems. The difference between LTC workers and
hospital workers is also highlighted, with the former earning less than the latter. The average
wage of homecarers is EUR 832 per month, but monthly earnings vary significantly according
to whether care workers are employed full time (EUR 1190) or part time (EUR 717), and
whether the structure they belong to is public or private.*!' Employment conditions are
another main issue. LTC workers work in shifts and work during weekends. The employment
stability given by the existence of permanent contracts is only on the basis of a high
prevalence of part-time work: in homecare, 23 % of nurses, 31 % of personal carers, and 42 %
of LTC workers hold a part-time position (26 % in institutions) (OECD, 2020). Moreover,
residential settings employ a high proportion of temporary agency workers (OECD, 2020).

The ségur de la santé reform of July 2020 grants an increase of EUR 183 per month to all
public and private not-for-profit non-medical carers in residential homes (and EUR 160 per
month for the private for-profit sector), amounting to 1.5 million professionals.

Finally, it should be noted that the specific social care work sector developed in France to
provide personal care in the home (as a complement to the healthcare delivered by nurses and
assistant nurses) is part of the larger sector of ‘personal services’ (services a la personne),
which includes anyone providing services to individuals. Focusing on the volume of workers
in order to reduce unemployment, it is not always matched by quality (Le Bihan and
Sopadzhiyan, 2018).

In France, a large majority of older people currently receive informal support from families
and friends — 21 % of the population aged 60 and over, representing 3 million older people
(Brunel et al., 2019). 14.1 % of the population provide informal care: 16.3 % of women and
11.9 % of men. According to national statistics, 3.9 million informal carers*!? perform a great
variety of concrete tasks (ADL provision,*!® meal preparation, personal care, etc.) and co-
ordinate activities. Evidence shows that informal carers carry out more diverse tasks than
professional care workers, who focus on instrumental tasks (Brunel et al., 2019). A recent
survey shows that half of these carers are the children of the care recipient, and a quarter are
spouses or partners (Brunel et al., 2019). Aged on average 73 for the latter and 52.2 for the
former, most of them are women (59.5 %). 4 carers in 10 are in employment. Considering the

4101 ¢ Bihan, B. and Sopadzhiyan, A., ‘The development of an ambiguous care work sector in France: between
professionalization and fragmentation’, in Christensen, K. and Pilling, P. (eds), The Routledge Handbook of Social Care
around the World, Routledge, 2018, pp. 102-115.

411 Nahon, S., ‘Les Salaires dans le Secteur Social et Médico-social en 2011: Une comparaison entre les secteurs privé et
public’ [Pay in the social and medico-social sector in 2011 — comparison between private and public sectors], Etudes et
Résultats, No 879, DREES, 2014. https://drees.solidarites-sante.gouv.fr/IMG/pdf/er879.pdf

412 Besnard, X., Brunel, M., Couvert, N. and Roy, D., ‘Les Proches Aidants des Seniors et leur Ressenti sur I’Aide Apportée:
Résultats des enquétes CARE aupres des aidants’ (2015-2016) [Family care-givers of older people and their experience of
support: results of CARE surveys of carers], Les Dossiers de la DREES, No 45, DREES, 2019, https://drees.solidarites-
sante.gouv.fi/IMG/pdf/dd45.pdf.

413 Activities of daily living.
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increase in the labour market participation of women aged 50-64,%'* the issue of work-life
balance is particularly acute for women.

In France, public interventions aimed at informal carers are based on ‘supportive measures’,
defined as measures to assist carers in their role:*!* alongside the existing training available
since a 2009 health law and the national web platform created in 2013, the ASV Act has
introduced a right to respite, and created special centres for older people and their carers (see
Section 3). Until recently, financial measures aimed at compensating informal carers
remained marginal, with the possibility of using the APA to pay a relative (except the
spouse). Only 8 % of APA beneficiaries pay a relative as their homecarer;*'® the recent
approval of financial compensation to cover leave for the existing carer marks a turning point
in the type of measures implemented (see Section 3).

2.4 Financial sustainability

Different factors have a bearing on the financial sustainability of LTC policy. One factor is
demography (see Section 1.1). However, expenditure also varies according to the level and
type of coverage of population needs; in particular whether France relies on formal or

informal care, at home or in residential settings.*!”

According to the 2021 Ageing Report*!® projections, public expenditure on LTC in France is
projected to increase in relation to GDP by 0.7 p.p. (or 37 %) between 2019 and 2050 (from
1.9 % in 2016 to 2.6 % in 2050) in the ‘reference’ scenario, based on the impact of an ageing
population on public LTC expenditure.

Nevertheless, these projections depend on different policy options. The Ageing Working
Group also considered an ‘AWG risk’ scenario, which is based on the assumption that half of
the future gains in life expectancy are spent without a disability requiring care as in the
reference scenario. In this scenario public expenditure on LTC will grow from 1.9 in 2019 to
3.7 % of GDP in 2050, which means an increase of 1.8 p.p., or 95 %.

National analyses of the cost of dependency have also been produced. Roussel (2017)
estimates LTC costs at EUR 30 billion in 2014 (1.4 % of GDP), of which EUR 23.7 billion is
covered by public expenditure (79 % of the total) and EUR 6.3 billion by households.
Expenditure is split as follows: EUR 12.2 billion devoted to healthcare expenditure
(EUR 12.1 billion public funding, EUR 0.1 billion by households); EUR 10.5 billion devoted

414 Up to up to 61.2 % in 2017 according to: Institut National de la Statistique et des Etudes Economiques (INSEE), Les
tableaux de I’économie francaise [French economy tables], 2019.

415 Le Bihan, B. Lamura, G., Marczak, J., Fernandez, J.L, Johansson, L. and Sowa-Kofta, A., ‘Policy measures to support
unpaid care across Europe, in enhancing the sustainability of long-term care’, Eurohealth, Vol. 25/4, 2019, pp. 10-14.

416 Court of Auditors, Le Maintien a@ Domicile des Personnes Agées en Perte d’Autonomie [Maintaining old dependent people
in their homes], 2016. https://www.ccomptes.fi/sites/default/files/EzPublish/20160712-maintien-domicile-personnes-
agees.pdf.

417 These elements generally appear in terms of level of coverage of the ‘potentially dependent population’ in terms of access
to homecare, residential care, and cash benefits. The potentially dependent population refers to EU-SILC data on ‘self-
perceived longstanding limitation in activities because of health problems [for at least the last 6 months]’: see European
Commission, 2018.

418 European Commission and Economic Policy Committee, The 2021 Ageing Report — Economic and budgetary projections

for the 27 EU Member States (2019-2070), 2021.
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to coverage of loss of autonomy (EUR 8.3 billion public funding); and EUR 7.1 billion
devoted to residential accommodation (including EUR 3.1 billion public expenditure and
EUR 3.8 billion by households). To this can be added EUR 4.4 billion for ‘board and lodging’
(the cost of food, housing, and insurance paid for by households in residential care that they
would have to cover in the home). However, this figure does not include the cost of informal
care, which is estimated at EUR 7-18 billion. As argued by several studies, the expenditure
related to care for older people is in fact equally shared between households and the public
sector. Based on this data, the Libault report argues that a 35 % increase is needed in the share
of national wealth devoted to dealing with loss of autonomy, which corresponds to public
expenditure of about 1.6 % of GDP. A specific funding plan is proposed in the report (see
Box 1).

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

Specific key challenges can be identified regarding care for children and people with
disabilities. An important issue arises from the policy to facilitate inclusion for people with
disabilities in a ‘normal environment’, *'° which involves promoting and facilitating
independent living. It concerns both encouraging the employment of people with disabilities
in the public and private sectors and also facilitating schooling for children with disabilities.
The professionalisation of special needs assistants who support children at school every day is
a key dimension of this policy. The shift was initiated in 2013 with the introduction of a new
profession — assistants for pupils with disabilities*?* — selection for which requires a higher
level of education (at least baccalauréat or equivalent) and specific training. This was
followed up by the creation of a state educational and social assistance diploma.*?! Another
important step is the establishment of a personalised plan for each child included in a
specialised local unit for inclusion in schools,*? which is linked to an ordinary school.
Another issue in the field of LTC care concerns the reform of the pricing of residential care
and medico-social services working with people with disabilities. This vast project was
initiated in 2015 and is still underway.

3 REFORM OBJECTIVES AND TRENDS

The major guidelines of a deep-seated reform were presented in a report dating from March
2019 — the Libault report (see Box 1). Initially announced for 2019, the old age and autonomy
plan was delayed. However, in the context of the COVID-19 crisis and considering the strong

423

impact of it on older people at home and in residential settings,” it was confirmed as a policy

priority in May 2020.

419 The expression ‘environnement ordinaire’ means inclusion of people with disabilities in all sectors and activities.

420 Accompagnants des éléves en situation de handicap — AESH.

41 Dipléme d’etat d’accompagnement éducatif et social — DEAES). https://ecole-et-handicap.fr/laccompagnement-des-
cleves-en-situation-de-handicap-2-dispositifs-daccompagnement/avs-et-aesh-vers-la-professionnalisation/

422 Unité localisée pour linclusion scolaire — ULIS. https://eduscol.education. fir/cid53163/les-unites-localisees-pour-1-
inclusion-scolaire-ulis.html

423 The current COVID-19 pandemic has had a dramatic impact on the older population. In April 2020, more than 25,000
people in EHPADs had been infected by COVID-19 and more than 8000 deaths had been registered. The mortality rate due
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It is also worth noting the special attention paid to family care-givers in 2019.

e The Act of 22 May 2019 was designed to facilitate carers taking leave and securing
carers’ rights.

e The approval in October 2019 of an allowance for recipients of carer’s leave, which is
aimed at encouraging carers to make use of the leave that was in little use up to that
point.*>*

e A national strategy to encourage support for carers (see Box 1).

In addition, there was a specific measure designed to improve care quality, along with
access and affordability: the Act of 24 July 2019 on transforming the health system,
establishing the integration of existing co-ordination measures into complex pathways
(MAIA, PTA, PAERPA, networks) within a unique support measure (DAC).

The ASV Act (implemented in January 2016) is the latest general reform to date. Although
criticised for the insufficient financial resources attached to it,*? it has led to steps forward, as
follows.

Concerning access and affordability, it is worth mentioning measures to scale-up the APA
and reduce the number of people subject to co-payment. The ASV Act has thus led to a 6.5 %
increase in APA expenditure (Libault, 2019). It also highlighted prevention and co-ordination,
with the introduction of a special body — the funders’ conference to prevent older people’s
loss of autonomy — to manage co-ordination at the level of départements.

Concerning informal care, the ASV Act has had a real impact by extending the legal
definition of those (spouse, partner, cohabitee, relative) who can be a family care-giver: it can
now also be someone residing with, or having close and stable ties with, the person
concerned. To facilitate the work of care-givers, the law recognises the ‘right to respite’,
which provides the means for a care-giver to take a break. Care-giver leave (congé de proche
aidant) is designed for those caring for an infirm relative or a relative coping with a loss of
autonomy. Care-givers can ask their employer to temporarily interrupt their professional
activity, while keeping their position and rights in the company. This leave can last up to three
months (except if there is a collective agreement) and can be renewed. It became payable
from 30 September 2020 (opening up pension rights): EUR 52 per day for a single person,
and EUR 43 for people living in a couple. New legislation adopted in May 2019 to promote
the recognition of care-giving was designed to secure the social rights of care-givers by:
standardising the position across different social security schemes; putting in place a system
or relay with social or medico-social services; issuing a care-giver’s card for identification
purposes (especially by health professionals); and developing a care-giver’s guide and web-

to COVID-19 is closely linked to age and gender. 50 % of patients with COVID-19 admitted into intensive care were aged 65
or over and 60 % of them were men.

424 Sirven, N., Naiditch, M., and Fontaine, R., Etre Aidant et Travailler: Premiers résultats d 'une enquéte pilote [Combining
care-giving and working: first results of a pilot survey], Université Paris-Descartes, 2015.
https://www.agevillage.com/media/library/pdfs/Rapport_enquete MACIF_0810.pdf.

425 Le Bihan, B., ‘France Anticipates Ageing Society through New Piece of Legislation’, ESPN Flash report 2016/18,
European Social Policy Network (ESPN), European Commission, Brussels, 2016.
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based information/guidance. Information can also be found in special centres for older people
and their carers (maisons des ainés et des aidants).

Furthermore, familial solidarity leave (congé de solidarité familiale) is open to ‘every
employee whose ascendant, descendant, brother, sister, or person sharing the same home,
suffers from a life-threatening pathology or is at an advanced or terminal stage of a serious
and incurable affection’. It allows the employee to suspend their professional activity to care
for someone losing autonomy, for a period of three months (renewable). It cannot be deferred
or refused by employers. During this time, the care-giver can benefit from the daily home
support allowance,**® paid by the social security system.

Concerning quality, the ASV Act extended CPOM to all social care facilities.

Box 1: Planned reforms and ongoing legislative process and debates
The 2019 Libault report

Although maintaining older people in their homes and increasing freedom of choice in the
organisation of care are put forward as priorities, the 175 measures presented in the report concern
both the development of good-quality support in the home and care in residential settings.**’

Concretely, three main strands can be identified, as follows.

(a) A series of measures aimed at reorganising the various types of existing financial support, which
include: creating a new home-based cash benefit to replace the current APA with three components —
personal assistance, technical support, and respite (for carers), and merging healthcare and social
care expenditure in residential homes to reduce the remaining amount which is payable by residents.

(b) The development of services in the home and in residential care through: renovating residential
homes and making them more open to the outside world (a renovation plan worth EUR 3 billion has
been announced); increasing the supervision rate in residential homes by 25 %, by recruiting 80,000
employees at an estimated cost of EUR 1.2 billion; creating 60,000 places in residential homes;
developing alternatives to residential homes or home-based care (i.e. temporary accommodation and
collective housing), and creating indicators to measure the quality of services available in residential
homes.

(c) Measures designed to increase support to informal carers who provide care to older relatives.
This will be done by simplifying procedures and access to information, providing financial aid to
support informal carers, and facilitating informal carers’ work/life balance.

The set of measures announced in the report will require massive public funding, with an estimated
additional amount of EUR 9.2 billion by 2030. The report argues in favour of financing LTC policy
through national solidarity, by recognising ‘loss of autonomy’ as a genuine social protection risk and
including this in social security funding legislation. The favoured scenario is that an existing pay
deduction — the contribution to reducing the social debt (CRDS) — which will have been fully paid by
2024, will be converted into funding for loss of autonomy. Recourse to private funding is presented as
additional to public funding. One possibility could be to take account of a share of property assets
when calculating the level of the benefit received, in order to support funding of home-based and
residential care. Alternative scenarios, such as creating new mandatory pay deductions, or extending

426 Allocation journaliére d’accompagnement a domicile, AJAP.
47 Le Bihan, B. and Sopadzhiyan, A., ‘Future Trends in French LTC Policy: The Libault report’, ESPN Flash Report
2019/25, European Social Policy Network (ESPN), European Commission, Brussels, 2019.
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working time by cancelling a national holiday, have so far been ruled out. Besides this financing
challenge, the governance of LTC policy needs to be clarified, as it involves two main institutional
actors — regional health agencies and local councils — which can sometimes have a tense

relationship.**®

Two documents were produced in 2019 to confirm the chosen direction: the El Khomri report, which
outlines measures and steps for the reorganisation of the LTC workforce; and the national strategy
for mobilisation and support to carers, which concerns all carers (whatever the age of the care
recipient). Following in the vein of the ASV Act and the Libault Report, it stresses the need to open up
new rights for carers and anticipate their exhaustion and isolation, and to diversify and increase the
reception capacities of respite places.

4 MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

The announcement of a comprehensive old age and loss of autonomy plan, based on the
Libault report, is the next step awaited by all professional and institutional actors. Confirmed
as a priority due to the impact of the COVID-19 crisis, it presents key opportunities for
addressing LTC challenges in relation with demographic changes, as follows.

e The recognition of ‘loss of autonomy’ as giving rise to a genuine right to social
protection, with its inclusion in social security funding legislation and the confirmation of
the EUR 9.2 billion extra public spending by 2030.

e The reorganisation of the LTC homecare workforce with a reform of the complex pricing
system; and an improvement in working conditions for care workers to make the sector
more attractive.

e The recruitment of qualified and recognised healthcare and social care professionals in
residential settings.

e Further development of co-ordination efforts in order to simplify the existing schemes,
avoid fragmentation or overlapping measures, and facilitate continuity of care for older
people.

e Building on what has already been done in terms of compensation, conciliation or
supportive measures for informal carers, the development of policy measures to support
informal care combined with the improvement of services at home and in residential
settings in order to enlarge choice for informal carers.

The law of 7 August 2020 on social debt and autonomy creates a fifth area of the national
health service, dedicated to responding to the loss of autonomy of older people and
people with disabilities, with a EUR 1 billion funding project. It is the first step in a
global reform of the French system.

428 e Bihan, B. and Sopadzhiyan, A., ‘The development of integration in the elderly care sector: a qualitative analysis of

national policies and local initiatives in France and Sweden’, Ageing and Society, Vol. 39 Issue 5, 2019, pp. 1022-1049.
doi:10.1017/S0144686X17001350.
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S BACKGROUND STATISTICS

. Most
5.1. Demographics 2008 03 2030 2050
recent
Population (in millions), 2019 64.0 67.0 68.7 70.0
Old-age dependency ratio, 2019 25.2 325 40.0 493
Total 10.5 13.5 16.4 19.4
Population 65+ (in millions), 2019 Women 6.2 7.7 9.2 10.9
Men 43 5.8 7.2 8.5
Share of 65+ in population (%), 2019 16.4 20.1 23.9 27.7
Share of 75+ in population (%), 2019 8.5 9.4 12.5 16.6
Total 21.3% 22
Life expectancy at the age of 65 (in years), 2019  Women 23.4% 239 249 26.5
Men 18.9% 19.8 20.9 22.6
Total 9.4% 10.8
Healthy life years at the age of 65,2018 Women 9.8% 11.3
Men 9%* 10.2
*data for 2010
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 6,184.8 6,856.2 7,853.2
) ) Total 3,268.2 3,974.5 5,188.3
Number of potential dependants 65+ (in Women 2,030.3 2.408.8 3.171.4
thousands), 2019
Men 1,237.9 1,565.8 2,016.9
Share of potential dependants in total population (%), 2019 9.2 10.0 11.2
Share of potential dependants 65+ in population 65+ (%), 2019 24.0 24.0 26.7
Share of population 65+ in need of LTC** (%), 2019* 24.9 21.5
*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
Share of population 65+ receiving care in an institution (%), 49 46 6.1
2019
Share of population 65+ receiving care at home (%), 2019 6.2 6.2 7.4
Share of population 65+ receiving LTC cash benefits (%) 2019 0.0 0.0 0.0
Share of potential dependants 65+ receiving formal LTC in-
Kind (%), 2019 46.0 45.0 50.5
Share of potential dependants 65+ receiving LTC cash benefits 0.0 0.0 0.0
(%), 2019 . . .
Share of population 65+ in need of LTC** witha 10tal 452 38.7
lack of assistance in personal care or household Women 46.2 42.0
activities (%), 2019* Men 4.7 31.9
sh . lation 654 wh ih Total 214 15.1
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 242 17.2
Men 17.9 12.4
Share of households in need of LTC not using professional 16.4
homecare services for financial reasons (%), 2016* ’
Share of households in need of LTC not using professional 36
homecare services because services not available (%), 2016* '
Long-term care beds per 100,000 inhabitants, 2017* 968.4 981.5
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
167

www.parlament.gv.at




Most

54. LTC Workforce 2011 recent 2030 2050
Total 1.7 2.3
Number of LTC workers per 100 individuals 65+, o
2016* % 912
Women
) o . Total 14.1
Share of population providing informal care (%), Women 163
2016
Men 11.9
) o Total 10.5
Share of informal carers providing more than 20h Women 119
care per week, 2016
Men 8.5
*data not available for all Member States, In terms of French national data, the Libault report estimated that in 2018 about 830,000 FTE
staff work with dependent older people (6.3 LTC workers per 100 people aged 65 or more).
. Most
5.5. LTC expenditure 2013 recent 2030 2050
Public spending on LTC as % of GDP (reference scenario),
2019 2.0 1.9 2.1 2.6
Public spending on LTC as % of GDP (risk scenario), 2019 2.0 1.9 2.3 3.7
. . TP o .
Pubhg spending on institutional care as % of total LTC public 61.9 696 707 714
spending, 2019
: : o :
Pubh({ spending on home care as % of total LTC public 28.4 248 248 26.0
spending, 2019
Public spending on cash benefits as % of total LTC public
spending, 2019 9.7 5.6 4.5 2.6
Government and compulsory contributory financing schemes 13 13
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes 0.6 06
as % of GDP, LTC Social, 2018* ’ ’
Household out-of-pocket payment as % of GDP, LTC Health, 04 04
2018 ’ '
Household out-of-pocket payment as % of GDP, LTC Social, 01 01
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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CROATIA

Highlights

e Croatia is going to be faced with a large projected drop in population by 2050, and the
ageing of the population is the most striking socio-demographic trend. Ageing of the
population in the circumstances of recent intensive emigration of young working-age
groups means that older people are increasingly being left alone without a direct family
support.

e The long-term care (LTC) system is fragmented and is one of the least developed parts of
the healthcare and social care system in Croatia. The governance structure of LTC, with
separate services in the hands of the state, is part of a political clientelist structure that is
poorly co-ordinated with other private and civil society stakeholders.

e There is a need to build the capacities of stakeholders in the social care system to make
reliable assessments of needs for LTC services. The prices for accommodation in private
homes are double those in public homes of the same standards. The quality of services is
a real challenge for private residential care providers and for de-institutionalisation (e.g.
expansion of family homes with a relatively lower level of quality standards). There are
no viable reforms currently being undertaken in this complex sector with increased
demand.

e Public support for the provision of care for older people is not sufficient. Care for
dependent older members has been left to the family and the local community, which
often do not have an adequate expert support or financial aid from the state.

e There are pronounced regional inequalities in the coverage of the older population by
residential and home- or community-based services. Croatia is witnessing workforce
shortages in LTC because wages are significantly lower than those in more developed
countries, and due to high emigration to other EU-27 Member States in recent years.

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

1.1 Demographic trends

The EU Ageing Report included Croatia in a group of Member States with the highest
projected drop in population by 2050.4*° In 2019 the population was 4.1 million; the
projection for 2030 is 3.8 million, and 3.4 million for 2050. The population aged over 65 is

429 European Commission, The 2018 Ageing Report: Economic and budgetary projections for the 28 EU Member States
(2016-2070), Brussels, 2018. Available at https://bit.ly/2KAqG8r. See also: European Commission, The 2018 Ageing Report:
Underlying assumptions and projection methodologies, Brussels, 2017. https://ec.europa.eu/info/sites/info/files/economy-
finance/ip065_en.pdf.
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currently 0.8 million (men 0.3, women 0.5); the projection for 2030 is 1.0 million (men 0.4,
women 0.6), and for 2050 is 1.1 million (men 0.5, women 0.6). The ageing of the population
is therefore the most striking socio-demographic trend.**°

The old-age-dependency ratio in 2008 was 26.7 % and 31.6 % in 2019; the projection is
40.6 % for 2030, and 52.5 % for 2050. The share of population aged 65 and over in 2008 was
17.8 % and is currently 20.6 %; the projection for 2030 is 25.1 %, and for 2050 it is 30.2 %.
The share of population aged 75 and over in 2008 was 7.3 % and is currently 9.4 %; the
projection for 2030 is 11.8 %, and for 2050 16.5 %. Life expectancy at age 65 in 2008 was
16.7 years (men 14.7, women 18.2), and is currently 17.9 (men 15.9, women 19.5). Healthy
life years expectancy at age 65 in 2008 were 6.5 (men 6.6, women 6.5), and are currently 5.0
(men 5.0, women 5.0).

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, increased from 29.7 % in 2014
to 38.5 % in 2019. The number of potential dependants aged 65 and over in 2019 was
239,600, while the projection for 2030 is 272,000, and for 2050 300,300. The share of
potential dependants in the total population was 9.7 % in 2019, with a projection of 10.7 %
for 2030 and 12.1 % for 2050. On this evidence, meeting the needs of older people and
providing LTC will be a pressing challenge.

Ageing of the population in the circumstances of recent intensive emigration of young
working-age groups means that older people are increasingly being left alone without direct
family support. Such developments will have a long-lasting impact on the availability of
resources to meet the needs of older population. Negative demographic trends are more
visible in rural areas and in the less developed regions. The estimated share and number of
potential dependants in the total population is relevant evidence on which to base systematic
analyses, public debates, and policy development in this field.

1.2 Governance and financial arrangements

The LTC system is fragmented and is one of the least developed parts of the healthcare and
social care system in Croatia. In addition, the term LTC is not officially used as a concept.
Although most services and benefits are administered through the social care system,*! some
services and rights are provided by other systems with little co-ordination between them.
Resources for LTC are generated through tax-based systems. The Ministry of Demography,
Family, Youth and Social Policy (MDFYSP) is in charge of benefits and services provided
through the social care system, while the Ministry of Croatian Defenders is in charge of the
LTC needs of war veterans. The healthcare needs of older people are provided through the
healthcare system under the Ministry of Health, which is also in charge of palliative care.
Public homes for older people are owned by counties and the state, although standards and
rules of financing are set by the MDFYSP. Counties, cities, municipalities, and civil society
organisations can finance community care, which is significantly underdeveloped and

430 All data used in the text come from Section 5 ‘Background Statistics’ unless explicitly stated otherwise.
431 The main regulatory framework is the Social Care Act, OG (157/2013, 152/2014, 99/2015, 52/2016, 16/2017, 130/2017,
98/2019), along with several decisions made based on it.
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fragmented.**? There is a growing private sector, particularly in residential care for older
people and infirm people. This reflects the general shortage of places in public homes for
older people, and especially for infirm or frail people in urgent need of healthcare (for
example those who are terminally ill or who suffer from various mental illnesses). ***
However, information on care provided in the private sector is very scarce, particularly in
relation to fees and quality of services. Private homes and other services they provide are not

included in the local governance structure of LTC.

Benefits and services are fragmented and accounted for as parts of the social care, healthcare,
and war veterans’ systems. The available information suggests that spending by Croatia on
LTC is a very small part of GDP, and is among the lowest in the EU, much below the EU-27
average. The projected increase is also the lowest among the EU-27 Member States. LTC is
financed from the state budget and from private sources.** The government covers the cost of
subsidies for all beneficiaries in public homes from the state budget, as well as the full costs
for vulnerable groups, as decided by centres for social care (CSCs), in private and public
homes. Beneficiaries in public institutions pay subsidised prices, while those in private
institutions pay market prices. The financial arrangements of LTC in public homes are not
transparent and are marked by political clientelism.*® Services for beneficiaries are largely
subsidised, and the government is not prepared to introduce economic prices for such
services. In such circumstances, public homes have a kind of ‘monopolistic’ position, which
means that private providers cannot compete with them.

The social care strategy for older people in Croatia for 2017-2020*¢ (SCSOP) addresses the
issue of LTC. The annual activities focus more on the quality of services, spread of services in
communities, and awareness-raising. Based on the SCSOP, the government recently adopted
the Act on National Benefits for Older People, with the intention of helping people older than
65 who do not earn a pension.**’

The governance structure of LTC is not transparent, and there are no clear procedures and
criteria for people seeking a place in a public home, either for themselves or for their family
members, as the most affordable type of LTC. The less developed part of the country relies

432 According to Article 116 of the Social Welfare Act, funds are provided in the state budget for: the right to cash benefits in
the social welfare system; the right to social services, except in cases prescribed by this law; financing the work of social
welfare centres; and financing the work of social care homes and community service centres founded by the Republic of
Croatia. Furthermore, Article 117 stipulates that local and regional government bodies must provide funds for performing
social welfare activities in accordance with the law, special regulations, and the plan for social services in their area. Local
government bodies, including in the City of Zagreb, may be required to provide funds for heating costs. They also provide
funds for the work of social welfare institutions of which they are the founder (including investment costs; property
maintenance; equipment; transport; and investment/maintenance relating to IT and other communications equipment). Large
cities and cities with county headquarters are obliged to fund the service of food in public kitchens, as well as services in
shelters or accommodation for homeless people.

433 Badun, M., ‘Financiranje domova za starije i nemo¢ne osobe u Hrvatskoj’ [Financing homes for older and infirm people
in Croatia], Revija za Socijalnu Politiku 24(1), pp. 19-42, 2017.

434 Badun, 2017.

435 Bezovan, G., ‘Hrvatska socijalna politika u vremenu globalizacije i europeizacije’ [Croatian Social Policy in Time of
Globalisation and Europeanisation], in: Bezovan G. (ur./ed.), Socijalna Politika Hrvatske [Croatian Social Policy], Zagreb:
Pravni Fakultet Sveucilista u Zagrebu, 2019, pp. 59-108.

436 Social Care Strategy for Older People in the Republic of Croatia for the Period 2017-2020, Government of the Republic
of Croatia, 2017.

370G 62/2020.
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heavily on informal services provided by families, and in two counties there are still no public
homes for older people. Palliative care services do not cover all geographical areas of the
country.

1.3 Social protection provisions

In terms of cash benefits in the social care system,**® people aged 66 and over can rely on
different social assistance benefits, including the guaranteed-minimum benefit, which is the
basic social assistance benefit and is means-tested. In 2018, about 9500 users of the
guaranteed-minimum benefit were older than 66. In addition, there is a means-tested housing
allowance; an assistance and care allowance; a personal disability allowance; and benefits to
cover the personal needs of beneficiaries in homes for older people. For people in need of
LTC, the most important ones are those for assistance and care and for personal disability.
The assistance and care allowance is granted to someone who cannot cover their basic living
needs on their own, as a result of which they have a critical need for help and care from
another person, including in: organising meals; preparing and taking meals; procuring
groceries; cleaning; dressing and undressing; and personal hygiene.** The allowance is
administered by the CSCs, and in 2018 there were 27,086 beneficiaries older than 65.%*° The
personal disability allowance can be claimed by someone with a severe disability or a serious
long-term health condition, in order to cover their basic needs. The CSCs administer the
allowance, including carrying out a needs assessment. In 2018, there were 5660 beneficiaries
older than 65.**! Older people in residential homes are entitled to means-tested benefits to
cover their personal needs, in cases where the state pays for all or part of the cost of their
accommodation.

Obtaining a place in public care homes is not subject to a transparent procedure. As well as
income and age criteria, informal connections — such as the recommendation of people with
political power — play a significant role. The government pays part of the cost, or even the
total cost, depending on the means test. The government should improve the needs assessment
for those seeking a place in public homes, in order to give priority to dependent people with
the most severe needs.**

In addition, home-help services may be provided to older people who, in the assessment of
the CSCs, need assistance or care that cannot be provided by a parent, spouse, or children.
Access to these services is means-tested. Home-help services can be provided by: social care
homes; community service centres; civil society associations; religious communities; other
legal entities and craftsmen who provide social services; and anyone who provides social
services as a professional activity. In 2018, 9595 old people received these services and 3328

438 Social Care Act, OG (157/2013, 152/2014, 99/2015, 52/2016, 16/2017, 130/2017).

439 Article 57 of Social Welfare Act (GG 157/13, 152/14, 99/15, 52/16, 16/17, 130/17, 68/19, 64/20).

440 See government statistics portal at: https://mdomsp.gov.hr/pristup-informacijama/statisticka-izvijesca-1765/statisticka-
izvjesca-za-2018-godinu/10185

41 Government statistics portal.

42 For example, in 2018 in public homes owned by counties, there were 1418 users whose main ‘need’ was ‘loneliness’, 385
whose main ‘need’ was ‘disturbed family relations’, and 508 where it was inappropriate housing conditions in family. 73 %
of residents in public homes are there because of disease, infirmity or disability. See government statistics portal.
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https://www.parlament.gv.at/pls/portal/le.link?gp=XXVII&ityp=EU&inr=63913&code1=RAT&code2=&gruppen=Link:16/17;Nr:16;Year:17&comp=16%7C2017%7C
https://www.parlament.gv.at/pls/portal/le.link?gp=XXVII&ityp=EU&inr=63913&code1=RAT&code2=&gruppen=Link:130/17;Nr:130;Year:17&comp=130%7C2017%7C
https://www.parlament.gv.at/pls/portal/le.link?gp=XXVII&ityp=EU&inr=63913&code1=RAT&code2=&gruppen=Link:68/19;Nr:68;Year:19&comp=68%7C2019%7C
https://www.parlament.gv.at/pls/portal/le.link?gp=XXVII&ityp=EU&inr=63913&code1=RAT&code2=&gruppen=Link:64/20;Nr:64;Year:20&comp=64%7C2020%7C

of them received financial support from the CSCs.*?* Public care homes and civil society
organisations provide daycare services for older people, such as occupational therapy with
meals. The informal care sector within families is rather large (Badun, 2017).%

The needs assessment for access to care is very much in the initial stage of development, with
weak follow-up. According to the SCSOP, it is the responsibility of the MDFYSP. There is a
real need to improve the capacity for, and practice of, needs assessment for LTC, and also for
other social welfare services.

Related cash and/or in-kind benefits for older care recipients and/or their carers do not exist.
The SCSOP addresses this issue.

1.4 Supply of services

Residential care is mainly provided through homes for older people, and the number of places
available is rising. At the end of 2016, there were three state homes for older people (for 171
users), and 45 county homes (for 10,801 users), making a total capacity of 10,972 in public
homes (state and county homes have the same mode of operation). Additionally, there were
112 non-state homes owned by private persons, non-profit organisations, and religious
communities (for 7604 users). Other private legal entities, such as companies, had 95 homes
(for 1811 users). This means that there was a capacity for 9415 users in non-state settings
(accredited and supervised by the MDFYSP). In total, 86 % of residential care places were
within public homes. In addition there were 361 family homes, which are smaller residential
homes (6-20 places) with prescribed space and staff, and which had capacity for 5549 users.
There were also 1544 approved foster families (for 3479 users). In foster families, users are
treated like dependent members of family. The conditions for foster care as a form of social
accommodation service are determined by the competent social welfare centre. Also, the
decision on the permit for foster care is issued by the competent social welfare centre
according to the residence of the foster parent. Supervision of foster families is carried out by
the Ministry of Labour, Pension System, Family and Social Policy. Beneficiaries (adults who
use social services based on the decision of the social welfare centre) are obliged to
participate in the payment of the price with his income. The state subsidies services for
vulnerable users. The total capacity of all these providers, state and non-state, was for 29,414
people, or 3.7 % of those aged over 6 (Government of the Republic of Croatia, 2017). Non-
state homes offer residential care and are accredited and supervised by the MDFY SP.

There is a great need for palliative care; this has only recently started to develop, more as a
part of the healthcare system than as a part of LTC.*¥

In total, there are about 6300 people employed in homes for older people. Executive staff
from public homes are very often part of a local political clientelist structure, with
questionable management skills. In private sector there is more need for qualified

443 Government statistics portal

44417 % of people aged 35-47 have to care for family members. This negatively affects the participation of women in the
labour market.

45 National Programme for the Development of Palliative Care in the Republic of Croatia 2017-2020, Government of the
Republic of Croatia — Ministry of Health, 2017.
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professionals with managerial skills. There is anecdotal evidence of understaffed private
homes.

There is no evidence on the size of the informal and undeclared care workforce. Traditionally,
informal care has played an important role inside families. Nowadays there is an increasing
amount of undeclared care, whereby well-off families employ someone (often on a good
salary) to care for a family member.

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

2.1 Access and affordability

Care for older people in Croatia is mostly provided by families or relatives in the informal
sector. According to MDFYSP statistics, less than 3 % of the population over age 65 (about
23,000 out of 838,000) are cared for outside the family in organised forms of residential
care, such as public and private homes for older people, or in community care such as family
homes and foster care families. Most public homes are decentralised and operate under the
auspices of county authorities. One of the main challenges in LTC in Croatia is a growing
demand for affordable residential care, which exceeds supply, especially in public institutions.
Supply is more responsive to demand in the private sector, but at much higher prices, which
reduces the affordability of LTC for many older people with low pensions and generally
few family resources**S.

The following figures illustrate the low responsiveness of the public sector. According to the
MDFYSP, the capacity of the 48 public homes for older people increased by only 426 places
during 2004-2014. The number of private homes increased from 48 to 94 during 2004-2018,
and their capacity by 2552 places, to 6623. The fundamental difference between public and
private homes for older people is in the price, which is generally twice as high in private
homes as in public ones. There were 10,917 people in public residential homes in 2018, in
private residential homes there were about 5700; in the homes of other legal entities engaged
in the care of older people there were about 1240 older people, and around 5500 people were
in family homes.

From the perspective of the beneficiaries (older people), the best option is to obtain
accommodation in a public home, which is much cheaper than in private residential homes.
Prices in public homes are EUR 400-600 monthly (HRK 2500-4000) (Babi¢, 2018), whereas
in private homes they are EUR 800-1200. Some older people choose a somewhat cheaper
family home, which also offers a lower standard of comfort and fewer social services than
residential homes. It is important to emphasise here that the government continuously
implements a kind of cost-savings approach within the social care system, and one obvious
result is insufficient capacity in LTC system, which in turn seriously endangers the
affordability and accessibility of LTC services.

446 Babi¢ Z., ‘Decentralizacija socijalne skrbi i socijalne nejednakosti: slu¢aj Hrvatske’ [Decentralisation of social welfare
and social inequality: the case of Croatia], Revija za Socijalnu Politiku [Croatian Journal of Social Policy], 25(1), pp. 25-47,
2018, https://doi.org/10.3935/rsp.v25i1.1458
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In addition to the underlying problem of insufficient capacity, the issue of inequalities in
access to social services for older people is becoming more pronounced. These inequalities
appear in the way that some beneficiaries succeed in finding accommodation in public homes
for which there are very long waiting lists and for which the access criteria are not transparent
(placements are decided by the commission in each home, with wide discretionary powers). A
second group of older people is those unable to find a place in a public home, and therefore
‘forced’ to pay for a place in a more expensive private home. A third group is those ‘in
between’: not able to pay for private accommodation, but not so dependent as to be given a
place in a public home by their CSC: they have to rely on their own resources, or sometimes
on their relatives and local solidarity networks, because community- and home-based care is
underdeveloped. Research also shows the issue of significant inter-county inequalities in the
availability of services for older people. For instance, in Bjelovar-Bilogora, Zagreb, Pozega-
Slavonia, and Varazdin counties, and in the city of Zagreb, the existing accommodation
capacities in LTC cover 3.5-4.1 % of the population aged over 65; whereas in Krapina-
Zagorje and Virovitica-Podravina counties, which probably have somewhat lower demand for
residential care accommodation, capacities are significantly lower and cover only 1.3 % of the
population over 65.4

In the last 10 years, a greater focus has been on homecare services. The government therefore
launched the ‘wish for — women’s employment programme’ in 2017 using EU funding.**® The
programme was intended to support the employment of disadvantaged women, focusing on
women older than 50, to provide support and care for older and disadvantaged people in their
communities. In 2018, this programme was serving 24,429 people (Government of the
Republic of Croatia, 2017).

Although public social protection systems have a positive impact on reducing the risk of
poverty among older people, the risk of poverty is still higher for older people with LTC
needs than for the older population in general. In Croatia, an older person earning a low
income has to devote over half their income to pay for care, leaving less than half of their
already low income to cover basic living expenses.**

Benefit entitlement and support options are rather complex and the CSCs provide counselling
on how to understand them.
2.2 Quality

The LTC quality framework in Croatia is implemented under the by-law on the standard of
quality of social services, based on the Social Care Act*? and has been in force since 2014.
Quality standards have become mandatory for all providers of residential and non-residential

47 Babi¢ Z., ‘Decentralizacija socijalne skrbi i socijalne nejednakosti: slu¢aj Hrvatske’ [Decentralisation of social welfare
and social inequality: the case of Croatia], Revija za Socijalnu Politiku [Croatian Journal of Social Policy], 25(1), pp. 25-47,
2018. https://doi.org/10.3935/rsp.v25i1.1458.

448 https://www.mrms.hr/zazeli-program-zaposljavanja-zena-financiran-iz-europskog-socijalnog-fonda

49 OECD, Measuring Social Protection for Long-term Care in Old Age: Final Report, Organization for Economic Co-
operation and Development (OECD), 2019.

40 Zakon o Socijalnoj Skrbi, NN 157/2013. Available at https:/narodne-

novine.nn.hr/clanci/sluzbeni/2013_12 157 3289.html.
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social services, private and public ones, except for foster families. An important aspect of the
implementation of these standards is the training provided by the MDFYSP. Providers then
have to produce the following three reports: (a) a report on the first self-assessment of
compliance with the quality standards of social services, within three months of completing
training; (b) a progress report on implementing quality standards, within 12 months of
completing training; and (c) a quality standards compliance report, developed within 24
months of completing training.

The Healthcare Quality Act regulates the qualitative framework for LTC in health services.
The Ministry of Health publishes a by-law on healthcare quality standards covering issues
such as: the procedure for granting, renewing, and cancelling the accreditation of healthcare
providers; and a plan and programme for implementing healthcare quality assurance,
improvement, promotion, and monitoring. Healthcare institutions with more than 40
employees are obliged to establish a special unit for ensuring and improving the quality of
healthcare; and other healthcare institutions, companies, and private healthcare professionals
who provide healthcare are obliged to designate someone who is responsible for the quality of
service.

In practice, certain defined quality standards should be respected in the process of establishing
homes for older people and the infirm. Founders have to submit a request to the MDFYSP for
a decision that a home is in accordance with the Institutions Act (OG 76/1993, 29/1997,
47/1999 and 35/2008) and the Social Care Act.*’! Based on that decision, the founder
registers a home as a public institution of social protection in the court. Thereafter, the
founder submits a request to the county office for social policy (COSP) for a declaration that
the home meets all the prescribed conditions regarding the professional staff employed, space
and facilities, and quality standards. The request has to be submitted no later than two months
before the scheduled start of operation. The COSP issues a final decision based on a finding
of a professional committee, which checks that all requirements for providing services are
compliant with the ordinance on minimum conditions for the provision of social services
(0G, 40/2014).

The procedure for establishing family homes for older people (up to the maximum of 20
people) is somewhat easier and decentralised to the COSP which, in this case, issues a final
decision/permit for work. Due to heavy demand and an easier and cheaper procedure for
founding them, family homes for older people have seen a big expansion in last 10 years.
However, they have a lower level of quality standards than other homes for older people, and
there is insufficient quality control by the institutions in charge. After a sad accident at the
beginning of 2020 in which six old people died in this type of family home, the MDFYSP
announced that the criteria for establishing them will be stricter under the new Social Care
Act, and that more people will be employed in the inspectorate department for monitoring —

41 According to Article 184 of the Social Welfare Act, eligibility for the provision of social services is examined by a
commission appointed by the minister responsible for social welfare. However, in the case of the provision of services to
older people and people with disabilities, homeless people, home-help services and services provided by natural persons as a
professional activity, the procedure is delegated to the regions and the city of Zagreb. The same applies to the licensing of
care providers under Article 185.
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there has been a serious lack of inspectors and other staff employed in the MDFYSP and
COSP for monitoring quality standards.*3%433

2.3 Employment (workforce and informal carers)

According to data published by the MDFYSP, in 2018 there were 6332 workers employed in
all residential homes for older people (4025 in public and 2307 in private homes), which was
0.5 % of total employment and around 0.2 % of the total workforce in 2018. 88 % of LTC
workers were women, while the EU-27 average was 90.8 %. In public homes, around 46 % of
workers are professional carers (around 20 % are professional health workers such as nurses
and other healthcare personnel, and 26 % are care workers). In private homes for older
people, the structure of employees is similar, with a somewhat higher share of professional
care workers at 57 %, (31 % of workers are professional healthcare workers such as nurses
and therapists, and 26 % are professional carers). Data regarding age or educational structure
are not available.

According to Eurostat and OECD data,** Croatia is among the EU-27 Member States with a
very low number of formally employed workers in the LTC sector.**> The number of LTC
workers employed per 100 people aged over 65 in 2016 was 1.7 in Croatia, whereas the EU-
27 average was 3.8. However, the OECD data points to an increase compared with 2011,
when there was 1.0 worker per 100 people aged over 65: this was mostly due to the expansion
in the private sector. According to the 2016 Eurostat data (see Section 5, Table 5.4), the share
of the total population providing informal care in Croatia was 6.4 % (7.4 % of women, 5.2 %
of men) compared with a much higher rate of 10.3 % in the EU. The share of informal carers
who provide more than 20 hours of informal care per week was significantly higher in Croatia
at 32.9 % (38.6 % of women and 23.7 % of men) compared with the EU-27 average of
22.2 % (24.6 % of women and 18.5 % of men).

There are shortages of professional staff in the LTC sector, due to high emigration to more
developed countries in recent years, especially by nurses but also care-givers.**® Some private
homes for older people have therefore employed migrants and asylum-seekers;* 74> but the
problem could become even greater in the future, because some EU-27 Member States (e.g.
Austria) have this year ended a seven-year transitional period of restrictions on free
movement of labour from Croatia. Regarding educational and training qualifications, in
Croatia personal care workers in the LTC sector should complete six months of formal
training (OECD, 2020), while nurses in LTC should obtain a high school degree. Due to the
positive economic growth in the last several years, wages in the LTC sector in Croatia are

452 The home in Andrasevac, where six old people died, later turned out to have never been monitored or visited by
inspectors.

453 https://www.euronews.com/2020/01/11/six-people-dead-after-fire-engulfed-part-of-nursing-home-in-croatia

44 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

455 See Section 5 ‘Background Statistics’

436 https://www.jutarnji.hr/vijesti/hrvatska/udruge-medicinskih-sestara-traze-konkretne-mjere-odlazak-kadrova-u-
inozemstvo-dovodi-u-pitanje-osiguranje-izvrsnosti-u-skrbi-za-pacijente/9932770

47 https://www.tportal.hr/vijesti/clanak/traze-i-azilante-za-rad-u-starackom-domu-20190924

458 People under international protection are employed in exceptional cases; an asylum-seeker may be employed whose status
has not been resolved in accordance with the Law on International and Temporary Protection.
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improving. Nevertheless, wages are still significantly below those in more developed EU-27
and neighbouring countries, such as Austria and Italy, where many care workers have found
placements in recent years; this could become a serious obstacle to the sustainability of the
LTC sector in the medium and long run.

2.4 Financial sustainability

According to the 2021 Ageing Report*® projections (see Section 5, Table 5.5), Croatia spent

0.4 % of GDP on LTC in 2019, which was lower than the EU-27 average (1.7 % of GDP).
Regarding the structure of LTC costs, Croatia spent almost half of the LTC budget on cash
benefits in 2019, 47.0 % was allocated to residential care, and only 3.0 % to homecare. In
2019, the EU-27 devoted on average 48.1 % of LTC spending to residential care, 25.5 % to
homecare, and 26.4 % to cash benefits. It should be noted that Croatia spends much more on
cash benefits, and much less on homecare, than the average of other Member States.

Future projections in the 2021 Ageing Report (reference scenario) suggest that spending on
LTC in Croatia is expected to increase slightly from the current 0.4 % of GDP to 0.5 % in
2030 and further to 0.6 % in 2050. In a risk scenario (where a ‘convergence effect’ means that
as countries become richer, they are likely to spend a larger proportion of their GDP on LTC),
it is expected to increase to 0.6 % of GDP in 2030, and then more rapidly to 1.3 % in 2050. At
the same time, the EU-27 average is expected to be 2.5 % of GDP in 2050 in the base
scenario and 3.4 % in the risk scenario (see Section 5, Table 5.5). This means that Croatia
would significantly lag behind the EU-27 average investment in the LTC sector until 2050.

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

As has been noted, although population ageing is the most striking socio-demographic trend
which will influence LTC demand for older people in the future, there are other risk groups in
Croatia such as children, and people with disabilities. For people with disabilities who need
LTC, a process deinstitutionalisation is under way by moving them out of residential settings
and into flats (but the problem is a lack of financial resources, because these are more
expensive). Another challenge may be ensuring continued funding of some independent living
projects, for small groups of people with disabilities, started by non-profit organisations.

3 REFORM OBJECTIVES AND TRENDS

In the period 2017-2020 there have been no significant reforms related to LTC. Three key
strategic documents have addressed LTC in this period: the SCSOP, the national programme
of palliative care development (NPPCD), and the national strategy of equal opportunities for
people with disabilities (NSEOPD).

49 European Commission and Economic Policy Committee, The 2021 Ageing Report — Economic and budgetary projections
for the 27 EU Member States (2019-2070), 2021.
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The SCSOP points to a shortage of LTC services (residential or non-residential). According to
the MDFYSP data, 6348 applications for accommodation in residential homes for older
people were turned down in 2018 due to under capacity. In 2018, only 2.1 % of older people
in Croatia were placed in residential homes. The most important objectives set by the SCSOP
during 2017-2020 were as follows: (a) reform the method of service payment in public
residential homes in such a way that it is equal for all users in public and private homes; (b)
improve and intensify the monitoring and inspection of service-providers for older people; (c)
extend care-giver status to those who care for older people who have an increased need for
LTC services; (d) equalise the development of residential and community-based services on
the entire territory of Croatia; (e) increase the level of service quality in residential homes; ()
improve the education, training, and competences of the employees who work with older
people; and (g) keep older people informed about their rights, and raise public awareness
about older people’s rights.

None of the above-mentioned objectives has been achieved, nor have there been major
developments in their implementation. The position remains that: older people in public
homes enjoy a privileged status compared with those in private homes (because of lower
costs; see Section 2.1); the surveillance of service-providers is inadequate, because the
number of inspectors is very low (10 for the whole of Croatia);**’ care-giver status is reserved
for people who care for children with developmental difficulties or for people with
disabilities; there is unequal access to care services, especially in certain parts of Croatia;
older people are poorly informed about their rights;*! and there are no incentives in terms of

education or higher wages for employees who work with older people.

The NSEOPD has very modest objectives regarding LTC for people with disabilities. It
emphasises that it is important to: develop housing for people with disabilities with the most
severe physical impairments; to ensure orthopaedic aids, treatment, and rehabilitation for
Homeland War veterans with the most severe disabilities; and to develop specialised
palliative care.

The NPPCD is a follow-up to the strategic plan for palliative care development for 2014-
2016, where an initial assessment of the need for palliative care was made. The main
proposals in the NPPCD are limited to: the assessments of needs and resources; the regulation
of the system for providing palliative care; organisation of the network of palliative care;
capacity enhancement; and the development of palliative care for vulnerable groups (e.g.
children, veterans, and older people). So far, some slight progress has been made: one or more
co-ordinators and one or more mobile teams for palliative care have been established in each

460 The MDFYSP states that 218 inspections were carried out in 2019, out of which 164 referred to different providers of
accommodation for older and infirm people. Irregularities were identified in 130 cases out of 164. Inspectors issued
prohibition orders for 25 residential or family homes and other penalties for 105 homes. In addition, 34 indictment proposals
were submitted (mainly because of an excessive number of beneficiaries or undeclared work). See:
https://www.index.hr/vijesti/clanak/svaki-inspektor-samo-jednom-mjesecno-ide-u-nadzor-nekog-starackog-

doma/2148861.aspx?index_ref=read more_d.

461 For example, one study has shown that less than a quarter of older people knew the difference between the contract of
maintenance for life (a provider acquires the right to all or part of the real estate of a care recipient at the time of their death)
and the contract of maintenance until death (a provider acquires the right to all or part of the real estate of a care recipient at
the time the contract is drafted). The media has frequently reported on the abuse of the contract of maintenance until death.
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county, there are at least some forms of palliative care in each county, and education about
palliative care at the college level has been developed. The NPPCD stated that all counties
should devise their own palliative care strategies by 2018.

It can be stated that LTC has been poorly developed and researched, there are no relevant
data, and there is no clear vision for the development of LTC in the future. Debates about key
LTC challenges are occasional (e.g. about the balance between cash benefits and services,
financing models, employment of people who provide services, quality standards or the issue
of unequal access to services in different parts of Croatia). Research studies in Croatia point
to the inadequate role of the government in the provision of care for older people, and indicate
that the family itself mainly takes on LTC.*? Care for dependent older people has been left to
their families and the local community, which often do not have adequate expert support or
financial aid from the state.

4 MAIN OPPORTUNITIES FOR ADDRESSING LTC CHALLENGES

Addressing the LTC challenges in Croatia implies, first of all, carrying out a comprehensive
research project that would gather data about all key aspects of LTC (e.g. current and future
needs for LTC of the older population in the regions; the development of residential and non-
residential services; funding sources and financing methods; needs and challenges for carers
and care recipients; quality indicators; and monitoring), which would be a basis for analysing
LTC models fitted for Croatia, and for medium-term and long-term development strategies.

Given that the demand for LTC services significantly exceeds the supply,*®? it is necessary to

expand the supply of residential services and to reduce regional inequalities in coverage of the
older population by residential services. In addition, it is necessary to expand home- and
community-based services, taking account of their regional accessibility and affordability.

The financing model of public homes should be changed, through the introduction of a unique
means-tested model of financing in which payment would be based on the services performed
(thus, subsidising well-off citizens by the state would be avoided). The prices of services
would be market prices (the current prices have not been changed for decades). In addition, a
unique priority list for accommodation in public homes should be established (it has not
existed so far).

462 Dobroti¢, 1. and Laklija, M., ‘Obrasci drustvenosti i percepcija izvora neformalne socijalne podrske u Hrvatskoj’ [Patterns
of sociability and perception of informal social support in Croatia], Drustvena Istrazivanja [Social Research], Vol. 21, No 1,
pp- 39-58, 2012; Badun, M., ‘Neformalna dugotrajna skrb za starije i nemo¢ne osobe’ [Informal LTC for older and infirm
people], Newsletter No 100, Institut za Javne Financije, Zagreb, 2015; Strmota, M., ‘Stanovnistvo 50+ u ulozi pruzatelja i
primatelja neformalne skrbi u Hrvatskoj’ [Population aged 50 and over population in the role of providers and receivers of
informal care in Croatia], Revija za Socijalnu Politiku [Croatian Journal of Social Policy], Vol. 24, No 1, 2017, pp. 1-18.
www.rsp.hr; Stambuk, A., Rusac, S. and Skokandi¢, L., ‘Profil neformalnih njegovatelja starijih osoba u gradu Zagrebu’ [The
profile of informal care-givers of older people in the city of Zagreb], Revija za Socijalnu Politiku [Croatian Journal of Social
Policy], Vol. 26, No 2, 2019, pp. 189-206. www.rsp.hr.

463 Godisnje Statisticko Izvjesée o Domovima i Korisnicima Socijalne Skrbi 2018 [ Annual Statistical Report on Social
Welfare Homes and Beneficiaries in the Republic of Croatia], MDFYSP, 2019. https://mdomsp.gov.hr/pristup-
informacijama/statisticka-izvjesca-1765/statisticka-izvjesca-za-2018-godinu/10185.
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In particular, it is necessary to improve the monitoring and surveillance of service-providers
for older people, through the delegation of inspection authorities to the counties, which are the
founders of most social welfare homes for older people.

The right to care-giver status should also be extended to those people who care for older
people (so far, this right has been reserved only for those caring for people with disabilities).

It is important to enhance the co-operation between different sectors (social care, healthcare,
and the war veterans’ system), between different geographical levels (national, regional, and
local), and between different stakeholders (public, for-profit, and not-for-profit providers).

There are workforce shortages in LTC because the wages are significantly lower than those in
more developed countries, and due to high emigration to other EU-27 Member States in
recent years. The first step should be to retain workers by offering higher wages and better
chances for professional advancement.

As LTC in Croatia has been predominantly informal, provided primarily by family members
and relatives, the balance between work and care should be improved through flexible work,
which would allow shorter or longer periods of leave, depending on needs.
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S BACKGROUND STATISTICS

. Most
5.1. Demographics 2008 2030 2050
recent
Population (in millions), 2019 4.3 4.1 3.8 3.4
Old-age dependency ratio, 2019 26.7 31.6 40.6 52.5
Total 0.8 0.8 1.0 1.0
Population 65+ (in millions), 2019 Women 0.5 0.5 0.6 0.6
Men 0.3 0.3 0.4 0.5
Share of 65+ in population (%), 2019 17.8 20.6 25.1 30.2
Share of 75+ in population (%), 2019 7.3 9.4 11.8 16.5
Total 16.7* 17.9
Life expectancy at the age of 65 (in years), 2019  Women 18.2% 19.5 20.7 23.1
Men 14.7* 15.9 17.2 19.7
Total 6.5% 5.0
Healthy life years at the age of 65,2018 Women 6.5% 5.0
Men 6.6* 5.0
*data for 2010
. Most
5.2. People in need of LTC 2014 recent 2030 2050
Number of potential dependants (in thousands), 2019 395.2 407.9 408.0
) ) Total 239.6 272.0 300.3
Number of potential dependants 65+ (in Women 1517 1675 179.0
thousands), 2019
Men 87.9 104.6 121.4
Share of potential dependants in total population (%), 2019 9.7 10.7 12.1
Share of potential dependants 65+ in population 65+ (%), 2019 28.3 28.2 29.3
Share of population 65+ in need of LTC** (%), 2019* 29.6 38.5
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
Most
5.3. Access to LTC 2014 2030 2050
recent
ggallge of population 65+ receiving care in an institution (%), 24 24 25
Share of population 65+ receiving care at home (%), 2019 1.2 1.2 1.2
Share of population 65+ receiving LTC cash benefits (%) 2019 7.5 7.5 7.7
Share of potential dependants 65+ receiving formal LTC in-
Kind (%), 2019 12.5 12.6 12.6
(Sol/la)lre2 8{ gotentlal dependants 65+ receiving LTC cash benefits 264 26.6 26.4
0),
Share of population 65+ in need of LTC** witha 10tal 47.6 71.0
lack of assistance in personal care or household Women 46.7 75.5
activities (%), 2019* Men 499 62.2
sh . lation 654 wh ih Total 5.9 123
are of population 65+ who used home care
services in the past 12 months (%), 2019* Women 7.3 12.3
Men 3.7 12.4
Share of households in need of LTC not using professional 342
homecare services for financial reasons (%), 2016* ’
Share of households in need of LTC not using professional 112
homecare services because services not available (%), 2016* ’
Long-term care beds per 100,000 inhabitants, 2017* 224.3 227.9
*data not available for all Member States;
**at least one severe difficulty in ADLs and/or IADLs
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Most

54. LTC Workforce 2011 2030 2050
recent
Total 1.0 1.7
Number of LTC workers per 100 individuals 65+, (yo a
2016%* °
Women 87.4
) o . Total 6.4
Share of population providing informal care (%), Women 74
2016
Men 5.2
) o Total 329
Share of informal carers providing more than 20h Women 386
care per week, 2016
Men 23.7
*data not available for all Member States
. Most
5.5. LTC expenditure 2013 2030 2050
recent
- - . -
2’(1)1‘:);10 spending on LTC as % of GDP (reference scenario), 04 04 05 0.6
Public spending on LTC as % of GDP (risk scenario), 2019 0.4 0.4 0.6 1.3
. . T o .
Pubhg spending on institutional care as % of total LTC public 547 470 473 483
spending, 2019
: : o :
Pubh({ spending on home care as % of total LTC public 343 30 30 29
spending, 2019
. : o :
Pubhg spending on cash benefits as % of total LTC public 11.0 500 497 48.8
spending, 2019
Government and compulsory contributory financing schemes 0.2 02
as % of GDP, LTC Health, 2018 ’ ’
Government and compulsory contributory financing schemes i )
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 )
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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ITALY

Highlights

e [taly is the EU-27 country with the highest share of people aged 65 and over and 75 and
over among the population. But living longer in Italy does not mean necessarily living in
better health: healthy life expectancy at age 65 is 9.5 years in Italy, below the EU-27
average level (9.9 years) and lower than most EU-15 Member States. These latter data
show that the problem of frail older people is more pronounced than in many other
countries.

e Although public expenditure on long-term care (LTC) is not low compared with the EU-
27 average, the Italian public LTC system is still strongly based on informal care and
migrant care workers, often with irregular contracts, and with a limited diffusion instead
of residential and homecare services.

e In homecare and residential care there are no national standards, and many decisions and
evaluation criteria are delegated to the regional and municipal level. This situation
produces an extreme heterogeneity in evaluation conditions and access criteria.

e The most important LTC scheme in Italy is the companion allowance*** (CA), which
does not require of beneficiaries any type of accountability on how the money granted is
spent. More than half of Italian public expenditure on LTC therefore goes to a
programme that intrinsically does not include any quality-assurance safeguards.

e The current COVID-19 pandemic has dramatically shown the weaknesses of such a
system. For the first time in decades, the attention to LTC in Italy has strongly increased
due to the dramatic events related to the pandemic — and more specifically, to the
situation (and deaths) in residential care. The number of deaths and the need to shelter
the population in the upcoming months from a new upsurge of the pandemic might be a
trigger for rethinking the whole public LTC system, which does not need too many
added resources but a better way of using them, strengthening services instead of
focusing (mainly) on cash transfers.

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

1.1 Demographic trends

464 Indennita di accompagnamento.
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Italy is a society ageing faster than the rest of the EU. There are currently almost 14 million
people living in Italy who are aged 65 and over.*®®> They represent 22.8 % of the population,
the highest share in the whole EU-27 (where the average is 20.3 %). 11.7 % are aged 75 and
over; this is also the highest percentage in the EU, where the average is 9.7 %.

Projections are that by 2050 more than one third of the Italian population will be aged 65 and
over (33.7 %). The gap with the EU-27 average will increase, as the same projection is for
‘only’ 29.5 % in the EU-27. It is also projected that the share of the population aged 75 and
over will reach a particularly high share in the future in Italy: it is expected to be 13.8 % by
2030 and then 20.7 % by 2050 (the highest percentage by far in the whole EU-27 in both
years).

The increasing gap between Italy and the EU-27 average can be largely explained by a
relatively high life expectancy at age 65 (21.4 years — the third highest value after France and
Spain, and well above the EU-27 average of 20.2 years), and by a very low fertility rate
(projections are that Italy will have 4.5 million fewer inhabitants by 2050).

However, living longer in Italy than in many other countries does not necessarily mean living
in better health. Although Italians have a greater life expectancy at 65 than in most EU-27
Member States, they have a lower one in terms of living in good health. Healthy life
expectancy at age 65 is 9.5 years in Italy, below the EU-27 average level (9.9 years) and quite
a bit lower than most EU-15 Member States (15.7 years in SE, 11.9 in DE, 11.4 in ES, 11.3 in
DK and 10.8 in FR). These latter data show that the problem of frail older people is more
pronounced in Italy than in many other countries.

Around 5.6 % of the Italian population was potentially dependent in 2019 (the figure is
expected increase to 6.2 % by 2030 and 7.5 % by 2050). The share of those aged 65 and over
in need of LTC is high (around 28.7 %), reflecting the data on healthy life expectancy above.

These last two data are particularly important in the light of the current COVID-19 pandemic.
Epidemiological data seem to show that the virus has particularly deadly outcomes among the
frail older population. Central, eastern, and southern Member States (including Italy) have a
very high share of frail older among the population aged 65 and over compared with Member
States such as the Scandinavian or German-speaking ones.

1.2 Governance and financial arrangements

The Italian LTC public system is organised around two main pillars: cash transfers and
services. Within the services pillar, a further distinction must be made between healthcare-
related LTC provision and social care-related LTC. These pillars follow a different logic and
have different governance and financial arrangements. As a result, co-ordinating the whole
LTC system is very complicated. The main cash transfers programme, the CA, is a national
programme managed by the National Institute for Social Security (INPS); all individuals
diagnosed with a severe disability are eligible, without any age- or income-related restriction.

465 All data used in the text come from Section 5 ‘Background Statistics’ unless explicitly stated otherwise.
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It is the only real social right in the Italian public LTC system. It is funded through general
taxation.

Whereas the CA 1is a national programme, services are run by two different subnational tiers
of government. Healthcare-related LTC is a regional government responsibility, given that
this is the level where the governance of all healthcare provision takes place. Social care-
related LTC is a responsibility of local municipalities. There are two main types of homecare
provision: support for daily living tasks (cooking, cleaning, etc.) and nursing activities.
However, compared with the CA, individuals do not have a similar right to access to LTC
services, either in healthcare or in social care. As a matter of fact, regions and municipalities
can decide (and vary over time) the economic resources invested in LTC services and the type
of services that are privileged (homecare, residential facilities or LTC hospital beds).
Moreover, while the CA does not have any type of co-payment and it is tax-exempt (the latter
is estimated to cost EUR 2 billion in lost revenues, which should be added to the overall
amount of resources transferred), services can be provided with co-payments. The amount and
type of user fees also change according to regional and local policy decisions. Admission to
services is based on needs but also on income levels: co-payments can be a relevant part. The
criteria for access to residential care and homecare are quite differentiated in the country,
varying between regions and the municipality of residence, as do the criteria for co-payment.

Public LTC spending was equivalent to 1.7 % of GDP in 2019, equal to the EU-27 average.
The CA absorbed more than half of public resources invested into LTC (around 52 % in
2019). In this respect, Italy is among the Member States that devote most of their LTC public
spending to cash transfers (the EU-27 average is around 26 %). Italy spent around EUR 13.6
billion on the CA in 2016, covering around 1.83 million beneficiaries. Among these
beneficiaries, most were aged 65 and over: 78.1 %.%¢ In particular, the INPS spent EUR 10.4
billion in 2016 just on older people. The coverage level of the CA is not low: around 10.8 %
of individuals aged 65 and over received it in 2016. The generosity of the CA is more limited,
at around EUR 515 per month in 2017, and the programme does not vary the amount
according to the level of needs.

Limited resources are invested in homecare: 19.5 % of the total public expenditure in this
field in 2019. The equivalent value in the EU-27 is 25.5 %. The level of investment in
residential care is also limited: only around 28 % of total LTC public expenditure goes on this
type of provision (around 48 % in the EU). Apart from these two main pillars, care leave also
plays a role.*” The Italian care leave system is relatively generous and well developed. It
offers a combination of both short-term leave for urgent cases and longer leave provisions
(Laws No 104/1992, 388/2000, and 183/2010, as amended subsequently). Care leave, which
is fully compensated and pensionable, is only granted for public and private employees who
have to care for relatives or children with severe disabilities; it is subject to the principle of
the ‘sole carer’, which means that in any household no more than one worker can attend to the

466 Data were retrieved at the INPS website (www.inps.it), statistical database (banche dati statistiche).

467 Further information can be found in the ESPN Thematic Report on work-life balance measures for people of working age
with dependent relatives — Italy (February 2016). The basic rules and regulation of care leave programmes has not changed in
recent years.
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needs of someone with severe disability. Carers are entitled to two types of leave: three
working days of paid leave (at 100 % of the last salary) per month and up to two years of paid
leave (at 100 % of the last salary, subject to an annual ceiling — e.g. EUR 48,495.36 in 2019.

1.3 Social protection provisions

Anyone diagnosed with a severe disability is eligible for the main cash transfers programme,
the CA, without any age- or income-related restriction. At the same time, there are no uniform
social rights for LTC service provision in either healthcare or social care: regions and
municipalities decide who is entitled, depending on the economic resources they allocate to
LTC services.

Needs evaluation is different as between the CA and access to services. For the CA there is a
county commission, chaired by representatives of the INPS, and the evaluation of disability is
done by different types of professionals (including doctors). For homecare and residential
care for people with LTC needs, there are no national standards and many decisions and
evaluation criteria are delegated to the regional and municipal level. This situation produces
an extreme heterogeneity in evaluation conditions and access criteria.

1.4 Supply of services

Whereas a relatively large part of the older population with LTC needs is covered by the main
cash transfer programme (around 11 % of people aged 65 and over receive the CA), the
coverage rate of services is much lower: 3.2 % of older people can access residential facilities,
and 4.7 % homecare. There are very few frail older people who can access LTC services who
do not also receive the CA. No reliable data are available on the type of service provision
(public, private for-profit, and not-for-profit).

Although data on LTC provision in terms of coverage rates among those aged 65 and over are
not available for all EU-27 Member States and all types of provision, Italy lags behind many
other EU-27 Member States, especially those in central and northern Europe, both for
residential care and homecare. The comparis