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What

long-term care’ is
and why we should
care (for long)
about




As from EU Rec.:

“‘long-term care’ means a range
of services and assistance for
people who, as a result of
mental and/or physical frailty,
disease and/or disability over an
extended period of time, depend
on support for daily living
activities and/or are in need of
some permanent nursing care”

ADL/IADL
limitations
(Dependency)
Functional
impairment
(Disability)
Chronic
conditions
and
comorbidity

Adapted from D.A. Singh (2010): “Effective Management of Long-Term Care Facilities”:

AGE

Need for
long-term
care


https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uriserv:OJ.C_.2022.476.01.0001.01.ENG

A missing tile?




LTC budgetary projections as % of GDP:
baseline and alternative scenarios
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Slide 26 in B. Goranova (2024) “The ageing challenge to fiscal sustainability of long-term care systems in the EU”,

Source: European Commission and EPC, 2024 Ageing Report.:
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https://circabc.europa.eu/ui/group/7ae14f8a-a604-4657-a32d-404ae53a6f2c/library/a8bb96e7-16a7-487a-902e-f0508b4e97cf/details
https://economy-finance.ec.europa.eu/document/download/971dd209-41c2-425d-94f8-e3c3c3459af9_en?filename=ip279_en.pdf

LTC in social policy-making: some milestones

Principle 18.
Long-term care:
Everyone has the
right to affordable
long-term care h
servicesof good ® Ko
quallty, in 00 e Social Rights
particular home-
care and
community-based
services.

EUROPEAN

CARE STRATEGY

European Pillar

=

of Social Rights

European Care Strateqy & LTC

European Pillar of Social Rights Council Recommendation
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on LTC on LTC Council

Adapted from slide 2 in F. Teodosiu (2024): “European Care Strategy”,
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https://ec.europa.eu/social/main.jsp?catId=792&langId=en
https://ec.europa.eu/social/main.jsp?catId=792&langId=en
https://op.europa.eu/en/publication-detail/-/publication/71532344-ddf1-4d34-a7aa-f65c701a22a2/language-en
https://op.europa.eu/en/publication-detail/-/publication/71532344-ddf1-4d34-a7aa-f65c701a22a2/language-en
https://ec.europa.eu/social/main.jsp?catId=738&langId=en&pubId=8396
https://ec.europa.eu/social/main.jsp?catId=738&langId=en&pubId=8396
https://ec.europa.eu/social/main.jsp?langId=en&catId=1226
https://circabc.europa.eu/ui/group/7ae14f8a-a604-4657-a32d-404ae53a6f2c/library/946e5bae-6566-4339-af4b-0a64bea66be3/details

LTC beginning in EU official statistics

In latest years, growing interest on LTC data by various EU stakeholders.
Scattered data availability, potential for further harmonization.

Decision by the ‘European Directors of Social Statistics’ (DSS) Expert
Group of the European Commission to set-up a dedicated Task Force on
Long-Term Care statistics (TF LTC).

On 7 September 2022, the European Commission launches the European
Care Strategy for “high-quality, affordable and accessible care services
with better working conditions and work-life balance for carers”.

Council Recommendation on “access to affordable high-quality long-term
care” adopted on 8 December 2022 (2022/C 476/01).

« Art.12: “The Council welcomes the Commission’s intention to: ...(d) work with
Member States to enhance the availability, scope and relevance of comparable
data on long-term care at Union level, building on the forthcoming results of the
Commission task force on long-term care statistics;...”
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https://ec.europa.eu/commission/presscorner/detail/en/ip_22_5169
https://ec.europa.eu/commission/presscorner/detail/en/ip_22_5169
https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32022H1215(01)

Actions relevant for LTC statistics

Task Force on LTC statistics Initiatives in the

(TFLTC) EU social surveys
« Formally a subgroup of the * New variables relevant for long-
Commission Expert Group of the term care

European Directors of Social

Statistics — DSS (E01552/4). « Expanding coverage to population

living in (health-related) institutions

* Kick-off meeting: February 2023 _
» Dedicated survey modules (Health,

* Conclusion of work: end 2025 Access to services, Mental health
and wellbeing)



https://ec.europa.eu/transparency/expert-groups-register/screen/expert-groups/consult?lang=en&groupID=102692
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uriserv:OJ.L_.2020.386.01.0009.01.ENG
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uriserv:OJ.L_.2022.325.01.0016.01.ENG

The Eurostat
Task Force on
Long-Term Care

/: statistics




Members from 13 EU countries

Percentage of population aged 65 years and more

Europe, 1 January 2023
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Composition of the TF LTC

Chair and Observers

 Chair: Eurostat. Other Commission
services also following the work (EMPL,
ECFIN).

e Observers: ILO, OECD, WHO, European
Foundation for the Improvement of Living
and Working Conditions (Eurofound),
European Institute for Gender Equality
(EIGE), and International Social Security
Association (ISSA).

Diverse contexts, expertise and institutions
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Areas of work of the TF LTC

« Overall aim: to develop comparable EU
statistics on long-term care

» “To study solutions and provide
methodological guidance in” statistics on:
LTC need, recipients, workforce, informal
carers, expenditure and financing, etc.

« Guiding criteria: sustainable approaches for
regular production, minimum burden on data
providers, European Statistics Code of
Practice

« Over 20 working papers on different LTC
topics produced so far by the TF LTC as input
to discussions (here the list)
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to produce guidelines on the boundaries and scope of long-term care:
beneficiaries, providers (institutional settings, households,...), treatments,
financing, amongst others,

to improve availability, quality and coverage of long-term care statistics:

(a) for long-term care health and social expenditure based on the
System of Health Accounts 2011,

(b) for health long-term care, non-expenditure such as data on health
activities, health employment, physical resources,

(c) for non-health long-term care providers and activities,

(d) for exclusion from long-term care health and social services, due
to financial burden and non-affordability of LTC.

to investigate links across different domains and methodologies,

to support the cooperation at national level amongst the different national
institutions and bodies involved in the provision of LTC related statistics,

to support the discussions in the different technical groups in order to
support member states in developing methods of estimation:

(a the informal long-term care services provided by households,
(b) the long-term care services financed from households budget,

to investigate the feasibility for a potential legal basis for a data collection
dedicated to long-term care.

European
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https://ec.europa.eu/eurostat/web/quality/european-quality-standards/european-statistics-code-of-practice
https://ec.europa.eu/eurostat/web/quality/european-quality-standards/european-statistics-code-of-practice
https://circabc.europa.eu/ui/group/7ae14f8a-a604-4657-a32d-404ae53a6f2c/library/fb70977f-fe2c-4ca5-a4c1-4351c6839b49/details

T

First basic questions addressed

* What is the statistical definition of ‘long-term care’?
 How many persons need long-term care?

* How many persons are ‘working’ in this domain?

« How much is spent in assistance for the independent living of
persons in need of long-term care?

» How many are receiving long-term care (formal or informal)?



Some Issues discussed In definitions

« Which level of activity limitation (ADLS) / participation restriction (IADLS)
would require long-term care — should ‘mild’ to ‘moderate’ be included?

« Current orientation: only cases with severe to complete level

« Coverage of IADLs in the case of no limitation in ADLs?

* Current orientation: to take into account IADLs even if without ADLS

» Relation with concepts such as disabillity, frailty, etc. and other international
conceptual frameworks

« Development of a statistical conceptual framework and tentative mapping
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Need of long-term care

 Various measures tested, including
new ones

. Data source(s): EHIS, EU-SILC

« Some issues: population under-
coverage (persons in ‘institutional
households’), incomplete age profiles,
frequency of surveys, relation with
measures of related concepts (e.g.,
disability) L R N

® Estimated from EHIS
Interpolated

|

« Tested statistical modelling
approaches: age profile and data
frequency *

in need of LTC (estim:

* Pending: institutionalized population, °
variability between survey waves
14
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Discussion on LTC workers

‘Formal’ carers ‘Informal’ carers

» Workforce: LTC providers for pay or e Data source: EHIS
profit as main job

« Organization-based volunteering not
» Data source: EU-LFS (yet) covered

* |dentification: NACE-ISCO cross-
classification. Some categories
Included partially.

« Further work on estimation for non-
survey years and translation into Full-
Time Equivalent (FTE)

» Blanked LFS values: estimation
based on less granular cross-
classification

European
Commission
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LTC expenditure and recipients

A main target of the TF LTC

* Improvements sought in the reporting
of both the ‘health’ and the ‘social’
components of long-term care /\

* |t concerns important data sources:

 System of Health Accounts (SHA) m

 European System of integrated
Social PRotection Statistics
(ESSPRQOS)

16 European
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https://ec.europa.eu/eurostat/web/products-manuals-and-guidelines/-/KS-05-19-103
https://ec.europa.eu/eurostat/web/social-protection
https://ec.europa.eu/eurostat/web/social-protection
https://ec.europa.eu/eurostat/web/social-protection

A tentative consistent classification

Population of

reference

Persons with
disability / frailty

17

Others

Dependent persons

/

Others

Persons receiving

Formal LTC
recipients who are
beneficiary of
social protection

formal LTC
Persons receiving )
long-term care Others
(recipients)
Persons in need of Persons receiving
long-term care informal LTC only
g Others g
Others
J
£ European

Commission




The Initiatives
IN the

/: EU social surveys
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Improving EU survey data on LTC

Target population of current EU social surveys
(EHIS, EU-SILC, EU LFS, etc.), as defined in the
framework EU Regulation 2019/1700, is composed
of persons living in private households.

However, the Commission may launch feasibility
and pilot studies, aiming to evaluate and develop
alternative methodologies to extend the coverage
of the data collection to persons not living in
private households or to sub-populations that are
difficult to reach.

The European Health Interview Survey (EHIS) to
be the survey to deal with the coverage of
‘institutionalized population’ using feasibility/pilot
studies. In the same survey, there are variables
directly related to long-term care.

European
Commission


https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uriserv:OJ.LI.2019.261.01.0001.01.ENG
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LTC in EHIS

What is EHIS: sample survey covering the
population aged 15+ living in private
households, providing data to support
public health policies and monitoring the
effects of those policies both at national
and European levels

Periodicity: about every 5 years from 2008
(3 waves so far). 6 years from 2019
onwards, next wave in 2025.

Geographical coverage (2019): EU
Member States, Iceland, Norway, Serbia
and Turkiye

EU sample size: about 300k units.

LTC-related variables in EHIS:
Difficulty in personal care (PC1) or household activities (HA1)

Ezece;vinq help with personal care (PC2) or household activities
HA2

. Need for (more) help with personal care (PC3) or household
activities (HA3)

 Use of any home care services for personal needs during the
past 12 months (AM7)

Providing care or assistance to one or more persons suffering
from some age problem, chronic health condition or infirmity, at
least once a week (professional activities excluded) (IC1)

. Prevailing relationship of the person(s) suffering from any chronic
condition or infirmity or due to old age being provided with care or
assistance at least once a week from the respondent (IC2)

. Number of hours per week providing care or assistance to the
person(s) suffering from any chronic condition or infirmity or due
to old age (IC3)

European |
Commission



Improvements in EHIS relevant for LTC

 Additional LTC-relevant variables from 2025 onwards:

* Receliving regularly (at least once a week) informal care or assistance due to a chronic
health condition or infirmity or due to old age (LT1)

* Receiving regularly (at least once a week) any formal services due to a chronic health
condition or infirmity or due to old age (LT2) (it replaces AM7)

* Number of hours per week regularly receiving (formal) home care services for personal
needs (LT3)

« Barriers to participation in specific life domains (BA1 — BA7)

« Feasibility studies on the coverage of the (health-related) institutionalized population

21
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Preparatory work for the feasibility/pilot
studies

 Discussions within the Task Force on the European Health Interview Survey
(TF EHIS)

* Review of past work of Eurostat (2011)

 Collection of national experiences

« Taking note of the UNECE Recommendations for Measuring Older Populations in
Institutions (2020)

» Set up of dedicated TF EHIS sub-groups dealing with different issues such as
types of institutions, questionnaire, sampling, data collection mode, etc.

European
Commission
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Timelines Coverage of institutionalized
population in EHIS
TE LTC (feasibility/pilot studies)

3 3

Continuation of Continuation of
methodological LTC data releases work in the Implementation
work TF EHIS

Submission for

endorsement of Launch of the call
methodological for proposals of Reporting
guidelines feasibility studies

4

on EVU LTC statistics

23
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LTC-relevant survey modules

 As part of the EU Survey in the Income and Living Conditions (EU-SILC):
« On health: 2022, and then every 3 years

« On access to services: 2024, and then every 6 years

« On mental health and wellbeing: 2027, single exercise

24
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https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uriserv:OJ.L_.2020.386.01.0009.01.ENG
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=uriserv:OJ.L_.2022.325.01.0016.01.ENG

Further useful references

Morbidity statistics Methodology EHIS

In the EU (2023) wave 4 (2024)



https://ec.europa.eu/eurostat/documents/7870049/18398480/KS-FT-23-003-EN-N.pdf/a0282e57-cbd0-8105-01ab-9765d454f61a?version=1.0&t=1706518823902
https://ec.europa.eu/eurostat/documents/7870049/18398480/KS-FT-23-003-EN-N.pdf/a0282e57-cbd0-8105-01ab-9765d454f61a?version=1.0&t=1706518823902
https://ec.europa.eu/eurostat/documents/3859598/19689559/KS-GQ-24-018-EN-N.pdf/4c16393a-7cad-4c39-4863-783c80a29778?version=1.0&t=1721987782672
https://ec.europa.eu/eurostat/documents/3859598/19689559/KS-GQ-24-018-EN-N.pdf/4c16393a-7cad-4c39-4863-783c80a29778?version=1.0&t=1721987782672

© European Union 2024

Unless otherwise noted the reuse of this presentation is authorised under the CC BY 4.0 license. For any use or reproduction of elements that are
not owned by the EU, permission may need to be sought directly from the respective right holders.
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https://creativecommons.org/licenses/by/4.0/
mailto:giampaolo.lanzieri@ec.europa.eu
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