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Introduction

"Recognizing the right to live in the community is about enabling people to live their
lives to their fullest within society [...]. It is a foundational platform for all other
rights: a precondition for anyone to enjoy all their human rights is that they are
within and among the community.”

Council of Europe Commissioner for Human Rights (2012), The right of persons with disabilities to
live independently and be included in the community, Issue Paper, p. 5

Article 19 of the United Nations (UN) Convention on the Rights of Persons with
Disabilities (CRPD) sets out the right to live independently and be included in the
community. It lies at the heart of the convention. It represents “the sum of the
various parts of the convention” and brings together the principles of equality,
autonomy and inclusion.? These underpin the convention’s human rights-based
approach to disability. This paper shortens the name of the right to the right to
independent living.

The CRPD does not specifically mention deinstitutionalisation. However, the
Committee on the Rights of Persons with Disabilities (CRPD Committee) has
underlined that it is an essential component of fulfilling Article 19, given that
“independent living and being included in the community refer to life settings

outside residential institutions of all kinds”.?

There is no internationally accepted definition of deinstitutionalisation. The

UN Office of the High Commissioner for Human Rights (OHCHR) has described it
as “a process that provides for a shift in living arrangements for persons with
disabilities, from institutional and other segregating settings to a system
enabling social participation where services are provided in the community
according to individual will and preference.” This report uses ‘the transition from
institutional to community-based support’ interchangeably with
‘deinstitutionalisation’.

Achieving this transition is therefore not limited to changing the place or type of
residence. Instead, it entails a profound shift from environments characterised
by routine and an ‘institutional culture’ to those where persons with disabilities
exercise choice and control over their lives and any support they may require. As
such, ‘deinstitutionalisation’ implies not merely closing institutions. It
encompasses developing a “range of services in the community [...] to prevent
the need for institutional care.”

Why this report?

Discussions are under way at the European Union (EU) and national levels about
how best to realise the transition from institutional to community-based support.
This report contributes to these by bringing together some of the key issues that
have emerged from the EU Agency for Fundamental Rights’ (FRA) human rights
indicators on Member States’ political and practical commitment to
deinstitutionalisation. In particular, it looks at:


https://rm.coe.int/16806da8a9
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=  commitment to deinstitutionalisation:
o the international and EU legal and political instruments related to

deinstitutionalisation that Member States have committed to
implementing;

e strategies and commitments guiding deinstitutionalisation at the
national level;

® turning commitment into reality:

o the administrative and organisational structures through which to
achieve deinstitutionalisation, and coordination between them.

Together, these issues give an overview of the legal and policy framework that
will implement deinstitutionalisation in the EU Member States.

Putting in place political commitments and implementation structures is just one
element of achieving deinstitutionalisation. To get a fuller picture of the current
situation in the EU, this report can be read alongside the FRA human rights
indicators on Article 19 of the CRPD. These broadly correspond to the three main
elements of the OHCHR indicator framework, which is based on three clusters:

(1)structural indicators focusing on the state’s acceptance and commitment
to specific human rights obligations;

(2)process indicators on the state’s efforts to transform commitments into
desired results;

(3)outcome indicators measuring the results of these commitments and
efforts on individuals’ human rights situation.

This report also goes with the two complementary reports in this series (see
box).>

For more information on other elements of FRA’s project on the right to live
independently and be included in the community, see the Annex.



From institutions to community living: FRA reports on Article 19
of the CRPD

This report is one of a series of three reports looking at different aspects of
deinstitutionalisation and independent living for persons with disabilities. They
complement FRA’s human rights indicators on Article 19 of the CRPD by
highlighting cross-cutting issues emerging from the data that FRA collected
and analysed:

Part I: commitments and structures: this first report highlights the
obligations the EU and its Member States have committed to fulfil.
Part II: funding and budgeting: the second report looks at how
funding and budgeting structures can work to turn these commitments
into reality.

Part I1II: outcomes for persons with disabilities: the third report
completes the series by focusing on the impact these commitments and
funds are having on the independence and inclusion persons with
disabilities experience in their daily lives.

Key findings and FRA opinions

The FRA opinions outlined below build on the following key findings:

By ratifying the CRPD, the EU and 27 of its Member States have
committed to realising the right of persons with disabilities to live
independently and be included in the community, including through
deinstitutionalisation. Ireland has signed but not yet ratified the CRPD.
The EU has strengthened its role in supporting deinstitutionalisation by
requiring that the European Structural and Investment Funds (ESIF)
support the transition from institutional to community-based support for
persons with disabilities.

Most EU Member States have adopted strategies that cover
deinstitutionalisation. However, some strategies lack the adequate
funding, clear timeframes and benchmarks, and involvement of disabled
persons’ organisations required to make them effective.

Few EU Member States have expressly committed to not building new
institutions or to stopping new admissions into existing institutions.
There is wide variety in how EU Member States organise
deinstitutionalisation. Responsibility for community-based services rests
with national authorities in some Member States, regional authorities in
others, and a mixture of regional and national authorities in a final group.
Coordinating the different levels and sectors of government involved in
deinstitutionalisation presents a major challenge. In particular, relatively
few Member States have set up modes of cooperation between the
different sectors involved in the process.

Realising the right of persons with disabilities to live independently and be
included in the community requires implementing meaningful and sustainable
deinstitutionalisation. FRA evidence shows that one crucial starting point is a
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strategy on or covering deinstitutionalisation. Previous FRA opinions call for
disabled persons’ organisations to be closely involved in developing such
policies.®

FRA Opinion 1

All EU Member States should adopt deinstitutionalisation strategies. These
strategies should be evidence based, drawing on a comprehensive needs-based
mapping of the status of deinstitutionalisation. They should also have a
sufficiently broad scope to cover the different sectors involved in the transition
from institutional to community-based support. These include health,
employment and housing, in addition to support services for persons with
disabilities.

EU Member States should ensure that they actively involve persons with
disabilities and their representative organisations throughout the design,
implementation and evaluation of the strategy.

FRA Opinion 2

EU Member States’ deinstitutionalisation strategies should include specific
targets with clear deadlines. Member States should also adequately finance the
implementation of these strategies.

FRA Opinion 3

EU Member States should ensure that independent bodies regularly review the
implementation of deinstitutionalisation strategies. Member States should
consider developing indicators to track progress during the lifetime of the
strategy to highlight implementation gaps.

Deinstitutionalisation in the spirit of the CRPD involves transforming support
services for persons with disabilities, so that a range of individualised support in
the community is available. This has major implications for the planning and
delivery of such services.

This report underlines that, regardless of the national approach to
commissioning and administering community-based services, achieving
deinstitutionalisation requires coordination between national, regional and local
authorities, both within and across different sectors.

FRA Opinion 4

EU Member States should develop mechanisms to ensure effective coordination
between relevant municipal, local, regional and national authorities. Member
States should also facilitate the transfer of support services across different
administrative sectors.

Deinstitutionalisation requires that the phasing out of institutional services be
coupled with developing accessible support services in the community. This
entails a cross-sectoral approach that integrates both specialised services for
persons with disabilities and general services available to the local community as
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a whole. Deinstitutionalisation is also likely to require developing new and
innovative support services that are adaptable to individual needs.

FRA Opinion 5

EU Member States should develop mechanisms to ensure effective coordination
between relevant sectors involved in deinstitutionalisation, including housing,
employment, health and social services.

Member States, and the European Commission when ESIF are involved, should
ensure that newly developed community-based support services are financially
and practically sustainable.



1 Commitment to deinstitutionalisation

One of the key building blocks underpinning deinstitutionalisation is
commitments by public authorities to support the transition from institutional to
community-based support for persons with disabilities. In addition to signalling
the political will that is crucial to achieving deinstitutionalisation, these
commitments can set a blueprint for how to implement it in practice.

Convention on the Rights of Persons with Disabilities: setting
standards for action

Article 19 of the CRPD is the core global standard for independent living.” It
breaks down the right to live, be included and participate in the community, on
an equal basis with others, into three elements. Each is equally applicable to all
persons with disabilities, irrespective of the type or severity of their impairment:

e Choice: having the opportunity to choose one’s place of residence and
where and with whom to live, on an equal basis with others. This includes
choice of the way any support is provided.

e Support: having access to a range of services, including personal
assistance, to support living and inclusion in the community. This support
should respect the individual autonomy of persons with disabilities and
promote their ability to effectively take part and be included in society.

e Availability of community services and facilities: ensuring that
existing public services are inclusive of persons with disabilities.®

The right to choose where and with whom to live is immediately applicable, the
CRPD Committee emphasises in its General Comment on Article 19.° In contrast,
the rights to access individualised support services, and community services and
facilities, under Article 19 (b) and (c) are subject to so-called ‘progressive
realisation’. This obliges States Parties to the convention to take measures to
realise these rights “to the maximum of [their] available resources”.!° The

CRPD Committee also highlights the close links between Article 19 and other
convention rights, in particular the decision-making rights set out under

Article 12 on equal recognition before the law.!!

As of October 2017, 27 EU Member States have formalised their commitment to
fulfilling the right to live independently and be included in the community by
ratifying the CRPD.*? Ireland has signed but not yet ratified the convention. In
addition, the EU itself accepted the CRPD in 2010. This marked the first time a
regional integration organisation accepted one of the core international human
rights conventions. As both the EU and its Member States are separate
contracting parties, and each has responsibilities in the fields covered by the
CRPD, the convention is a ‘mixed’ agreement in the context of the EU. EU law
obliges Member States to implement the convention to the extent that its



provisions fall within the EU’s competence. When the EU accepted the CRPD, it
identified independent living and social inclusion as an area of EU competence.*?

As FRA evidence consistently shows, ratifying the CRPD has spurred wide-
ranging legal and policy reforms concerning the right to independent living,
including deinstitutionalisation.* Most EU Member States have examples of new
or amended legislation to promote choice of living arrangements, personalised
support, and access to community services and facilities open to the general
population.®”

A few examples highlight the range of reform initiatives. Several Member States,
including Bulgaria'® and Latvia,'’ have introduced a statutory right to personal
assistance, albeit with various degrees of scope.® Other reforms have focused
on financial support. In Belgium, the Flemish Parliament reformed the funding
system provided by the Flemish Agency for People with a Disability. In addition
to the basic budget provided to all persons with disabilities and support needs, a
second, larger, personalised budget is available as either cash or a voucher for
particular services.'® In 2016, the Italian Parliament approved a law on support
measures for persons with disabilities. This included, among other goals, a
dedicated annual fund to foster deinstitutionalisation and the development of
community-based services.?°

Realising the right to independent living in practice remains, however, a
significant challenge. In its General Comment on Article 19, the

CRPD Committee noted “a gap between the goals and spirit of article 19 and the
scope of its implementation”.?! Six particular challenges emerge from the

CRPD Committee’s assessment of Member States’ efforts to fulfil the obligations
of Article 19. Several relate specifically to deinstitutionalisation:

e high levels of institutionalisation and, in some Member States, a trend
towards reinstitutionalisation;

e lack of choice of residence for persons with disabilities because there is a
shortage of alternative, community-based living arrangements;

e insufficient availability of personal assistance services;

e greater financial resources for institutional services than community-based
services;

e means testing of benefits, which impedes the right to live in the
community with an adequate standard of living;??

e absence of adequately funded strategies for independent living and/or
deinstitutionalisation.??

Concrete actions to follow up the CRPD Committee’s recommendations on how
to address the gap between standard and reality will show how far the Member
States are committed to fulfilling their CRPD obligations.
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European Structural and Investment Funds: committing to
promote deinstitutionalisation

The EU’s own acceptance of the CRPD gives it a particular role to play beyond
helping to coordinate actions to implement the convention’s provisions.*
Currently, the most significant example of the EU’s obligations under the

CRPD concerning deinstitutionalisation is ESIF.* ESIF account for over half of
EU funding and are the main financial instruments through which the EU invests
in job creation and a sustainable and healthy European economy and
environment.?® The European Commission and the Member States manage them
jointly. However, the European Commission “has the responsibility to ensure
that the Member States’ operational programmes comply with EU law, including
EU legislation and the CRPD”.?’

Following criticism of ESIF for funding the construction of new institutions or
renovation of existing institutions,?® the regulation governing ESIF for 2014~
2020 includes specific protections to ensure that funds are used to support
deinstitutionalisation. This built on an earlier policy commitment in the European
Disability Strategy 2010-2020 to “promote the transition from institutional to
community-based care by using [ESIF] to support the development of
community-based services”.?° These additions are an important signal of the

EU embedding its commitment to promoting deinstitutionalisation within law and

policy.

The central aspect of the commitment to promoting deinstitutionalisation in the
ESIF regulation takes the form of a so-called ‘ex ante conditionality’, a
requirement that must be met before funds can be disbursed. Linked to the
objective of active inclusion, a specific condition requires Member States to show
that their national policies to reduce poverty include “measures for the shift from
institutional to community based care”, where relevant needs have been
identified.>° Further guidance from the European Commission clarifies the scope
of ‘relevant needs’ as covering those Member States where “the shift to
community-based care has not yet been completed”.?!

For 2014-2020, the European Commission identified a need for measures for the
shift from institutional to community-based care in 12 EU Member States:
Bulgaria, Croatia, the Czech Republic, Estonia, Greece, Hungary, Latvia,
Lithuania, Poland, Romania, Slovakia and Slovenia. In a further five
Member States (Denmark, Ireland, Malta, Portugal and Spain), partnership
agreements contain a commitment to deinstitutionalisation and identify
measures to support the process, FRA's review of 2014-2020 partnership
agreements between the European Commission and individual EU countries
reveals.>? The annual country-specific recommendations prepared by the
European Commission may include further measures relating to
deinstitutionalisation. These aim to support EU Member States to reach their
targets under the Europe 2020 strategy for smart, sustainable and inclusive
growth.*?

The nature of the reference to deinstitutionalisation varies widely, however.
Some partnership agreements, such as that with Croatia, are very detailed, list
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wide-ranging measures and allocate specific budgets. Others - for example,
those with Hungary, Ireland and Romania - take a more general approach. In
a third group, including Bulgaria and the Czech Republic, there are general
commitments in partnership agreements, supplemented by specific measures in
the respective operational programmes.

Partnership agreements with Greece and Spain refer to deinstitutionalisation
but remain vague about specific activities in support of the transition process.
For example, the Greek Partnership Agreement makes an indirect reference to
actions related to the transition from institutional to community-based care. It
refers to the need to fulfil obligations arising from the Memorandum of
Cooperation signed between the Commissioner for Employment and the Minister
of Health covering 2014 and 2015. This memorandum addresses issues related
to access to health services, in particular mental health services, for people with
limited resources, people in remote areas, people from vulnerable groups and
uninsured citizens.>*

The remaining 11 EU Member States do not specifically address the transition
from institutional to community-based care in partnership agreements. This
means that they will not use money from ESIF to support the process, rather
than that no deinstitutionalisation measures are in place. The

Finnish Partnership Agreement, for instance, makes no reference to
deinstitutionalisation. However, the government has committed to ensuring that,
by 2020, no persons with intellectual or developmental disabilities live in
institutions.? It has also put in place a housing programme to attain this goal.?®

In addition, partnership agreements with most Member States identify specific
concerns in relation to full participation and inclusion of people with disabilities.
These concerns are linked to deinstitutionalisation in a wider sense. In addition
to measures under thematic objective 9 on social inclusion, the agreements
include specific actions to support objective 8 on sustainable and quality
employment and objective 10 on investing in education and training.

Nevertheless, concerns about the use of ESIF in the context of
deinstitutionalisation persist.?” In its assessment of the EU’s progress in
implementing the CRPD, the CRPD Committee noted that “despite changes in
regulations, [ESIF] continue to be used in different member States for the
maintenance of residential institutions rather than for the development of
support services for persons with disabilities in local communities.”® Its
recommendations call for the EU to develop “an approach to guide and foster
deinstitutionalization and to strengthen the monitoring of the use of [ESIF]”. It
also urged the EU to “suspend, withdraw and recover payments if the obligation
to respect fundamental rights is breached”.>® As projects under the 2014-2020
funding period are rolled out, the EU’s response to this recommendation will
come under particular focus.*
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National commitments: guiding deinstitutionalisation in
Member States

"States parties have the immediate obligation to enter into strategic planning
[...] to replace any institutionalized settings with independent living support
services. The margin of appreciation of States parties is related to the
programmatic implementation but not to the question of replacement.”

CRPD Committee (2017), General Comment No. 5 - Article 19: Living independently and being
included in the community, CRPD/C/18/1, 29 August 2017, para. 42

The EU Member States are responsible for implementing many aspects of
Article 19, as they are in charge of social policy. Two particular issues give a
sense of how and to what extent Member States have committed themselves to
achieving deinstitutionalisation as part of their obligations under the CRPD:

e the adoption and implementation of strategies and action plans on
deinstitutionalisation;

e commitments not to build new institutions for persons with disabilities.

Strategies have become crucial tools for implementing the CRPD in the decade
since its adoption, FRA research shows.*! This is equally true of
deinstitutionalisation. The CRPD Committee highlights the “lack of
deinstitutionalization strategies and plans” as one of the remaining barriers to
the implementation of the right to live independently.*? It has also clarified that
strategies in themselves are not sufficient. Instead they must be “adequately
funded”, include “clear time frames and benchmarks” and be adopted “in
cooperation with organisations of persons with disabilities”.*> The FRA indicators
on Article 19 of the CRPD provide detailed information on each of these aspects
of deinstitutionalisation strategies.

Evidence collected by FRA indicates that two-thirds of EU Member States have
either adopted a dedicated strategy on deinstitutionalisation (six Member States)
or included measures for deinstitutionalisation in a broader disability strategy
(eight Member States), or both (three Member States).** Table 1 presents an
overview of these strategies.

Table 1: Strategies on deinstitutionalisation and for persons with
disabilities

EU MS | Strategy or action plan

AT National Action Plan on Disability 2012-2020 (Nationaler Aktionsplan
Behinderung 2012-2020)
BG National Strategy for Equal Opportunities for Disabled People 2008-

2015 (CrpaTterus 3a ocurypsiBaHe Ha paBHW Bb3MOXHOCTU Ha xoparta C
yBpexaaHus 2008 — 2015 r.)

CcY First National Action Plan for Disability for the Implementation of the
Convention of the Rights of Persons with Disabilities 2013-2015
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https://broschuerenservice.sozialministerium.at/Home/Download?publicationId=225
http://www.strategy.bg/FileHandler.ashx?fileId=2353
http://www.strategy.bg/FileHandler.ashx?fileId=2353
http://www.mlsi.gov.cy/mlsi/dsid/dsid.nsf/A8A5F20B4E23E622C2257A7C002CEBC5/$file/Disability%20National%20Action%20Plan%202013-2015.doc
http://www.mlsi.gov.cy/mlsi/dsid/dsid.nsf/A8A5F20B4E23E622C2257A7C002CEBC5/$file/Disability%20National%20Action%20Plan%202013-2015.doc

cz

National Plan for the Promotion of Equal Opportunities for Persons with
Disabilities 2015-2020 (Narodni plan podpory rovnych pfilezitosti pro
osoby se zdravotnim postiZzenim na obdobi 2015-2020)

Strategy of Social Inclusion 2014-2020 (Strategie socialniho
zaclenovani 2014-2020)

Action Plan for the Implementation of the National Strategy of
Protection of Children’s Rights, 2012-2015 (Akchi plan k naplneni
Narodni strategie ochrany prav deti na obdobi 2012-2015)

EE

Special Care and Welfare Development Plan for 2014-2020
(Erihoolekande arengukava aastateks 2014-2020)

EL

National Action Plan Psychargos C (2011-2020) (EBviko 2xedio Apdoncg
WYXAPIQ> " 2011-2020)

National Strategic Framework for Social Integration (E6viko Z1partnyiko
lMAaioio yia Tnv Koivwvikn 'Evraén)

FI

Housing Programme for Persons with Intellectual and Developmental
Disabilities 2010-2015 (Kehitysvammaisten asumisohjelma (KEHAS))

HR

Plan of Transformation and Deinstitutionalization of Social Welfare
Homes and Other Legal Entities Performing Social Welfare Activities in
the Republic of Croatia for the Period 2011-2016 (2018) (Plan
transformacije i deninstitucionalizacije domova socijalne skrbi i drugih
pravnih osoba koje obavljaju djelatnost socijalne skrbi u Republici
Hrvatskoj u periodu 2011. — 2016. (2018.))

Operational Plan of Transformation and Deinstitutionalization of Social
Welfare Homes and Other Legal Entities Performing Social Welfare
Activities in the Republic of Croatia for the Period 2014-2016
(Operativni plan deinstitucionalizacije i transformacije domova socijalne
skrbi i drugih pravnih osoba koje obavljaju djelatnost socijalne skrbi u
Republici Hrvatskoj 2014. - 2016.)

HU

Strategy for the Substitution of Accommodation of People with
Disabilities at Social Institutions 2011-2041 (Stratégia a fogyatékos
személyek szamara apolast-gondozast nyujto szocialis intézményi
féréhelyek kivaltasardl 2011-2041)

Development Principles for the Implementation of the Strategy for the
Substitution of Accommodation of People with Disabilities at Social
Institutions (2011-2041), 2015-2020' (Fejlesztési alapvetések a
fogyatékos személyek szocialis intézményi féréhelyi kivaltasardl szolo
stratégia (2011-2041) végrehajtasahoz, 2015-2020)

National Disability Programme 2015-2025 (Orszagos
Fogyatékossagugyi Program 2015-2025)

Action Plan for the Implementation of the National Disability Programme
for 2015-2018 (Orszagos Fogyatékossagugyi Program végrehajtasanak
2015-2018. évekre vonatkozo Intézkedési Terve)

IE

Time to Move on from Congregated Settings — A Strategy for
Community Inclusion

IT

Biennial Action Plan for the Promotion of the Rights and the Integration
of People with Disabilities (2014-2015) (Programma di azione biennale
per la promozione dei diritti e l'integrazione delle persone con disabilita)

LT

Action Plan for the Transition from Institutional Care to Community-
Based Services for People with Disabilities and Orphans for 2014-2020
(Lietuvos Respublikos socialinés apsaugos ir darbo ministro jsakymas
,Dél peréjimo nuo institucinés globos prie Seimoje ir bendruomenéje
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https://www.vlada.cz/assets/ppov/vvzpo/National-Plan-for-the-Promotion-of-Equal-Opportunities-for-Persons-with-Disabilities-2015_2020.docx
https://www.vlada.cz/assets/ppov/vvzpo/National-Plan-for-the-Promotion-of-Equal-Opportunities-for-Persons-with-Disabilities-2015_2020.docx
http://www.vlada.cz/assets/ppov/vvzpo/dokumenty/Narodni-plan-OZP-2015-2020_1.pdf
http://www.vlada.cz/assets/ppov/vvzpo/dokumenty/Narodni-plan-OZP-2015-2020_1.pdf
http://www.mpsv.cz/files/clanky/17082/strategie_soc_zaclenovani_2014-20.pdf
http://www.mpsv.cz/files/clanky/17082/strategie_soc_zaclenovani_2014-20.pdf
http://www.mpsv.cz/files/clanky/14311/APN_NSOPD_2012-2015.pdf
http://www.mpsv.cz/files/clanky/14311/APN_NSOPD_2012-2015.pdf
https://www.sm.ee/sites/default/files/content-editors/eesmargid_ja_tegevused/Sotsiaalhoolekanne/Puudega_inimetele/special_care_2014-2020.pdf
http://www.psychargos.gov.gr/Documents2/%CE%9D%CE%95%CE%91/%CE%A8%CE%A5%CE%A7%CE%91%CE%A1%CE%93%CE%A9%CE%A3%20%CE%93%27%20%282011-2020%29.pdf
http://www.psychargos.gov.gr/Documents2/%CE%9D%CE%95%CE%91/%CE%A8%CE%A5%CE%A7%CE%91%CE%A1%CE%93%CE%A9%CE%A3%20%CE%93%27%20%282011-2020%29.pdf
http://www.ypakp.gr/uploads/docs/7695.pdf
http://www.ypakp.gr/uploads/docs/7695.pdf
https://www.thl.fi/en/web/vammaispalvelujen-kasikirja/itsenaisen-elaman-tuki/asuminen/kehitysvammaisten-asumisohjelma-kehas
http://www.propisi.hr/print.php?id=10984
http://www.propisi.hr/print.php?id=10984
http://www.propisi.hr/print.php?id=10984
http://www.propisi.hr/print.php?id=10984
http://www.mdomsp.hr/UserDocsImages/zgrbac/Operativni_plan_deinstitucionalizacije_i_transformacije_domova_socijalne_skrbi_i_drugih_pravnih_osoba_koje_obavljaju_%20djelatnost_socijalne_skrbi_u_Republici_Hrvatskoj_2014._%20%E2%80%93_%202016..pdf
http://www.mdomsp.hr/UserDocsImages/zgrbac/Operativni_plan_deinstitucionalizacije_i_transformacije_domova_socijalne_skrbi_i_drugih_pravnih_osoba_koje_obavljaju_%20djelatnost_socijalne_skrbi_u_Republici_Hrvatskoj_2014._%20%E2%80%93_%202016..pdf
http://www.mdomsp.hr/UserDocsImages/zgrbac/Operativni_plan_deinstitucionalizacije_i_transformacije_domova_socijalne_skrbi_i_drugih_pravnih_osoba_koje_obavljaju_%20djelatnost_socijalne_skrbi_u_Republici_Hrvatskoj_2014._%20%E2%80%93_%202016..pdf
http://fszk.hu/wp-content/uploads/2015/06/Kormanyhatarozat-es-Strategia-a-fogyatekos-szemelyek-szamara-apolast-gondozast-nyujto-szocialis-intezmenyi-ferohelyek-kivaltasarol.pdf
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teikiamy paslaugy nejgaliesiems ir likusiems be tévy globos vaikams
2014-2020 mety veiksmy plano patvirtinimo)

LU

Reform of the Psychiatric Sector in Luxembourg and Mental Health
Policy (Réforme de la psychiatrie et politique de santé mentale au
Luxembourg)

LV

Guidelines for the Implementation of the United Nations Convention on
the Rights of Persons with Disabilities 2014-2020 (Apvienoto Naciju
Organizacijas Konvencijas par personu ar invaliditati tiesibam
Istenosanas pamatnostadnes 2014.-2020.gadam)

Guidelines on the Development of Social Services 2014-2020 (Socialo
pakalpojumu attistibas pamatnostadnes 2014.-2020.gadam)

MT

National Policy on the Rights of Persons with Disability

RO

National Strategy ‘A Society without Barriers for Persons with
Disabilities’ 2016-2020 (Planului operational privind implementarea
Strategiei nationale "O societate fara bariere pentru persoanele cu
dizabilitati 2016-2020)

National Strategy on Social Inclusion and Poverty Reduction 2014-2020
(Strategia nationala privind incluziunea sociala si reducerea saraciei
2014-2020)

SK

Strategy of Deinstitutionalisation of the System of Social Services and
Foster Care in the Slovak Republic (Stratégia deinstitucionalizacie
systému socialnych sluzieb a nahradnej starostlivosti v Slovenskej
republike)

National Priorities for Development of Social Services for the Period
2015-2020 (Narodné priority rozvoja socialnych sluzieb na roky 2015-
2020)

National Programme for the Development of Living Conditions of
Persons with Disabilities for the Years 2014-2020 (Narodny program
rozvoja zivotnych podmienok os6b so zdravotnym postihnutim na roky
2014-2020)

Source: FRA,2017

Setting clear targets and a timeframe for their achievement can help make
strategies more effective. The strategies set out concrete targets and a
timeframe for meeting them in each of the nine Member States with a dedicated
deinstitutionalisation strategy and five of the 11 Member States with a disability
strategy that includes deinstitutionalisation measures. Some of these targets are
numerical, specifying numbers of persons to deinstitutionalise or a date for
completing deinstitutionalisation. Examples include Bulgaria,* with a target
concerning deinstitutionalisation of children, Estonia*® and Finland.*’ Other
targets focus on particular milestones, as in Slovakia.*®

Another indication of the likely effectiveness of a strategy is if it comes with a
monitoring mechanism. FRA’s analysis indicates that most Member States with
strategies on or including deinstitutionalisation measures have set up
mechanisms to monitor their implementation. These mechanisms include or
engage with the frameworks set up to monitor implementation of the

CRPD under Article 33 (2) of the convention in several Member States, including
Austria, Estonia and Germany. However, the relevant strategies in Cyprus,
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Greece, Italy, Malta and Romania do not include provisions for any
monitoring mechanisms.

“"States parties should [...] establish mechanisms to monitor [...] de-
institutionalization strategies and the implementation of living independently
within the community.”

CRPD Committee (2017), General Comment No. 5 - Article 19: Living independently and being
included in the community, CRPD/C/18/1, 29 August 2017, para. 98 (m)

Where monitoring mechanisms exist, most involve disabled persons’
organisations (DPOs). This is a key requirement of Article 4 (3) of the CRPD,
which sets out the general obligation for parties to the CRPD to “closely consult
with and actively involve persons with disabilities”, through their representative
organisations, in developing and implementing legislation and policies to
implement the convention. For example, to monitor the implementation of the
Latvian Guidelines on the development of social services 2014-2020, the
Ministry of Welfare set up a Social Services Development Council. This includes
representatives of relevant state bodies, providers of services, municipalities,
DPOs and experts.*® Where DPOs are not included, questions can arise
concerning the independence and objectivity of the monitoring.

Monitoring mechanisms’ activities take different forms. Some Member States,
including Bulgaria,>® the Czech Republic® and Slovakia, prepare regular -
typically annual - progress reports. In others, including Austria and Finland,>?
interim reports track progress in implementing measures. The mid-term report
on implementation of the Austrian national disability strategy included input
from civil society. It indicates that 58 % of 250 measures defined in the action
plan were completed or implemented by the end of 2015; another 34 % are
partly implemented or in preparation.>?

Monitoring reports also provide an opportunity for critical reflections on what can
be improved in the future. The 2016 review of the Slovak National Programme
for the Development of Living Conditions for Citizens with Disabilities proposes
amendments for the remaining period of the strategy. These include
amendments with respect to support for community-based services and
realisation of deinstitutionalisation.”* The review of the Finnish Housing
Programme for Persons with Intellectual and Developmental Disabilities 2010-
2015 collected good practices and identified a number of measures for
improvement in 2016-2020.°°

Express moratoriums on building new long-stay residential institutions and
allowing new admissions to existing institutions are a second signal of
meaningful commitment to achieving deinstitutionalisation and independent
living. Both the CRPD Committee and the UN Special Rapporteur on the rights of
persons with disabilities called for such moratoriums.>® These pledges reduce the
need for later deinstitutionalisation, by preventing institutionalisation in the first
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place. As part of its indicators on Article 19 of the CRPD, FRA looked at both
types of commitments.

"I call on [Member States] to immediately stop new placements in institutions,
while at the same time adopting clear action plans for phasing out institutions
and replacing them with community based services.”

Council of Europe Commissioner for Human Rights, Deinstitutionalisation in the work of the Council
of Europe Commissioner for Human Rights, Strasbourg, 2 October 2014

Around one third of EU Member States have committed to not building new
institutions for persons with disabilities, FRA evidence indicates. This pledge is
typically made either in national disability or deinstitutionalisation strategies, as
in Austria,”’ Finland® and Ireland,*® or in other ways that are not legally
binding. In Slovakia®® and Sweden,® in contrast, it is enshrined in law.

Other Member States, including Bulgaria,®® Estonia, Hungary®® and
Romania,®* have not explicitly committed to not building new institutions.
Instead, they have set themselves goals for deinstitutionalisation that would be
difficult to meet if new institutions were built. In Estonia, with support from the
European Regional Development Fund, the proportion of people who receive 24-
hour services in institutions with more than 30 service slots should be reduced to
30 % by 2020, the Special Care and Welfare Development Plan 2014-2020
states.®

The nature of these commitments, however, varies significantly. A look at a few
key features highlights the diversity of approaches:

e Timeline: While the responsible minister in Romania has committed to
finalising the deinstitutionalisation process by 2020, the deadline for
fulfilling the Bulgarian commitment is 2025, and the timeframe for
institutions to close in Hungary is 2041.

e Impairment group: Several commitments relate to specific impairment
groups. The Finnish commitment relates specifically to persons with
intellectual disabilities. In contrast, the Irish government committed to
closing “all unsuitable psychiatric settings”. The CRPD Committee has
called for “special attention [to] be paid to persons with psychosocial
and/or intellectual disabilities” in deinstitutionalisation strategies.®®

e Size of accommodation: The Austrian commitment does not specify
the maximum number of persons with disabilities who could live together
in ‘deinstitutionalised” accommodation. It does, however, call for replacing
large institutions with smaller group homes, shared flats or single
apartments. The commitment in Hungary, in contrast, is limited to
closing institutions with more than 50 places for persons with disabilities.
While emphasising that institutions can differ in size, the CRPD Committee
states that smaller group homes with five to eight individuals cannot be
called independent living.®’
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o Date of commitment: Although many commitments are linked to
CRPD ratification, those in Austria and Sweden stem from the 1990s.
Swedish legislation from 1997 specified that residential institutions would
not be recognised by law after December 1999,

In contrast, there are concerns in several Member States about a tendency
towards reinstitutionalisation, as progress towards the transition to community-
based support risks being undone. In Denmark, both DPOs and independent
national human rights institutions have expressed concern about a return to
large institution-like accommodation.®® They highlight that the government has
refrained from defining a legal maximum number of users of a housing unit and
that housing units intended for 40-100 persons with intellectual disabilities have
been built.”? In Hungary, legislation effective from 2015 permits the opening or
enlargement of institutions that provide ‘therapeutic care’ for persons with
disabilities, psychiatric conditions or addictions. The institutions may have up to
50 places.”?

A corollary of the commitment not to build institutions is stopping new
admissions to existing institutional settings. Fewer Member States have made
such commitments, FRA evidence suggests. The Estonian government has
committed to not increasing the number of persons with psychosocial disabilities
living in institutions.”? With the financial support of the European Regional
Development Fund, institutions with more than 30 service slots will be
reorganised to prevent institutional care. Similarly, Greece has a policy
commitment to stop admitting persons with psychosocial disabilities to
institutional care.”?
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2 Turning commitment into reality

"De-institutionalization [...] requires a systemic transformation, which includes
the closure of institutions [...] along with [the] establishment of a range of
individualized support services [...] as well as inclusive community services.
Therefore, a coordinated, cross-government approach which ensures reforms
[...] on all levels and sectors of government, including local authorities, is
required.”

CRPD Committee (2017), General Comment No. 5 - Article 19: Living independently and being
included in the community, CRPD/C/18/1, 29 August 2017, para. 58

The transition from institutional to community-based support requires profound reform
of social services to ensure that they facilitate both individual choice and inclusion in the
community. In many cases this entails a wide-ranging reorganisation of the way support
services for persons with disabilities are designed and provided. FRA has collected data
about four important elements of the structural shift to services that promote and enable
independent living in the community:

e responsibility for setting up inclusive community-based services;
e coordinating deinstitutionalisation;

e transferability of services across different administrative areas;
e sustainability of community-based services.

Reflecting their obligations under the CRPD, all EU Member States provide a variety of
community-based services for persons with disabilities. FRA’s background paper gives an
overview of both institutional and community-based services in place in each of the 28
EU Member States.’* It reveals considerable divergence in the availability of such
services and the extent to which they reflect the will and preferences of individual users.

This section complements that analysis by focusing on the national bodies and
organisations responsible for implementing the structural reforms inherent to
deinstitutionalisation processes. As with social services more broadly, the level of
government at which decisions on community-based services are made can have a
significant impact on what services are in place and how they are organised.75

FRA’s analysis identifies three main approaches to administering community-
based services for persons with disabilities. In some countries, usually unitary
states, the national government is responsible for overseeing and providing
community-based services. Others, often countries with federal or devolved
systems, decentralise responsibility to regional or local authorities. A further two
groups of Member States have a mixed approach: in the first, the national and
regional levels share responsibility; in the second, the responsible level of
government depends on the type of service.

Where responsibility for community-based services lies at the national level, it
typically falls under the mandate of the social ministry, or other bodies
responsible for social or health policies. However, in some of these countries -
for example, Bulgaria, Latvia and Poland - while a national body holds overall
responsibility, the implementation of services is delegated to local
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administrations. For example, in Bulgaria, the State Social Assistance Agency
(AreHuyums 3a couymasHo nogriomaraHe) has overall responsibility for providing
services, through its local Social Assistance Directorates.’® As the
deinstitutionalisation process is a national government commitment, new
community-based services are devised at the national level by the Social
Assistance Agency. However, municipalities decide which of these services they
will actually provide, taking into account local needs.”’

Where regions are responsible for community-based services, the particular
distribution is frequently based on the country’s specific federal or devolved
structure. For example, in Germany, a total of 23 local and regional social
welfare agencies, which operate at the level of federal states, communal
associations (Kommunalverbédnde) or city states (Stadtstaaten), are responsible
for contracting providers of community-based services and for funding and
overseeing their work.”® Similarly, in Spain, the 17 Autonomous Communities
(Comunidades Auténomas) have exclusive jurisdiction over social services.”® In
some Member States, however, the national government retains a steering role.
Although the devolved administrations and local authorities have responsibility
for community-based services in the United Kingdom, the devolved
administrations are responsible for the overall direction and spending rounds.

A few examples highlight the practical challenges presented by having multiple
bodies involved in the organisation and delivery of community-based services.
One possible consequence is the need for various bodies at different levels of
government to approve decisions. For example, in Portugal, a decision by a
Local Committee for Social Action that a particular community-based service is
required is subject to approval by the relevant District Centre of the Institute for
Social Security.®® The District Centre’s Statement of Opinion about funding is in
turn discussed and decided at the central level as part of the overall budget
planning process. Similarly, different levels of regional government are involved
in the Czech Republic and Slovakia. In Slovakia, primary responsibility for
both residential and community-based services lies with the self-governing
regions,®! while low-threshold day care centres for children and adults with
disabilities, and respite and nursing care services are delegated to towns.??

The wide range of different bodies and levels of government with responsibility
for community-based services underlines the importance of coordination for
effective deinstitutionalisation. This involves cooperation across two axes. Firstly,
national, regional and local public authorities with overlapping or interlinked
responsibilities for services need to cooperate closely (‘vertical’ coordination).
This is particularly important in federal or decentralised Member States.
However, it also requires *horizontal’ coordination between the different sectors
without whose services the transition from institutional to community-based
living cannot be realised. These include, among others, housing, health and
employment services.

“"Effective deinstitutionalization requires a systemic approach, in which the
transformation of residential institutional services is only one element of a wider
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change in areas such as health care, rehabilitation, support services, education
and employment, as well as in the societal perception of disability.”

United Nations General Assembly (2014), Thematic study on the right of persons with disabilities
to live independently and be included in the community: report of the Office of the United Nations
High Commissioner for Human Rights, A/HRC/28/37, 12 December 2014, para. 25

The absence of coordination can be a major barrier to the implementation of
effective deinstitutionalisation. For example, it can result in uneven provision of
services, so that persons with disabilities in some regions or municipalities
benefit from a greater variety or higher quality of services than individuals in
other areas. Moreover, it can create gaps in service provision, leaving persons
with disabilities without a particular service, for example access to accessible
housing or appropriate medical care. This would hinder their transition to living
in the community.

Both the CRPD itself and the CRPD Committee address the question of vertical
coordination between different levels of national governance structures.

Article 4 (5) of the CRPD recalls that the “Convention extend[s] to all parts of
federal states without any limitations or exceptions.” The CRPD Committee has
expressed concerns about the implementation of this provision in its assessment
of several Member States’ implementation of the convention. In its concluding
observations on Austria, for example, the CRPD Committee raised the concern
that “a federal system of government [...] has led to undue fragmentation of
policy, especially as the Ldnder (regions) are the providers of social services.
More generally, it urged Germany to “ensure that federal, Land and local
authorities are aware of the rights set out in the Convention and of their duty to
effectively ensure the implementation of those rights.”%*

n83

Member States have addressed the issue of ensuring such vertical coordination
in different ways, according to evidence that FRA has collected. Some Member
States have set out vertical coordination in legal instruments. In Slovakia, for
example, the Act on Social Services requires state bodies such as offices of
labour, social affairs and family, health care providers and schools to cooperate
with towns, self-governing regions and the Ministry.®> Municipalities in Sweden
have a legal duty to cooperate with their county council (Landsting), the social
insurance office (Férsdkringskassan) and the employment office
(Arbetsférmedlingen) to effectively manage available resources.®® In the United
Kingdom, the Care Act 2014 requires the local authorities to ensure cooperation
with relevant partners, who are, in turn, required to cooperate with the
authority.®’

Other Member States highlighted the importance of vertical coordination by
setting it out as policy priorities in relevant policy documents. The Croatian
Strategy for Social Welfare Development, for instance, specifically calls for the
strengthening of horizontal and vertical coordination between all stakeholders.%®
However, the country’s Disability Ombudsman, which is responsible for
monitoring implementation of the CRPD under Article 33 (2) of the convention,
has raised concerns that services are not effectively coordinated or monitored in
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practice.®® This can lead to discrepancies in the availability of services for
persons with disabilities. For example, some services are delivered by several
providers while others are non-existent in certain areas. In Greece, the National
Strategic Framework on Social integration identifies coordination of integration
policies as a policy priority for 2015-2020.%°

Others have set up dedicated coordination mechanisms. The 23 federal state
agencies responsible for community-based services in Germany, for example,
come together in a Federal Working Group of Welfare Agencies
(Bundesarbeitsgemeinschaft der (dberortlichen Trager der Sozialhilfe) responsible
for representing, coordinating and advancing the integration of assistance
services.

The CRPD Committee’s call for coordination across “all levels and sectors of
government” to achieve deinstitutionalisation is explored in greater depth by the
OHCHR and the UN Special Rapporteur on the rights of persons with
disabilities.’® The OHCHR highlighted the particular importance of support during
the transition from institutional to community living. It emphasised that “such
support should be based on effective coordination among health-care and social-
service providers, and the housing sector.”®* More generally, the Special
Rapporteur called on governments to “consider establishing a comprehensive
system to coordinate the effective access to support of persons with disabilities”,

which covers “all support needs across all sectors of society”.?’

Nevertheless, much fewer data are available on how Member States aim to
ensure horizontal coordination between different sectors of public services in
implementing deinstitutionalisation. In addition to their provisions on vertical
coordination mentioned above, the Greek and Croatian® strategies that cover
deinstitutionalisation include provisions on strengthening cooperation across
different sectors. For example, the Greek National Strategic Framework on Social
integration includes setting up a national mechanism for the horizontal
monitoring and coordination of policies.®® Examples of more informal
coordination at the practical and policy levels are likely to be more widespread.

Tied closely to coordination among and between different levels and sectors of
government is the issue of transferability of services across different
administrative areas. Exercising the right to choose one’s place of residence and
access social services on an equal basis with others requires that persons with
disabilities can change their place of residence, for example by deciding to move
from one town to another. The CRPD Committee addresses part of this issue in
its General Comment on Article 19, expressing concern that “inappropriate”
decentralisation of service provision could result in “disparities between local

authorities and unequal chances of living independently within the community.”?®

The transfer of services across different administrative areas is not regulated in
the majority of EU Member States, according to evidence that FRA collected as
part of its human rights indicators on Article 19 of the CRPD. Only around

one third of Member States, including Belgium, Croatia, Denmark, Estonia,
Finland, Germany, Sweden and the United Kingdom, have specific
provisions. In Denmark, for example, the former municipality of residence
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continues to pay for personal assistance until the new municipality decides on
the individual’s eligibility.®” In Finland, persons with disabilities can apply for
financial support from both the former and the new municipality of residence.®®
The former municipality is responsible for covering the costs of adjustments and
devices in the new home if the person is not able to move until these are
provided. If these adjustments and devices can be provided after the person has
moved, the new municipality covers the costs.

This possibility of transferring services across administrative regions is not,
however, necessarily complemented by support to complete the necessary
administrative processes. There are only a few isolated examples where
cooperation between municipalities to realise the possibility to transfer services
is regulated in greater detail, FRA data reveal. Similarly, only in a few cases is
there a legal provision that ensures support for the person concerned during the
transfer process. One example is the United Kingdom Care Act of 2014, which
includes a provision for close cooperation between the municipalities that a
person is moving from and to. This cooperation ensures that the individual’s
needs are taken into account to the greatest possible extent.®®

Ensuring access to a range of personalised community-based services that are
inherent to effective deinstitutionalisation also requires that such services are
sustainable over time. This is particularly relevant to services that may operate
as part of specific programmes or pilot projects. They create valuable
opportunities to develop innovative types of personalised support, but may end
when the programme concludes. Such uncertainty and disruption can have a
tremendous impact on the lives of people with disabilities, as the preliminary
findings of FRA's fieldwork research on the deinstitutionalisation process
reveal.'®

ESIF funding periods are time-bound. That can create risks to the sustainability
of services created and operating with the help of European financing. For
example, where ESIF funds contribute a large proportion of a service’s financing,
Member States may struggle to cover the shortfall at the end of the funding
period. Civil society organisations have raised concerns about the sustainability
of ESIF-funded services - for example, in Bulgaria'®’ and Slovakia. In the
report of its fact-finding visit to Slovakia on the use of ESIF for
deinstitutionalisation, the Committee on Petitions of the European Parliament
highlighted “the condition of sustainability of the deinstitutionalization projects”,
and called for “exact follow-up to measure the sustainability level”.?%?
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Conclusions

Deinstitutionalisation is at the core of the change brought about by the CRPD. It
requires fundamental changes in the way persons with disabilities live, and how
the support they receive to do so is provided. These encapsulate the paradigm
shift that the convention as a whole demands. This makes deinstitutionalisation
a significant challenge for EU Member States. It means, however, that progress
in implementing deinstitutionalisation and broader independent living is a strong
signal of concrete steps towards fulfilling the promise of the convention.

"Th[e] transition from residential care to community living [...] is now a clear
legal obligation undertaken by the Member States and by the European Union
under Article 19 of the UN Convention on the Rights of Persons with Disabilities.

7”

Office of the High Commissioner for Human Rights Regional Office for Europe (2012), Getting a life
- living independently and being included in the community, p. 8

The data and analysis in this report reflect the huge diversity of
deinstitutionalisation efforts under way in the EU Member States. Nevertheless,
a number of commonalities have emerged. This suggests that effective
deinstitutionalisation strategies and coordination of the different actors involved
are key issues for Member States to consider in their ongoing
deinstitutionalisation processes.
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Annex:
FRA's project on the right to live independently and
be included in the community

FRA is mandated to provide assistance and expertise to EU institutions and
Member States when they implement EU law and policy.*®® This includes

EU action to implement the CRPD, which the EU accepted in 2010. FRA has
provided evidence and expertise concerning implementation of the CRPD in a
number of key areas. These include political participation,'®* legal capacity,'®”
involuntary placement and treatment,’° independent living,'®” non-
discrimination'®® and violence against children with disabilities.*®®

In this context, FRA started work in 2014 on a project exploring how the 28
EU Member States are fulfilling the right to independent living. It specifically
focuses on deinstitutionalisation. This project incorporates three interrelated
activities:

® Mapping what types of institutional and community-based services for
persons with disabilities are available in the 28 EU Member States. This
mapping provides EU and national policy actors with baseline information
to help them to identify where to focus their efforts to promote the
transition from institutional to community-based support. A summary
overview of this mapping was published in October 2017.%°

= Developing and applying human rights indicators to help assess progress
in fulfilling Article 19 of the CRPD and to highlight gaps in current
provision and availability of data in the 28 EU Member States.'!! These
indicators were also published in October 2017.112

® Conducting fieldwork research in select EU Member States (Bulgaria,
Finland, Ireland, Italy and Slovakia) at different stages of the
deinstitutionalisation process to better understand the drivers of and
barriers to the transition from institutional to community-based support.
The findings of this in-depth research will come out in 2018.

This report examines the evidence gathered under the second activity:
developing and applying human rights indicators on the right to independent
living.
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Developing and applying human rights indicators

The FRA indicator-related work is based on the framework for human rights
indicators that the OHCHR developed.!'® FRA first used this model with respect
to the CRPD in 2014, when it developed and applied human rights indicators on
Article 29 of the CRPD on the right to participate in political and public life.!**

The FRA project on the right to independent living of persons with disabilities
broadly corresponds to the three main elements of the OHCHR indicator
framework. This framework is based on three clusters of indicators: (1)
structural indicators focusing on the State’s acceptance and commitment to
specific human rights obligations; (2) process indicators on the State’s efforts to
transform commitments into desired results; and (3) outcome indicators
measuring the results of these commitments and efforts on individuals’ human
rights situation.

The three papers stemming from the FRA indicators on Article 19 of the

CRPD also reflect this approach. This paper focuses on structural commitments
to achieving deinstitutionalisation, the paper on financing highlights States’
budgetary efforts to implement these commitments, and the third paper
assesses the situation on the ground.
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disabilities. Realising this goal requires a meaningful and sustainable shift from
institutional to community-based living arrangements. This, in turn, calls for
both deinstitutionalisation strategies and for effectively coordinating the different
actors involved in making deinstitutionalisation a reality. However, putting in
place political commitments and implementation structures is just one element
of the process. The other two reports in FRA’s three-part series dedicated to this
topic look at other important factors: budgeting and financing, and measuring
outcomes for persons with disabilities. Taken together, the three reports provide
important insights that can support ongoing efforts to make independent living a
reality for persons with disabilities.
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