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EQUALITY

From institutions 
to community living 
for persons with disabilities – 
perspectives from the ground

Summary

The Charter of Fundamental Rights 
of the European Union sets out rights that are 
particularly relevant to persons with disabilities. 
The most important are the integration 
of persons with disabilities (Article 26) 
and non‑discrimination (Article 21).

For most people in the EU, the local community 
is the everyday backdrop to their lives. Choices 
about when to go out, what to eat, where to shop 
or how to get to a friend’s house are so routine 
that people make them without noticing. For many 
people with disabilities, however, this is not the 
case. People with disabilities living in institutions, 
in particular, are often prevented from making 

basic decisions about their lives. Everyday choices 
about when to have dinner, when to go to sleep 
or who to live with are made by others on their 
behalf. This drastically curtails the choice and con-
trol they can exercise over their lives, and pre-
vents them from participating in the lives of their 
communities.

The exclusion and isolation stemming from 
 institutionalisation of persons with disabilities has 
prompted a recognition of the need to ensure that 
people with disabilities can live in the community 
on an equal basis with others. Making the transition 
from institutional to community-based forms of liv-
ing and support arrangements is also called deinsti-
tutionalisation. It is, however, proving a considerable 

HELPING TO MAKE FUNDAMENTAL RIGHTS 
A REALITY FOR EVERYONE IN THE EUROPEAN UNION

Figure 1: What people with disabilities say about moving to live in the community

“I’m a new girl now, I 
know what I want and 

everything.”
(Claire, Ireland)

“I have a life. [...] Having a 
house feels like I won the 

lottery.”
(Romeo, Italy) 

“What is a good living situation? When 
you can decide things by yourself, that is a 

good living situation.” 
(Mikko, Finland)

“We had no [financial] resources, no 
freedom to buy something, to go out: 
we stayed locked. And now we feel 

free!“
(Ivan, Bulgaria)

“I am particularly happy about being 
able to make my own plans, deci‑

sions and choices, especially over the 
weekends.”

(Paul, Slovakia)

Note: All names are pseudonyms.
Source: FRA, 2018
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challenge for EU Member States.1 Concerns over 
cost, the impact on staff currently working in insti-
tutions, poor coordination between different lev-
els and sectors of government, lack of knowledge 
about how to implement the transition in practice 
and a residual perception that many people with 
disabilities are ‘unable’ to live in the community 
each impede efforts to achieve independent living.

The European Union Agency for Fundamental Rights 
(FRA) wanted to contribute to making steps to imple-
ment deinstitutionalisation more effective, by cap-
turing concrete evidence of what is and what is 
not working on the ground. To do this, the agency 
conducted extensive fieldwork research in five EU 
Member States (Bulgaria, Finland, Ireland, Italy and 
Slovakia) at different stages of the deinstitutional-
isation process. The fieldwork aimed to give actors 
involved in the deinstitutionalisation process – from 
national policymakers to persons with disabilities, 
and the staff of institutional and community-based 
services – the opportunity to share their knowledge, 
experiences and perceptions of what drives the pro-
cess forward, and the barriers that hold it back. The 
Annex gives an overview of the key drivers and 
barriers emerging from the research.

This summary report presents the key findings of 
that fieldwork and the FRA opinions stemming from 
them. The main report, From institutions to com‑
munity living for persons with disabilities: perspec‑
tives from the ground, presents the detailed find-
ings of the fieldwork. In addition, the five national 
case studies that accompany the main report pre-
sent the results of the fieldwork in each country.2

What is 
deinstitutionalisation?

Article 19 of the United Nations (UN) Convention on 
the Rights of Persons with Disabilities (CRPD) sets 
out the right of people with disabilities to live inde-
pendently and be included in the community. This 
report shortens the name of the right to ‘the right 
to independent living’. Article 19 lies at the heart of 
the convention and is the core global standard for 

1 See FRA (2017), From institutions to community living – 
Part I: commitments and structures, Luxembourg, 
Publications Office of the European Union (Publications 
Office); FRA (2017), From institutions to community 
living – Part II: funding and budgeting, Luxembourg, 
Publications Office; FRA (2017), From institutions to 
community living – Part III: outcomes for persons with 
disabilities, Luxembourg, Publications Office; FRA (2012), 
Choice and control: the right to independent living, 
Luxembourg, Publications Office.

2 https://fra.europa.eu/en/country-data/2018/right- 
independent-living-case-studies.

independent living. It spells out explicitly that people 
with disabilities, regardless of the type and sever-
ity of their impairment, have an equal right to live 
independently and be included in the community.

Article  19 of the CRPD sets out a positive vision 
of “living in the community, with choices equal to 
others”. It contrasts “living in the community” with 
“isolation or segregation from the community”, and 
breaks down “full inclusion and participation” of per-
sons with disabilities into three elements:

• 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 (Article 19 (a)).

• 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 (Article 19 (b)).

• Availability of community services and 
facilities: ensuring that existing public services 
are inclusive of persons with disabilities 
(Article 19 (c)).3

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 “inde-
pendent living and being included in the community 
refer to life settings outside residential institutions 
of all kinds”.4 This implies that the choice of where 
to live set out in Article 19 (a) does not encompass 
the choice to live in an institutionalised setting, as 

3 These three components are analysed in greater 
depth by the Council of Europe Commissioner for 
Human Rights  (2012), The right of people with 
disabilities to live independently and be included in 
the community, Strasbourg, Council of Europe; and 
UN General Assembly (2014), Thematic study on the 
right of persons with disabilities to live independently 
and be included in the community, A/HRC/28/37, 
12 December 2014.

4 See, in particular, CRPD Committee (2017), General 
comment No. 5 (2017) on living independently and 
being included in the community, CRPD/C/GC/5, 
27 October 2017, para.  16  (c). Many organisations, 
including FRA, submitted written comments on the 
draft General Comment.

http://fra.europa.eu/en/publication/2017/independent-living-structures
http://fra.europa.eu/en/publication/2017/independent-living-structures
http://fra.europa.eu/en/publication/2017/independent-living-funding
http://fra.europa.eu/en/publication/2017/independent-living-funding
http://fra.europa.eu/en/publication/2017/independent-living-outcomes
http://fra.europa.eu/en/publication/2017/independent-living-outcomes
http://fra.europa.eu/en/publication/2017/independent-living-outcomes
http://fra.europa.eu/en/publication/2012/choice-and-control-right-independent-living
https://fra.europa.eu/en/country-data/2018/right-independent-living-case-studies
https://fra.europa.eu/en/country-data/2018/right-independent-living-case-studies
https://www.coe.int/t/commissioner/source/prems/RightsToLiveInCommunity-GBR.pdf
https://www.coe.int/t/commissioner/source/prems/RightsToLiveInCommunity-GBR.pdf
https://www.coe.int/t/commissioner/source/prems/RightsToLiveInCommunity-GBR.pdf
http://www.ohchr.org/EN/HRBodies/HRC/RegularSessions/Session28/Documents/A_HRC_28_37_ENG.doc
http://www.ohchr.org/EN/HRBodies/HRC/RegularSessions/Session28/Documents/A_HRC_28_37_ENG.doc
http://www.ohchr.org/EN/HRBodies/HRC/RegularSessions/Session28/Documents/A_HRC_28_37_ENG.doc
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
http://www.ohchr.org/EN/HRBodies/CRPD/Pages/WSArticle19.aspx
http://www.ohchr.org/EN/HRBodies/CRPD/Pages/WSArticle19.aspx
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these should be replaced with “independent living 
support services”.5

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 

5 CRPD Committee (2017), General comment No. 5 
(2017) on living independently and being included 
in the community, CRPD/C/GC/5, 27 October 2017, 
para. 42. See also many of the submissions to the 
CRPD Committee on its draft General Comment.

are provided in the community according to indi-
vidual will and preference.”6 Services provided in 
the community – or community-based services – 
include personal assistance, housing adaptations, 
technical aids and assistive devices, peer support and 
counselling, and help with household tasks, among 
other things.7 This summary report uses ‘the tran-
sition from institutional to community-based sup-
port’ interchangeably with ‘deinstitutionalisation’.

6 UN General Assembly (2014), Thematic study on the 
right of persons with disabilities to live independently 
and be included in the community, A/HRC/28/37, 
12 December 2014, para. 25; and FRA (2017), From 
institutions to community living – Part II: funding and 
budgeting, Luxembourg, Publications Office.

7 See European Expert Group on the transition from 
institutional to community-based care (EEG) (2012), 
Common European Guidelines on the transition from 
institutional to community‑based care, Chapter 4; and 
CRPD Committee (2017), General Comment No. 5 – 
Article 19: Living independently and being included 
in the community, CRPD/C/GC/5, 27 October 2017.

http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
http://www.ohchr.org/EN/HRBodies/HRC/RegularSessions/Session28/Documents/A_HRC_28_37_ENG.doc
http://www.ohchr.org/EN/HRBodies/HRC/RegularSessions/Session28/Documents/A_HRC_28_37_ENG.doc
http://www.ohchr.org/EN/HRBodies/HRC/RegularSessions/Session28/Documents/A_HRC_28_37_ENG.doc
http://fra.europa.eu/en/publication/2017/independent-living-funding
http://fra.europa.eu/en/publication/2017/independent-living-funding
http://fra.europa.eu/en/publication/2017/independent-living-funding
https://deinstitutionalisation.com/eeg-publications/
https://deinstitutionalisation.com/eeg-publications/
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GC/5&Lang=en
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Key findings and FRA opinions
“They have simply realised that their life is 
similar to ours, you see? […] And that really 
makes them happier.” (Slovakia, employee of an 
institutional service)

By ratifying the CRPD, the EU and all 28 of its 
 Member States have committed to realising the 
right of persons with disabilities to live indepen-
dently in the community. This includes achieving 
deinstitutionalisation for those persons with disa-
bilities living in institutional settings. This research 
shows, however, that much remains to be done 
to make deinstitutionalisation a reality in practice. 
More than one million Europeans with disabilities 
continue to live in institutions.8 Both they, and many 
people with disabilities already living in the com-
munity, are prevented from realising their poten-
tial by a lack of available and affordable support 
services, persisting stigma and discrimination, and 
inaccessible environments.

The following FRA opinions build on the findings of 
FRA’s fieldwork to examine the drivers of and bar-
riers to the deinstitutionalisation process, as expe-
rienced by the actors responsible for designing and 
implementing it, and by the individuals and families 
going through the transition process. (For an over-
view of the key drivers and barriers emerging from 
the research, see the Annex). The opinions address 

8 Mansell, J., Knapp, M., Beadle-Brown, J. and Beecham, J. 
(2007), Deinstitutionalisation and community living – 
outcomes and costs: report of a  European Study. 
Volume  2: main report, Canterbury, Tizard Centre, 
University of Kent.

the five essential features of successful deinstitu-
tionalisation that FRA identified on the basis of the 
research findings (see Table 1).

Commitment to deinstitutionalisation and a change 
in attitudes emerge from the research as the most 
important features of successful deinstitutionalisa-
tion. As with all the features, they are closely inter-
linked: changes in attitudes towards persons with 
disabilities drive commitment to deinstitutionalisa-
tion, whereas commitments on paper mean little 
unless attitudes shift. Active cooperation, availabil-
ity of guidance and practical organisation are the 
enabling elements that facilitate efforts to make 
deinstitutionalisation a reality. Both active cooper-
ation and availability of guidance ensure that polit-
ical commitment to deinstitutionalisation is carried 
through, and that changes in attitudes are fostered 
through a common goal and vision for independent 
living. Practical organisation, composed of a series 
of interdependent components, involves the eve-
ryday elements that enable life in the community. 
These are often difficult to put in place but invis-
ible when working smoothly.

The FRA opinions primarily address policymakers 
in the EU institutions and the national administra-
tions of EU Member States. The participants in the 

Table 1: Key features of a successful deinstitutionalisation process

Key feature Explanation 

Commitment to 
deinstitutionalisation

• On the part of authorities at the national, regional and/or local levels
• On the part of people involved in the process, that is, staff of services for persons 

with disabilities, families, persons with disabilities

A change in attitudes 
towards persons with 
disabilities

• Towards deinstitutionalisation and how services and support are provided to 
persons with disabilities

• Towards empowering persons with disabilities to live independently

Active cooperation between 
the people involved in 
deinstitutionalisation

• Between different levels of governance (national, regional, local)
• Between different sectors involved in the deinstitutionalisation process (for 

example health, housing, employment)
• With families and persons with disabilities, the local community and disabled 

persons’ organisations

Availability of guidance to 
support deinstitutionalisation

• Tools on how to implement the deinstitutionalisation process
• Training and re-training of staff who work on the deinstitutionalisation process
• Pilot projects on deinstitutionalisation

Practical organisation of 
deinstitutionalisation

• Organisation and implementation of the deinstitutionalisation process
• Availability of support services in the community
• Preparing people involved in the process for deinstitutionalisation

Source: FRA, 2018

https://www.kent.ac.uk/tizard/research/DECL_network/documents/DECLOC_Volume_2_Report_for_Web.pdf
https://www.kent.ac.uk/tizard/research/DECL_network/documents/DECLOC_Volume_2_Report_for_Web.pdf
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research also proposed a wealth of other practical 
suggestions. These are relevant to a wider audi-
ence, including local and regional authorities, man-
agers and staff of services for persons with disabil-
ities, disabled persons’ organisations, and persons 
with disabilities and their families. Many of these 
opinions echo those in previous FRA reports on 
the rights of persons with disabilities, in particu-
lar From institutions to community living – Parts 
I, II and III (2017), Violence against children with 
disabilities: legislation, policies and programmes in 
the EU (2015) and Choice and control: the right to 
independent living (2012).

When responding to the opinions, EU institutions 
and Member States should ensure that they fully 
involve persons with disabilities, through their repre-
sentative organisations, as required by Article 4 (3) 
of the CRPD. Establishing or strengthening existing 
consultative mechanisms, such as advisory bod-
ies that include persons with disabilities and their 
representative organisations, is one way to ensure 
the full participation of persons with disabilities in 
the design, implementation and monitoring of all 
efforts to further deinstitutionalisation.

Common understanding 
of what deinstitutionalisation 
and independent living mean
Deinstitutionalisation entails fundamental changes 
in how and where services for persons with dis-
abilities are provided, participants emphasised. It 
involves both a  physical relocation from institu-
tional settings to accommodation in the commu-
nity, and a transformation in the culture shaping 
how services are delivered, so that they respond 
to individual needs and preferences. To ensure that 
community-based services promote autonomy and 
inclusion for persons with disabilities, these two 
elements must work in tandem.

However, understandings of these key terms across 
the participant groups often diverge from the defi-
nitions provided by the CRPD Committee in its Gen-
eral Comment on Article 19 of the convention, the 
research shows. Some participants saw independ-
ent living as meaning that persons with disabilities 
live in the community with limited or no financial 
and staff support. Others, particularly at the local 
level, felt that independent living is not appropri-
ate for those with severe impairments or challeng-
ing behaviour. This is partly because of a lack of 
suitable community-based services for people with 
complex needs. Nevertheless, several participants 
noted that such attitudes often mean that deinsti-
tutionalisation processes start with those with less 

severe impairments, to the detriment of individu-
als with complex needs.

These different understandings prevent a common 
approach to putting deinstitutionalisation into prac-
tice. They also create frustration among the many 
different stakeholders involved in the process. Local-
level participants felt they are tasked to implement 
policy that does not reflect reality on the ground, 
for example. Representative organisations of per-
sons with disabilities meanwhile worried that staff 
of disability and other social services, and policy-
makers, do not incorporate rights-based approaches 
in their work. This can impede successful transition 
processes, as different actors take different steps to 
implement their own understanding of independ-
ent living. The Common European Guidelines on the 
transition from institutional to community‑based 
care aim to address this by providing policymak-
ers at all levels with practical, rights-based advice 
on how to achieve deinstitutionalisation.9

Despite these differences, all the participants with 
personal experience of deinstitutionalisation – rang-
ing from persons with disabilities to families, staff 
and community members – emphasised the positive 
impact it had on their lives. For persons with disa-
bilities, it prompts greater choice and control, more 
personal space and privacy, and better relation-
ships with staff, families and the wider community.

FRA opinion 1

EU Member States should ensure that their laws, 
policies and programmes on deinstitutionalisation 
are in line with the concept of independent living 
set out in the CRPD. To do this, they can draw on 
the definitions set out in the general comment 
on Article 19 of the CRPD. Laws, policies and pro‑
grammes should incorporate all persons with di‑
sabilities, irrespective of the type and severity of 
impairment.

Member States could make use of the Common 
European Guidelines on the transition from insti‑
tutional to community‑based care to inform trai‑
ning on key concepts for stakeholders responsible 
for deinstitutionalisation policy and implementa‑
tion. The European Commission should support 
the development of a  common understanding of 
deinstitutionalisation in actions supported by the 
European Structural and Investment Funds by fur‑
ther promoting use of the Common European Gui‑
delines, particularly at the national level.

9 EEG  (2012), Common European Guidelines on the 
transition from institutional to community‑based care.

http://www.esn-eu.org/raw.php?page=files&id=334
http://www.esn-eu.org/raw.php?page=files&id=334
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Commitment 
to deinstitutionalisation

Participants across countries and stakeholder groups 
agreed on the crucial importance of commitment to 
deinstitutionalisation across all levels of governance 
and among all stakeholders involved in the process. 
This commitment can derive from outside pressure, 
for example from the media or the EU, from indi-
vidual stakeholders committed to deinstitutionali-
sation, and from the determined self-advocacy of 
persons with disabilities. Participants emphasised 
that commitment to developing laws and policies 
must be matched by a willingness to take the some-
times difficult steps to implement them.

At the national level, the research found strong 
signals of political will to implement the CRPD 
through legal reforms and targeted deinstitution-
alisation strategies supported by adequate funding 
and actions to implement. Two-thirds of EU Mem-
ber States have either adopted a dedicated strategy 
on deinstitutionalisation or included measures for 
deinstitutionalisation in a broader disability strat-
egy, FRA’s report From institutions to community 
living – Part 1: commitments and structures indi-
cates. Participants welcomed these commitments, 
but expressed frustration at delays in their imple-
mentation. Many stakeholders at the local level 
argued that, in some cases, local commitment to 
deinstitutionalisation is stronger than national com-
mitment. They felt that such local-level commitment 
can serve to inform, strengthen and campaign for 
greater national commitment.

FRA opinion 2

All EU Member States should adopt 
 deinstitutionalisation strategies. These strategies 
should include specific targets and clear deadlines, 
and be adequately financed. They should also be 
sufficiently broad in scope to cover the different 
sectors involved in the transition from institutio‑
nal to community‑based support. These include 
health, employment and housing, in addition to 
support services for persons with disabilities.

The European Commission should include com‑
prehensive and explicit measures, within its areas 
of competence, for the protection, promotion and 
fulfilment of the right to independent living in the 
post‑2020 European disability strategy. To deliver 
on commitments contained in the European Pillar 
of Social Rights, the EU legislature should proceed 
swiftly with concrete legal initiatives to implement 
the principles and rights enshrined in the Pillar.

Funding that is insufficient, poorly spent or difficult 
to access undermines efforts to achieve successful 
deinstitutionalisation, participants argued. They high-
lighted the need to shift funding from institutional 
to community-based services, and to provide addi-
tional resources to cover the costs of running insti-
tutional and community-based services in parallel 
during the transition phase. Individualised financial 
support models, such as direct payments and per-
sonal budgets, promote greater choice and control 
for persons with disabilities, they felt.

Many participants in Bulgaria and Slovakia 
 highlighted the importance of European Structural 
and Investment Funds (ESIF) in funding deinstitu-
tionalisation. However, using ESIF presents several 
practical challenges, they pointed out: these pro-
vide important lessons for the post-2020 funding 
period. ESIF’s project-based approach means that 
funding is time bound, which makes the sustain-
ability of projects questionable if national funding 
is either not in place or insufficient to continue the 
activity when the ESIF project ends. In addition, 
restrictions on which organisations ESIF can finance, 
and a failure to take full advantage of the different 
activities that ESIF can fund, can mean that more 
innovative practices struggle to access financing.

FRA opinion 3

EU Member States, and the European Commission 
when ESIF are involved, should allocate resources 
for the prompt deinstitutionalisation of persons 
with disabilities. They should phase out invest‑
ment in institutions and instead sufficiently fund 
services in the community that persons with disa‑
bilities guide and control. They should pay particu‑
lar attention to developing personalised financial 
support options. These actions should have clear 
timelines and be subject to robust and independent 
monitoring,

EU institutions and Member States should take 
advantage of the full range of EU financial tools 
to support the transition from institutional to com‑
munity‑based support. This should include training 
and capacity building for staff, developing indivi‑
dual support plans, and funding home adaptations 
and other infrastructure. The EU legislature should 
ensure that the post‑2020 ESIF regulations build 
on the current legal framework and contain strong 
fundamental rights guarantees to ensure that the 
EU fully respects its human and fundamental rights 
obligations under the CRPD and the Charter for 
Fundamental Rights.

Depriving people of legal capacity both leads to and 
lengthens institutionalisation by preventing people 
with disabilities from making choices about their 
lives, participants reported. It also has an impact on 
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how people with disabilities are viewed, participants 
highlighted, because it casts them as being unable 
to express their preferences. This reinforces the 
findings of FRA’s report Legal capacity of persons 
with intellectual disabilities and persons with men‑
tal health problems, in which participants reported 
that their guardians took decisions over where they 
should live.10

FRA opinion 4

In line with their obligations under Article 12 of the 
CRPD, EU Member States should abolish all subs‑
tituted decision‑making schemes and develop al‑
ternative supported decision‑making mechanisms 
that empower people with disabilities to make 
decisions about their lives.

A change in attitudes 
towards persons with 
disabilities
Attitudes towards persons with disabilities are gen-
erally improving, participants felt. At the societal 
level, this is in large part a result of people with 
disabilities gradually becoming more visible. This 
contributes to a positive cycle: as people with disa-
bilities become more visible and active in the com-
munity, communities are more welcoming to them, 
making the transition process easier. At the indi-
vidual level, positive attitudes among staff of dis-
ability services empower people with disabilities 
to transition to the community and set a positive 
example for other colleagues.

However, strongly embedded beliefs that people 
with disabilities should be ‘looked after’ and ‘cared 
for’ persist among staff, family members and, in 
some cases, persons with disabilities themselves. 
When staff hold them, such attitudes both prevent 
people with disabilities from leaving institutions, 
and lead to institutional approaches being carried 
over into community-based services. Among fam-
ilies, concerns about a lack of appropriate support 
services in the community fuel fears for the safety 
and security of their relatives if they start living 
independently in the community. This contributes 
to resistance towards deinstitutionalisation efforts. 
For persons with disabilities, the lack of opportu-
nities in institutions to acquire and develop every-
day life skills can leave them feeling ill-equipped 
for life in the community.

10 FRA (2013), Legal capacity of persons with intellectual 
disabilities and persons with mental health problems, 
Luxembourg, Publications Office.

FRA opinion 5

EU institutions and Member States should develop 
campaigns at the national and local levels to raise 
awareness of the right of persons with disabilities 
to live independently and be included in the com‑
munity. The campaigns should include activities 
targeting the general public, national and local 
public officials, and service providers, as well as 
persons with disabilities and their families. They 
should focus on reshaping perceptions of disability, 
promoting diversity and tackling the stigma around 
disability. Any campaign should be fully accessible 
to persons with disabilities.

Participants felt that positive stories of people with 
disabilities living ordinary lives in the community 
help to reshape perceptions of disability and counter 
the ‘fear of the unknown’. These success stories are 
important both at the societal level, to help shape 
public attitudes, and at the individual level, where 
concrete examples of people transitioning from insti-
tutional to community-based services can help alle-
viate doubts that deinstitutionalisation is possible.

FRA opinion 6

EU institutions and Member States should work 
with media and other communication providers 
to develop and disseminate positive images of 
persons with disabilities living independently and 
being included in their communities. These could 
include stories of persons with disabilities gai‑
ning choice and control over their lives through 
deinstitutionalisation.

Active cooperation between 
the people involved in the 
deinstitutionalisation process
Deinstitutionalisation involves a  wide range of 
actors. Systematic coordination and effective coop-
eration between them is essential. They include 
public authorities at the national, regional and local 
levels, and across sectors ranging from disability 
services to health, education and employment, as 
well as third sector organisations. But it also encom-
passes those whose involvement is personal rather 
than professional: families, local communities and 
persons with disabilities.

Participants spoke extensively about the  importance 
of cooperation, but reported that it is often lacking 
in practice. They pointed to gaps in cooperation both 
between different levels of government and across 
different sectors, driven in part by a tendency for 
stakeholders to focus only on their specific role in 

http://fra.europa.eu/en/publication/2013/legal-capacity-persons-intellectual-disabilities-and-persons-mental-health-problems
http://fra.europa.eu/en/publication/2013/legal-capacity-persons-intellectual-disabilities-and-persons-mental-health-problems
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the process and a lack of clarity about which bodies 
are responsible for what part of the transition pro-
cess. Establishing working groups bringing together 
a wide range of relevant actors can improve coor-
dination, cement cooperation and support a holistic 
approach to deinstitutionalisation, participants felt.

FRA opinion 7

EU Member States should develop mechanisms 
and processes to ensure effective coordination and 
cooperation between municipal, local, regional and 
national authorities, and across relevant sectors, 
including housing, employment, health and social 
services. This could include establishing a  wor‑
king group to coordinate actions and assess pro‑
gress towards deinstitutionalisation, composed of 
representatives of different governance levels and 
sectors, service providers, and persons with disabi‑
lities and their family members.

Some local-level participants reported feeling 
excluded from decision-making processes. They 
argued that this left national policymakers, in par-
ticular, without access to knowledge and experi-
ence of the everyday process of deinstitutionalisa-
tion. This increases the risk of developing policies 
that prove unworkable in practice.

FRA opinion 8

When developing and implementing policies, 
 action plans and guidelines on deinstitutionalisa‑
tion, EU Member States should consult and actively 
engage frontline practitioners with experience and 
knowledge of implementing the transition from 
institutional to community‑based support.

Many participants pointed to the important 
 contribution of so-called third sector organisations, 
such as associations, non-profit organisations, coop-
eratives, social enterprises and non-governmental 
organisations (NGOs), throughout the deinstitution-
alisation process. At the policy level, they cred-
ited these organisations with achieving legislative 
reforms through their advocacy work. In implemen-
tation terms, they both pilot new and innovative 
services and provide valued expert advice on how 
to achieve deinstitutionalisation.

FRA opinion 9

EU Member States should actively engage relevant 
third sector organisations in the design and delivery 
of deinstitutionalisation policies and programmes.

Availability of guidance 
to support the 
deinstitutionalisation process
Many participants spoke of struggling to translate 
the principles of autonomy, choice and control into 
practice. Practitioners reported an absence of guid-
ance from the national level on how to apply law 
and policy to the realities they experience in their 
daily work. They identified more concrete and bet-
ter targeted guidance as key to enabling them to 
implement a person-centred approach in practice. 
Participants also highlighted that guidance should 
be complemented by opportunities to see and dis-
cuss good practices in person. Learning exchanges 
allow stakeholders to acquire new knowledge and 
ideas on how to design and implement deinstitu-
tionalisation, they noted.

Gaps in guidance to persons with disabilities and 
their families left some participants feeling unclear 
about what would happen to them and when dur-
ing the deinstitutionalisation process, and reduced 
their ability to participate actively in the process.

FRA opinion 10

EU Member States should develop practical 
 guidelines, protocols and toolkits on how to imple‑
ment deinstitutionalisation, in collaboration with 
people with disabilities and frontline staff. This gui‑
dance should focus on providing practitioners with 
concrete advice to support their daily work, inclu‑
ding how to identify individual needs, prepare sup‑
port plans and develop independent living skills in 
people with disabilities. This could be accompanied 
by guidance for persons with disabilities and their 
families on the main stages of the deinstitutionali‑
sation process.

EU Member States should facilitate learning 
 exchanges between localities, regions and 
countries. The European Commission should fur‑
ther develop and strengthen mechanisms to foster 
exchange of good practices between EU Member 
States. This should incorporate funding, including 
through the use of ESIF, short‑term field visits and 
longer‑term professional exchanges to enable 
peer‑to‑peer learning.

Participants highlighted training for staff as a  critical 
component of transforming institutional practices 
into person-centred approaches based on an inde-
pendent living philosophy. This encompasses both 
training for new staff entering disability services and, 
in particular, re-training for existing staff on how to 
change the way they deliver services to meet the 
requirements of the CRPD. Training for staff work-
ing in other sectors such as health, employment 
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and transport is also necessary. Participants empha-
sised that training should be on-going and based 
on practical examples.

FRA opinion 11

EU Member States should provide compulsory 
training for all actors involved in the deinstitutio‑
nalisation process on how to embed the principles 
of choice and control for persons with disabilities 
in their work. They should pay particular attention 
to training frontline staff, whether newly recruited 
or long‑serving, to implement person‑centred ap‑
proaches in the delivery of services.

Practical organisation of the 
deinstitutionalisation process

Participants emphasised two core elements of 
organising deinstitutionalisation in practice: devel-
oping specialised support services in the commu-
nity, and making general services available to the 
public accessible to persons with disabilities. Both 
are, however, lacking. Specialised support services 
in the community include personal assistance, hous-
ing adaptations, technical aids, sign language inter-
preters, peer support and daycare centres, among 
others.

The absence of appropriate community-based 
 disability services prevents people from leav-
ing institutions, as they remain the only source of 
essential support. It also impedes the full realisa-
tion of independent living in the community, by 
curtailing the ability of people with disabilities to 
exercise choice and control over their lives. Partic-
ipants reported that many community-based ser-
vices are based on a  ‘one size fits all’ approach, 
rather than being tailored to the needs and wishes 
of individuals. Efforts to develop more responsive 
services are sometimes undermined by overly rigid 
rules and regulations, participants report. Develop-
ing individual support plans for persons with dis-
abilities is one way to help these services better 
their individual needs.

FRA opinion 12

EU Member States should ensure that a  range of 
community‑based living arrangements are avai‑
lable to give persons with disabilities, regardless 
of type and degree of impairment, a  meaningful 
choice over where to live.

EU Member States should ensure that adequate, 
good‑quality and freely chosen personalised 
support for independent living is available for all 
persons with disabilities. This support should be 
available regardless of an individual’s living arran‑
gements. It should also be under the user’s control. 
EU Member States should pay particular attention 
to developing personal assistance services.

Housing, healthcare and transport services are often 
not accessible to persons with disabilities or unre-
sponsive to their needs. Participants emphasised 
that being unable to access these services, and fac-
ing discrimination and prejudice when trying to do 
so, deepen the isolation of people with disabilities. 
This is compounded by the difficulties of access-
ing employment on the open labour market, which 
deprive people with disabilities of a route to finan-
cial stability and social inclusion.

FRA opinion 13

The EU and its Member States should develop, 
spread awareness of and monitor through inspec‑
tions the implementation of minimum standards 
and guidelines for the accessibility of facilities and 
services that are open or provided to the public. 
The minimum standards should encompass the 
accessibility needs for all persons with disabilities.

EU Member States should develop measures to 
ensure non‑discrimination on the grounds of disa‑
bility in employment and occupation, in line with 
their obligations under the Employment Equality 
Directive and in cooperation with their national 
equality bodies. They should develop programmes 
to facilitate equal access to employment on the 
open labour market for people with disabilities.

For persons with disabilities themselves, participants 
emphasised the role of opportunities to develop 
independent living skills such as cooking, shopping 
or cleaning, which are not developed when living 
in institutionalised settings. Participants highlighted 
that this can help make the prospect of deinstitu-
tionalisation less daunting for people with disabil-
ities and reduce families’ concerns that their rela-
tives lack the everyday skills necessary for living 
independently in the community.

FRA opinion 14

EU Member States should establish programmes 
to develop and strengthen the independent living 
skills of persons with disabilities, in close coope‑
ration with persons with disabilities and their re‑
presentative organisations. Member States should 
ensure that all such activities are fully accessible 
to all persons with disabilities, irrespective of type 
and degree of impairment.
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Annex: Overview of drivers of and barriers 
to deinstitutionalisation
Table 2 presents an overview of the key drivers of and barriers to deinstitutionalisation emerging from the 
FRA research.

Table 2: Overview of drivers of and barriers to deinstitutionalisation

Key drivers
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Key barriers

National political commitment 
to deinstitutionalisation
Political commitment at the national level, 
backed up with adequate policies and 
implementation measures, is crucial for successful 
deinstitutionalisation. 
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Insufficient, difficult to access or poorly assigned 
funding
Insufficient, poorly spent or difficult to access 
funding is a recurring barrier. Some participants, 
however, pointed to examples of good results 
achieved in the absence of specific funding. 

Commitment at local level
For the process to move forward, national 
commitment should be complemented by 
commitment at the local level. Local-level 
commitment can serve to inform, strengthen and 
campaign for greater national commitment. 

Vested interests trying to block 
deinstitutionalisation
Participants spoke of instances of corruption, and 
reluctance on the part of providers of institutional 
services to change existing models.

External pressure to hasten deinstitutionalisation
National commitment sometimes emerges in 
response to external pressures from the media, 
monitoring reports and the EU itself, particularly 
in relation to ESIF. However, many participants 
questioned if this would produce reactive results 
that could be of poorer quality. 

Deprivation of legal capacity
Deprivation of legal capacity can lead to or 
lengthen institutionalisation and contributes to 
risk aversion among staff, resulting in people 
being assessed as needing much higher levels of 
support than they actually do.

Persons with disabilities demanding 
deinstitutionalisation
Empowerment of persons with disabilities 
is a crucial aspect of commitment to 
deinstitutionalisation.

Changes in public attitudes towards persons with 
disabilities
Deinstitutionalisation creates a ‘virtuous cycle’: 
as people with disabilities become more visible 
in the community, communities are more 
welcoming of them, making the transition process 
easier.
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Institutional models of ‘care’ persisting
Strongly embedded beliefs that people with 
disabilities should be ‘looked after’ and ‘cared for’ 
both prevent people from leaving institutions and 
lead to the persistence of institutional practices in 
community-based services.

Media and individual stories redefining public 
perceptions of people with disabilities
Positive representations of people with 
disabilities can help to reshape perceptions of 
disability and counter ‘fear of the unknown’.

Learned dependence of persons with disabilities
Institutionalisation often leaves people with 
disabilities without the basic independent living 
skills needed in the community.

Changes in staff attitudes towards people 
with disabilities
Staff committed to independent living empower 
people with disabilities to transition to the 
community and set a positive example for other 
colleagues.

Family resistance to deinstitutionalisation
Families are often reluctant to support 
deinstitutionalisation for their relatives because 
of concerns about the availability of community-
based services and about safety and security in 
the community.
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Cooperation at local level
Effective cooperation between different actors 
at the local level is an essential component of 
successful deinstitutionalisation. This can take 
the form of formal working groups or networks, 
or more informal working relationships between 
different actors.
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Lack of cooperation between and across sectors
Inadequate or ineffective cooperation can create 
confusion about responsibilities for implementing 
deinstitutionalisation. Participants reported 
a tendency to focus only on their role rather than 
on the process as a whole.

Cooperation with the families of persons 
with disabilities
Involving families throughout the 
deinstitutionalisation process helps to overcome 
any resistance to the transition, and allows 
families to participate actively in the process.

Lack of cooperation between different levels 
of governance
Gaps in cooperation between national, regional 
and local actors can leave practitioners feeling 
excluded from decision-making processes around 
deinstitutionalisation. It also increases the risk 
of developing policies that prove unworkable in 
practice.

Cooperation with actors bringing innovation 
and change
Cooperating with third sector organisations and 
NGOs brings innovative ideas and experiences to 
the deinstitutionalisation process.

Lack of cooperation with the local community
Not involving the local community in 
deinstitutionalisation processes can further 
entrench resistance to deinstitutionalisation.

Pilot projects showcasing how 
deinstitutionalisation works in practice
Visiting pilot projects and learning exchanges 
allows stakeholders to acquire new 
knowledge and ideas on how to implement 
deinstitutionalisation.
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s Insufficient guidance from national to local level
Lack of actionable guidance from national 
policymakers makes it more difficult for 
practitioners to implement deinstitutionalisation 
law and policy in practice.

Staff (re-)training and recruitment
Recruiting new staff and re-training existing 
ones is an essential component of instilling 
an independent living philosophy in disability 
services.

Insufficient preparation and information for 
persons with disabilities and their families
Lack of information about how and when 
deinstitutionalisation will take place can create 
confusion and reduce the ability of persons 
with disabilities and their families to participate 
actively in the process.

Individual support plans for persons with 
disabilities
Individual plans can help to identify an individual’s 
wishes and support persons with disabilities 
during and after deinstitutionalisation.
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Lack of specialised support services in the 
community for people with disabilities
The absence of appropriate community-based 
services for persons with disabilities prevents 
people from leaving institutions and impedes 
the full realisation of independent living in the 
community.

Developing independent living skills
Opportunities to develop everyday skills, for 
example in so-called ‘training apartments’, help 
to equip people with disabilities for life in the 
community.

Inaccessible general services, including housing, 
health and transport services
Many services available to the general public 
are inaccessible for persons with disabilities, 
leaving them without crucial support and unable 
to participate in community life on an equal basis 
with others.

Inflexible rules and regulations on the provision 
of services to people with disabilities
Excessively rigid rules and regulations can 
perpetuate an institutional culture in community-
based services and suppress innovation.

Lack of employment opportunities
People with disabilities face numerous barriers 
to entering the labour market, depriving them 
of a crucial route to financial stability and social 
inclusion.

Staff working conditions
Concern among staff that their working conditions 
will deteriorate as a result of deinstitutionalisation 
can undermine their support for the process.

Source: FRA, 2018
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Further information:
From institutions to community living: FRA reports on Article 19 of the CRPD

For the full FRA report From institutions to community living for persons with disabilities: perspectives from the ground, 
see: http://fra.europa.eu/en/publication/2018/independent-living-reality.

In October 2017, the agency published three reports looking at different aspects of law and policy on deinstitutionalisation 
and independent living for persons with disabilities:
 • Part I: commitments and structures: the first report highlights the obligations that 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 III: outcomes for persons with disabilities: the third report completes the series by focusing on the impact that 

these commitments and funds are having on the independence and inclusion persons with disabilities experience in 
their daily lives.

These reports are also available in easy read and a summary of the reports is available in Bulgarian, English, Finnish, Italian 
and Slovakian.

In addition, FRA has published:
 • human rights indicators on Article 19 of the CRPD, including a number of statistical outcome indicators;
 • a summary overview of types and characteristics of institutional and community-based services for persons with 

disabilities in the 28 EU Member States.

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