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From institutions
to community living:

key findings and FRA opinions

The Charter of Fundamental Rights of the
European Union sets out rights that are of
particular relevance to persons with disabilities,
the most important of which are the integration
of persons with disabilities (Article 26) and non-
discrimination (Article 21).

A

“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 conven-
tion. It represents “the sum of the various parts of
the convention” and brings together the principles
of equality, autonomy and inclusion.” These under-
pin the convention’s human rights-based approach
to disability. This paper shortens the name of the
right to the right to independent living. All but one
of the EU Member States, and the EU itself, have
ratified the CRPD, committing themselves to achiev-
ing independent living for persons with disabilities.

1 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. 24.

T

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

2

tings outside residential institutions of all kinds”.

There is no internationally accepted definition of
deinstitutionalisation. The UN Office of the High Com-
missioner 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 sys-
tem enabling social participation where services are
provided in the community according to individual
will and preference”.3 This report uses ‘the transi-
tion from institutional to community-based sup-
port” 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 char-
acterised 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’

2 See, in particular, 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. 16 (). Many organisations,
including FRA, submitted written comments on the
draft General Comment.

3 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.
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implies not merely closing institutions. It encom-
passes developing a “range of services in the com-
munity [...] to prevent the need for institutional
care” .

FRA’s three-part series dedicated to this topic, pub-
lished in October 2017, looks at three important fac-
tors in making deinstitutionalisation a reality: com-
mitments and structures, budgeting and financing,
and measuring outcomes for persons with disa-
bilities. Taken together, the three reports provide
important insights that can support ongoing efforts
to make independent living a reality for persons
with disabilities.

4 European Expert Group on the Transition from
Institutional to Community-based Care (2012), Common
European Guidelines on the Transition from Institutional
to Community-based Care, p. 27.
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Part I: Commitments and structures

- By ratifying the CRPD, the EU and 27 of its Mem-
ber 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 Euro-
pean Structural and Investment Funds (ESIF) sup-
port the transition from institutional to commu-
nity-based support for persons with disabilities.

+ Most EU Member States have adopted strate-
gies 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 commit-
ted to not building new institutions or to stop-
ping new admissions into existing institutions.

+  Thereis 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, rela-
tively 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 sustaina-
ble deinstitutionalisation. FRA evidence shows that
one crucial starting point is a strategy on or cov-
ering deinstitutionalisation. Previous FRA opinions
call for disabled persons’ organisations to be closely
involved in developing such policies.s

5 FRA (2016), Fundamental Rights Report 2016,
Luxembourg, Publications Office.

FRA opinion 1

All EU Member States should adopt deinstitutio-
nalisation strategies. These strategies should be
evidence based, drawing on a comprehensive
needs-based mapping of the status of deinstitu-
tionalisation. 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 repre-
sentative 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 pro-
gress during the lifetime of the strategy to highlight
implementation gaps.

Deinstitutionalisation in the spirit of the CRPD
involves transforming support services for per-
sons with disabilities, so that a range of individu-
alised support in the community is available. This
has major implications for the planning and deliv-
ery of such services.

Summary
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This report underlines that, regardless of the national
approach to commissioning and administering com-
munity-based services, achieving deinstitutionalisa-
tion requires coordination between national, regional
and local authorities, both within and across dif-
ferent 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 develop-
ing accessible support services in the community.
This entails a cross-sectoral approach that inte-
grates both specialised services for persons with
disabilities and general services available to the
local community as a whole. Deinstitutionalisation
is also likely to require developing new and inno-
vative support services that are adaptable to indi-
vidual 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 Furopean Commission
when ESIF are involved, should ensure that newly
developed community-based support services are
financially and practically sustainable.




Part Il: funding and budgeting

- Afundamental shift in how services for persons
with disabilities are funded is needed to real-
ise the right to independent living for persons
with disabilities in practice. This includes redi-
recting investment from institutions to person-
alised services in the community that persons
with disabilities guide and control.

+ European Structural and Investment Funds (ESIF)
play an important role in supporting deinstitu-
tionalisation in many EU Member States. Some
funding has, however, previously been spent
on renovating existing institutions or building
new institutions.

+  For the 2014-2020 funding period, the EU has
introduced measures to ensure that ESIF sup-
port deinstitutionalisation, in particular conditions
that must be fulfilled before funds can be spent
(so-called ex ante conditionalities). Civil society
has a crucial role to play in formal and informal
monitoring of the use of the funds to ensure that
these measures are applied in practice.

- Various levels and sectors of government share
responsibility for funding deinstitutionalisation
and community-based services. The involve-
ment of a complex mix of public authorities,
sources of funding and types of service provid-
ers can result in regional disparities in service
provision within Member States.

+ Many Member States continue to invest consid-
erable resources in institutions for persons with
disabilities. This does not promote the goal of
independent living under Article 19 of the CRPD.

+ Where deinstitutionalisation strategies are in
place and accompanied by specific budget allo-
cations, they can be a basis for targeted fund-
ing for the transition from institutional to com-
munity-based support.

+ There is a lack of robust, comparable and timely
data on budget allocations for services for per-
sons with disabilities within individual Member
States and across the EU. This impedes evidence-
based policymaking and undermines efforts to
achieve deinstitutionalisation.

All but one of the EU Member States, and the EU
itself, have ratified the CRPD, committing themselves
to achieving independent living for persons with
disabilities. Realising this goal requires redirecting
funding from institutional services to community-
based services. Evidence that FRA has collected

indicates that there is a lack of comprehensive data
on whether or not such a funding shift is under way
in the EU Member States. However, examples indi-
cate that many Member States continue to invest
heavily in institutions for persons with disabilities.

FRA opinion 1

EU Member States, and the European Commission
when ESIF are involved, should phase out invest-
ment in institutions. Instead, they should sufficient-
ly fund services in the community that persons
with disabilities guide and control. They should
pay particular attention to developing personalised
funding options such as direct payments and per-

sonal budgets.

When funding deinstitutionalisation processes, the
EU Member States and the Furopean Commission
should ensure a smooth transition. They should not
withdraw institutional services providing essential
support before community-based services are in
place.

The EU and its Member States are obliged to ensure
that ESIF are used to further the implementation of
the CRPD. This includes deinstitutionalisation and
the right to independent living. This report shows
that measures introduced for the 2014-2020 fund-
ing period can serve as powerful tools to ensure
that funds are allocated in line with the CRPD and
the Charter of Fundamental Rights of the EU. These
measures include the ex ante conditionalities and
practical guidance on how to use ESIF to further
deinstitutionalisation.

FRA evidence also shows, however, that realising
the promise of these tools requires strengthening
the monitoring of ESIF use and applying financial
corrections where funds are misspent. The report
follows the European Ombudsman in highlighting
the important role that public authorities and inde-
pendent bodies, including civil society, can play in
providing the information necessary for effective
monitoring and control of ESIF.¢

6 European Ombudsman (2015), Decision of the European
Ombudsman closing her own-initiative inquiry
0l/8/2014/AN concerning the European Commission,
Guideline vii.
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FRA opinion 2

The European Commission should continue to work
with EU Member States to set up and sustain effec-
tive, well-funded and independent ESIF monitoring

committees. These committees should include
representatives of disabled persons’ organisations,
with equal decision-making rights.

FRA opinion 3

The European Commission should apply financial
corrections as stipulated by the ESIF regulations
for any irregularities. This includes when funds are
used to keep people with disabilities in institutional
settings by renovating existing institutions or buil-
ding new institutions. When imposing economic
penalties, the Furopean Commission should ensure
that these steps do not worsen the fundamental
rights situation of persons with disabilities.

FRA opinion 4

When monitoring and evaluating ESIF use, EU ins-
titutions and Member States should use relevant
Information and data that EU and national authori-
ties, national human rights bodies and civil society

organisations have collected. The Furopean Com-
mission should consider launching an online plat-
form for organisations to report abuses of funds
and submit complaints and shadow reports, as the
European Ombudsman recommended.

Deinstitutionalisation in the spirit of the CRPD
involves transforming support services for per-
sons with disabilities, so that a range of individu-
alised support in the community is available. This has
major implications for the funding of such services.

Arrangements for funding services for persons with
disabilities in the EU Member States are very com-
plex. They often involve multiple levels of gov-
ernment and different funding sources, as well as
a variety of service providers. Local and regional
authorities play a key role within this complex pic-
ture, FRA evidence shows. Regardless of the national
approach to funding community-based services,
achieving deinstitutionalisation requires coordina-
tion between national, regional and local authori-
ties, both within and across different sectors.

FRA opinion 5

EU Member States should develop mechanisms to
ensure effective coordination between national,
regional and local budgetary authorities involved in
funding services for persons with disabilities, both

within and across different sectors. This should
Include creating platforms for regular and struc-
tured exchanges of experfences across all bodies
responsible for funding deinstitutionalisation and
community-based services.

FRA opinion 6

EU Member States, and the European Commission
when ESIF are involved, should develop training
programmes on the implications of the CRPD for
financing services for persons with disabilities.

These can build on existing training for Furopean
Commission desk officers and national managing
authorities on using ESIF for deinstitutionalisation.
Particular attention should focus on enhancing the
capacity of local and regional authorities.

The European Commission and EU Member States
should ensure that persons with disabilities and
their representative organisations, and national
human rights bodies, are actively involved through-
out the design, delivery and evaluation of training
programmes.

This report underlines the lack of robust, compara-
ble and timely data on funding for deinstitutional-
isation and community-based services. Such data
gaps impede needs-based budgetary planning.
They also restrict the ability of Member States to
make the transition from institutional to commu-
nity-based support a reality. Moreover, as FRA evi-
dence shows, data gaps prevent Member States
from showing meaningful progress in implement-
ing Article 19 of the CRPD.

FRA opinion 7

EU Member States should collect and collate re-
liable, comparable and timely data on funding for
deinstitutionalisation and community-based ser-
vices. To improve accountability and transparency,

these data should be publicly available. This could
Include collecting and publishing data for applying
human rights-based indicators, such as those that
FRA developed on Article 19 of the CRPD.




Part lll: outcomes for persons

with disabilities

+ Persons with disabilities living in the community
experience worse independent living outcomes
than persons without disabilities, across all the
areas analysed in this report. This is particu-
larly apparent among persons with more severe
impairments and among those with a lower eco-
nomic status.

-+ Persons with disabilities are less likely than per-
sons without disabilities to feel that they are free
to decide how to live their lives. They are also
more likely to feel left out of society.

+ Large numbers of persons with disabilities con-
tinue to live in institutions in EU Member States.

- Persons with disabilities are, on average, less
likely to be satisfied with their accommodation in
the community than persons without disabilities.

+ Avariety of community-based services are avail-
able to persons with disabilities in EU Member
States. This includes some form of personal
assistance in 22 Member States. Nevertheless,
for many persons with disabilities living in the
community, the help they receive with every-
day tasks is not sufficient to meet their needs.

+Nearly half of persons with disabilities face diffi-
culties in using common everyday services such
as grocery shopping, banking, postal services,
primary healthcare services and public transport.

+  Thereis a lack of robust, comparable and timely
data on independent living outcomes for per-
sons with disabilities within individual Member
States and across the EU. In particular, very lit-
tle information is available about how many
persons with disabilities live in institutions and
their experiences. This impedes evidence-based
policy making and undermines efforts to real-
ise the right to independent living.

Article 19 requires that all persons with disabilities
be able to choose where and with whom to live,
on an equal basis with others. A range of appro-
priate living arrangements must be available in the
community to realise this choice. However, persons
with disabilities are less satisfied than other persons
with their household accommodation, this report
shows. This suggests a need to assess the suitabil-
ity of housing stock and planning policies to better
meet the accommodation requirements of persons

with disabilities, for example in terms of location,
accessibility or disability-related adaptations.

Institutionalised settings inhibit persons with dis-
abilities from exercising choice and control over
their daily lives. To that degree, they are therefore
incompatible with Article 19. This includes not hav-
ing to resort to living in institutionalised settings
because of a lack of viable alternatives. The FRA
report Choice and control: the right to independ-
ent living highlights this.”

FRA opinion 1

EU Memober States should ensure that a range of
community-based living arrangements are avai-
lable that give persons with disabilities, regardless

of type and degree of impairment, a meaning-
ful choice over where to live. Particular attention
should be paid to persons with disabilities who are
at risk of poverty.

FRA opinion 2

EU Member States should implement measures to
end the institutionalisation of persons with disabi-
lities. These include closing down existing institu-
tionalised settings and stopping new admissions

to them. These measures should be guided by evi-
dence-based national deinstitutionalisation strate-
gies and should draw on a comprehensive mapping
of the status of deinstitutionalisation in the Mem-
ber States.

Individualised, user-controlled support is essential
to achieve independent living. It empowers persons
with disabilities to be included in the community.
This requires both that appropriate services be in
place and that they respect the dignity and indi-
vidual autonomy of persons with disabilities. There
are gaps in the provision of community-based ser-
vices in EU Member States and, where available,
they are often not sufficient to meet users’ needs,
this report suggests.

7 FRA (2012), Choice and control: the right to independent
living, Luxembourg, Publications Office.
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Personal assistance services are particularly well
placed to offer persons with disabilities choice and
control over their support. However, such services
are not available in all Member States, FRA evi-
dence shows.

FRA opinion 3

EU Member States should ensure that adequate,
good-quality and freely chosen personalised sup-
port for independent living is available for all per-
sons with disabilities, irrespective of their impair-
ment. This support should be available regardless

of an Individual’s living arrangements. It should
also be under the user’s control.

EU Member States should pay particular attention
to developing personal assistance services.

Being able to access services and facilities for the
general population, such as education, transport
and housing, on an equal basis with others enables
persons with disabilities to participate actively and
meaningfully in the lives of their communities. Per-
sons with disabilities are more likely than other per-
sons to face barriers in accessing services that are
commonly available to the public, this report shows.
Making services responsive to the needs of persons
with disabilities has major implications for the way
services across different sectors are provided. This
is particularly the case in terms of ensuring acces-
sibility, equal treatment and non-discrimination.

One way to improve accessibility is to develop
minimum standards and guidelines on accessibil-
ity, according to the FRA human rights indicators on
the right to political participation of persons with
disabilities.

FRA opinion 4

EU Member States should extend the prohibition of
discrimination on the grounds of disability to cover
the provision of goods and services available to
the general public. They should also ensure that
fallure to provide reasonable accommodation is
recognised as a form of discrimination. Reasonable
accommodation includes modifications and adjust-
ments that ensure that persons with disabilities
can exercise rights on an equal basis.

The EU should urgently adopt the proposed Euro-
pean Accessibility Act to set minimum standards
for the accessibility of key products and services
in the EU. The EU legisiator should also consider
all avenues to ensure that the proposed Equal
Treatment Directive is adopted swiftly. This will
guarantee equal protection against discrimination
on the grounds of disability in access to goods and
services.

FRA opinion 5

The EU and its Member States should develop,
spread awareness of and monitor the implemen-
tation of minimum standards and guidelines for the

accessibility of facilities and services that are open
or provided to the public. These criteria should
encompass the accessibility needs for all persons
with disabilities.

Article 31 of the CRPD requires States Parties to
“collect appropriate information, including statis-
tical and research data” to enable policy makers
“to formulate and implement policies to give effect
to the [convention]”. In practice, there is a lack of
robust, comparable and timely data on independ-
ent living outcomes for persons with disabilities,
as this report shows. This restricts the ability of
Member States to implement Article 19, because
it impedes evidence-based policy making. Moreo-
ver, data gaps prevent Member States from dem-
onstrating meaningful progress in achieving inde-
pendent living.

FRA opinion 6

The EU and its Member States should collect and
collate reliable, comparable and timely data on
Independent living outcomes for persons with
disabilities. This data collection should incorporate
persons with disabilities living in institutions. This
could include collecting and publishing qualitative
and quantitative data for applying human rights-
based indicators, such as those that FRA developed
on Article 19 of the CRPD. To improve accountabi-
lity and transparency, these data should be publicly
available.

FRA opinion 7

Eurostat and national statistical offices in the
EU Member States should continue to work with
International bodjes such as the Washington Group
on Disability Statistics to develop inclusive metho-
dologies for collecting statistical data on the right

to independent living. These methodologies should
allow for disaggregation of data by the type and
severity of impairment. Statistical data collection
should facilitate the participation of all persons
with disabilities, including those with severe im-
pairments and those living in institutions.







EU Member States, and the EU itself have ratified
the CRPD, committing themselves to achieving inde-
pendent living for persons with disabilities. Doing so
requires a meaningful and sustainable shift from insti-
tutional to community-based living arrangements. This
publication summarises the findings from the three
y FRA reports focusing on different aspects of deinstitu-
T e =% tionalisation. The first and second report highlight the
e From obligations the EU and its Member States have com-
mitted to fulfil, and look at how funding and budget-
ing structures can turn these commitments into real-
ity. The third report assesses to what extent Member
States have implemented the right to independent liv-
ing, focusing on the effect commitments and funds are
having on persons with disabilities’ daily lives. Taken
together, the reports provide important insights that
can support ongoing processes of change.
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For the full FRA reports From institutions to community living, see:

e Part I: commitments and structures http://fra.europa.eu/en/publication/2017/independent-living-structures
Easy-read: http://fra.europa.eu/en/publication/2018/institutions-community-living-part-i-commitments-and-
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Part Il: funding and budgeting, http://fra.europa.eu/en/publication/2017/independent-living-funding

Easy-read: http://fra.europa.eu/en/publication/2018/institutions-community-living-part-ii-funding-and-budgeting-
easy-read;

Part Ill: outcomes for persons with disabilities, http://fra.europa.eu/en/publication/2017/independent-living-outcomes
Easy-read: http://fra.europa.eu/en/publication/2018/institutions-community-living-part-iii-outcomes-persons-
disabilities-easy-read.

Other relevant FRA publications include:

e FRA (2014), Indicators on the right to political participation of people with disabilities, Online data explorer,
http://fra.europa.eu/en/publications-and-resources/data-and-maps/polpar’mdqgi=theme&mdq2=212.
FRA (2012), Choice and control: the right to independent living, Luxembourg, Publications Office,
http://fra.europa.eu/en/publication/2012/choice-and-control-right-independent-living and its summary
available in Danish, English, German, Greek and French, http://fra.europa.eu/en/publication/2012/
choice-and-control-right-independent-living-summary-report

For an overview of FRA activities on the rights of people with disabilities, see http://fra.europa.eu/en/theme/
people-disabilities.
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