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The Structural Funds are financial instruments that the European Commission uses as part of its
regional policy to promote economic and social cohesion in the European Union. The funds are
earmarked for development purposes, and they are very substantial: the Structural Funds budget
package for 2007-2013 is 347.410 billion EUR, which is a third of the total European Union
budget.*

In view of how significant the funding is, and the potential impact on people’s lives, | am very
pleased to introduce the European Coalition for Community Living’s report on Structural Funds
expenditure in Central and Eastern Europe (CEE). It is time to take a close look at how European
Taxpayers’ money is being spent across this region, and specifically how this spending affects the
lives of hundreds of thousands of people with disabilities.

For the past 15 years, the Open Society Mental Health Initiative (MHI) has invested in the
development of community-based alternatives to the institutionalisation of people with mental
disabilities across CEE. The development we have supported in this field has gone a long way to
challenge the status quo that excludes people with disabilities from society. But in spite of MHI's
considerable technical support and investment during the transition period, no CEE government
has made a serious commitment to a large-scale shift of government investment towards a range
of community-based services that would enable all disabled people to live in their communities.
This lack of commitment persists, despite clear evidence that outcomes for people with disabilities
are significantly better when they have the opportunity to participate in community life as equal
citizens. It is also true in spite of the fact that virtually all CEE countries have policies on social
inclusion, and some have policies specifically on deinstitutionalisation.

Given that the European Union has allocated the Structural Funds to improve the lives of Europeans,
it is important to inquire why some countries continue to use this funding to perpetuate the long-
term institutionalisation of people with disabilities, an investment that clearly does not improve
their lives. This report considers how Structural Funds can be used to implement policies for
deinstitutionalisation. This is because until people with disabilities can leave institutions and live
freely in their local communities, they will not be in a position to benefit from other EU and
national policies that promote equal opportunities, non-discrimination and social inclusion.

*  European Union, The control system for Cohesion Policy, How it works in the 2007-2013 budget
period, October 2009; p 5.



The shift from institutional care to a system of community-based support that enables disabled
people to live as ordinary citizens — going to school, working, developing friendships, making a
home, raising a family, taking part in community life — is a complex process that will take time to
implement. It will require careful planning, cross-government collaboration, and the involvement of
a wide range of agencies and individuals that are engaged with these issues. To be truly successful,
it is essential that disabled people and their families are included in this process.

It is also clear that a significant effort will be required by national governments and the European
Commission to agree on the most basic criteria for using Structural Funds in relation to people
with disabilities. Central to this agreement must be the principle that any investment in residential
institutions is a bad investment. Period. Life in an institution can be made more comfortable, but
it can never be made into freedom and participation. This is true no matter how much money is
invested in infrastructure, or how many new staff are hired, or how much equipment is purchased.
Nor will any investments in institutions ever promote ‘social cohesion’, a raison d’étre of the
Structural Funds.

There is an urgent need for governments to take national ownership of the development areas
that the Structural Funds will support as part of their national policies, rather than seeing the
Structural Funds as something imposed by Brussels from above. These funds are not intended
to support ‘pilot projects’. They are intended to support development in critical fields, in line
with national reform efforts, and must be integrated from the beginning into national public
finance systems if the reforms supported by the funds are to be sustainable in the long term. At
the national level, it will be essential to strengthen implementation capacities so that Member
States manage the Structural Funds from a development perspective rather than in a formalistic,
perfunctory manner.

Thankfully, it is no longer a well-kept secret that severe human rights abuses frequently occur in
long stay institutions. But this is not the only reason to call for their demise. Quite simply, long
stay residential institutions have no place in the Europe of the 215t Century. If EU Member States
are to meet the European Union’s objectives on social inclusion for disabled people and their
responsibilities under international and European human rights standards as well as EU law, they
must take concrete action to end the segregation of disabled people and enable them to exercise
their right to community living. The availability of Structural Funds provides a golden opportunity
for governments to live up to these responsibilities, and my sincere hope is that they will rise to
the occasion.

Judith Klein, Director
Open Society Mental Health Initiative



CHAPTEHR 1

Across the European Union, many people spend long years in
institutional care. Some of them have physical or intellectual
disabilities, others suffer from mental health problems and yet others
are elderly and frail. There are also many children in institutions, both
with disabilities and without.’

Vladimir Spidla, Commissioner for Employment,
Social Affairs and Equal Opportunities (2004-2009)’






1. Introduction

Commissioner Spidla’s observation is taken from the ‘Report of the Ad Hoc Expert Group on
the Transition from Institutional to Community-based Care (‘the Ad Hoc Expert Group Report’).
The report sets out the reasons why those European Union (EU) Member States that continue
to rely on institutional care for disabled people need to take action to transfer to a system that
provides community-based services as alternatives to institutionalisation. It includes specific
recommendations on the use of EU funding mechanism known as ‘Structural Funds’, stating
that these funds should be used ‘for the transition from institutional to community-based care’.?
Furthermore, the report recommends that guidelines should be developed on the use of such
funds, which should:

‘Make clear that projects which aim to build, enlarge or perpetrate institutions are not in
line with the Convention on the Rights of Persons with Disabilities and EU’s own policies
on equal opportunities, social inclusion and discrimination, and are therefore not eligible
for funding. 3

This recommendation reflects the concern that, in some EU Member States, Structural Funds are
being used to renovate long stay institutions for people with disabilities and build new residential
institutions, rather than developing community-based alternatives to institutionalisation.

2. Scope and purpose of this report

In this report, the European Coalition for Community Living (ECCL) seeks to explain why there
is such concern about the inappropriate use of Structural Funds in the EU Member States of
Central and Eastern Europe (CEE).* It argues that the use of Structural Funds to renovate long
stay residential institutions for people with disabilities,> or build new residential institutions,
rather than develop community-based alternatives, is contrary to EU policy objectives, EU law and
European and international human rights standards. It also highlights areas in which the rules on
the operation of Structural Funds have created unnecessary barriers to establishing projects that
would develop alternatives to institutional care.

The report draws upon relevant information that has been sent to us by members of ECCL. In
particular, we are indebted to our partners in this project, the Soteria Foundation®, Hungary and
the Institute for Public Policy (IPP), Romania, who are currently undertaking research on the use
of Structural Funds in relation to services that support the social inclusion of people with mental
health problems and/or intellectual disabilities in these countries. They have kindly shared with us
relevant information that they have obtained though their research.

Information about the use of Structural Funds in other CEE countries has been very difficult to
obtain. Although ECCL contacted a large number of non-governmental organisations, very few
had information relevant to this report.



Accordingly, this report does not claim to provide comprehensive information on the use of
Structural Funds in relation to disabled people currently living in residential institutions. This would
require detailed and extensive research across all EU Member States with access to Structural
Funds. Our purpose has been to consider the information that is available, and seek to draw
attention to the serious implications of the use of Structural Funds to build new and/or renovate
existing residential institutions rather than invest them in the development of community-based
alternatives.

It is clear from the information we have obtained, that further research is required on this
particular use of Structural Funds. For this reason, one of our recommendations is that research
is commissioned to evaluate how Structural Funds are being used in relation to the provision of
social care to disabled people. This is discussed in more detail in Chapter 5 below.

Recommendations on the future use of Structural Funds

Chapter 5 sets out our recommendations on how Structural Funds could be better used to facilitate
the transfer from institutional care to community-based services. Such services should seek to
enable disabled people to live their lives as equal citizens — going to school, working, developing
friendships, making a home, raising a family, taking part in community life and seeking to fulfil
their personal aspirations.

3. Why this report is necessary

Despite the EU and Member States’ policies that emphasise the need to protect the rights of
disabled people and promote their social inclusion, disabled people in CEE continue to be placed
in large remote residential institutions where their exclusion from society is virtually absolute.
The use of Structural Funds to build new institutions or renovate existing institutions is a major
concern because this perpetuates the segregation of disabled people. Action must be taken to
address this unacceptable situation.

Poor progress in moving to a system of community-based services

Although the European Commission has been consistent in emphasising its commitment to
promoting the rights of disabled people, making ‘equal opportunities for disabled people a
reality’,” and promoting their social inclusion,? there is insufficient acknowledgement of the vast
gap between such objectives and the reality for the hundreds of thousands of people living in
residential institutions. For example, the EU Joint Report on Social Protection and Social Inclusion
makes some reference to the poor progress in moving from institutional care to a system of
community-based services but this is fairly oblique:

‘Dependent people prefer long-term care in a residential or community setting rather
than institutional care, but in many countries institutional care still accounts for more
than half of public expenditure.”®
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As Chapter 2 highlights, the situation for many disabled adults and children (as well as non-
disabled children) in such institutions is dire.

Community-based models provide better outcomes

Once the comparison is made on the basis of comparable needs of the residents and the quality
of care provided, ‘there is no evidence that community-based models are inherently more costly
than institutions’. Furthermore, when properly set up, community-based systems of independent
and supported living should deliver better outcomes than institutions.™

However, the process of shifting from institutional care to a system of community-based services
is complex and requires careful planning as well as a commitment of resources. This is where
Structural Funds can provide the means to initiate such work. Unfortunately, to date, the potential
role of Structural Funds has not been realised. In fact, their use has sometimes hindered the
creation of community-based services.

4. The potential role of Structural Funds

Those CEE countries that are members of the EU, and eligible for such assistance, can use Structural
Funds to help them develop a system of community-based services. The Ad Hoc Expert Group
Report describes the potential of Structural Funds to assist in this area:

‘The European Social Fund can provide funding for the training (and re-training) of
staff while the European Regional Development Fund (ERDF) can simultaneously be
used for developing social infrastructure which will support the new community-based
services. "

The European Commission summarises the objectives of these two Structural Funds, the European
Social Fund (ESF) and the European Regional Development Fund (ERDF):

‘The [ESF] is the main financial instrument to assist Member States to achieve goals
established in the European employment strategy and the disability action plan...the
[ERDF] finances productive investments leading to the creation or maintenance of jobs,
infrastructure and local development initiatives and the business activities of small and
medium-sized enterprises.''?

Despite such potential, the Ad Hoc Expert Group Report pointed to concerns about the misuse of
Structural Funds in relation to the institutionalisation of disabled people:

‘Member States should ensure that funds from the ERDF are not used to build new
segregating residential institutions and that their use for improving the infrastructure of
existing ones, if allowed at all, is tied with investment into systemic care reform and does
not exceed 10% of the overall expenses.”'?
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Failure to make use of the potential of Structural Funds to develop community-based alternatives
to institutional care will be a wasted opportunity and an inefficient use of substantial amounts of
money. Of more fundamental importance, those most in need for these changes to take place —the
disabled adults and children placed in institutions — will be the ones to suffer. They will continue
to be segregated in residential institutions, excluded from society; denied the opportunity to live
their life as other citizens do.

Endnotes
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CHAPTER 2

The Institutionalisation of
Disabled People in Central and
Eastern Europe

"...many central and eastern European countries provide institutions
of very poor quality and currently have proposals to renovate,
upgrade and extend them using international funds instead of

replacing them with services to support people in the community.’

Position Statement of the Comparative Policy and
Practice Special Interest Research Group of IASSID’







This chapter considers the situation of disabled people who are living
in residential institutions, explains why their institutionalisation is
unacceptable and highlights the requirements on Governments to
take action to develop community-based alternatives.

1. The situation of people living in residential institutions

Lack of information on people living in residential institutions

It is not known exactly how many disabled people are institutionalised across Central and Eastern
Europe (CEE). A recent study, ‘De-institutionalisation and community living — Outcomes and Costs:
report of a European Study’ (‘the DECLOC Report’) estimated that across the EU Member States
and Turkey there are nearly 1.2 million disabled children and adults living in long stay residential
institutions.? The figure is likely to be an underestimate given that most EU Member States keep
only partial data about the number of people in institutions and three countries provided no data
to the researchers.

The findings from DECLOC indicate that the two largest groups of people in institutions are people
with mental health problems and people with intellectual disabilities (also known as ‘learning
disabilities’). However, the DECLOC report found that for half the number of places that were
recorded, the residents’ ‘disability group” was not known.? Given the lack of clear data, this report
will use the generic term ‘disabled people’ when referring to residents of long stay institutions.

Figures for the Member States of CEE are set out in the table below:

The number of people with disabilities in long stay residential institutions*

Bulgaria 13,269 216 11,540 1,513
Czech Republic 66,865 9,858 57,007
Estonia 22,421 1,805 7,243 13,373
Hungary 24,390 1,114 23,276
Latvia 10,053 10,053
Lithuania 45,464 180 14,924 30,360
Poland 73,741 73,741
Romania 32,783 214 28,348 4,221
Slovakia 12,252 716 3,142 8,394
Slovenia 821 821
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Another study estimated that there are 150,000 children living in residential care settings across
the EU, such as "'special schools’, infant homes, homes for mentally or physically disabled, homes
for children with behavioural problems, institutions for young offenders, after-care homes’.> The
Ad Hoc Expert Group Report notes that while in most Western European countries most children
in public care are placed in family-based settings this is not the case in CEE ‘where residential-care
settings still predominate’. This means that children without parental care, as well as those with
disabilities, are often placed in institutions.

The Soteria—ELTE research team states that as of 2006 approximately 18,000 disabled people lived
in institutions in Hungary and only 6.5% of these were living in group homes.” The Hungarian
legislation defines a group home as a family-size housing programme with 8-12 (maximum 14)
residents.® In relation to people with mental problems, only 230 of the just over 8,100 people
lived in group homes, all of which are based in the grounds of large residential institutions and
are managed by staff from the institution.

In Romania, according to information provided by the Institute for Public Policy (IPP), which is
based on the quarterly statistic reporting prepared by the National Authority for People with
Handicap (NAPH) in 2009,° the total number of people with mental disabilities (adults) was
181,730 (103,467 people with intellectual disabilities and 78,263 people with mental health
problems). This is 27.2% of the total number of disabled people living in Romania. Out of this
total number, 12,731 (7%) live in residential institutions — the vast majority in large residential
institutions, whereas only 670 persons (5.2%) live in group homes.

Institutionalisation: prevalence of serious human rights abuses

Residents of the long stay residential institutions in CEE have been removed from their families and
local communities and are often subjected to severe human rights abuses. Often the institutions
are located in remote parts of the country, with little or no public access.

Numerous reports over the last decade have brought to light the horrific reality of institutional
care for many disabled adults and children in this region. They have shown the appalling living
conditions (for example poorly maintained buildings, lack of heating, malnutrition and unhygienic
sanitation), use of physical restraints, the physical and sexual abuse of some residents by other
residents and sometimes staff, inadequate clothing, involuntary placements subject to no
independent review; the lack of privacy and the absence of rehabilitative or therapeutic activities.
A list of such reports is set out in Annex 1.

Inadequate reforms to date

In her article, ‘Institutions Remain Dumping Grounds for Forgotten People’,'® Yana Buhrer Tavanier
describes the situations she found in institutions for adults with intellectual disabilities and mental
health problems in Bulgaria, Romania and Serbia. She concluded that in all the institutions she
visited, reform is patchy. While renovations had being carried out in most of the institutions this
did not necessarily benefit all the residents. In one institution for 90 women with mental health
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problems and/or intellectual disabilities in Bulgaria, she found that the area in which 30 of the
‘most disabled’ residents lived had been left untouched. These women:

‘..are not allowed to eat with the others. Instead, they are given their food
behind the fence that is usually locked, effectively turning it into a cage.’

Buhrer Tavanier found that apart from the provision of psychiatric medication there was little
treatment or therapy in these institutions. Any improvement in overall standards of care and
‘programmes preparing people for a return to the world all seem a long way away’. She
concluded:

‘This investigation suggests that they [the Governments of Bulgaria, Romania and
Serbia] are still failing to meet international standards. Inadequate policies result in
underfunding and a failure to recruit qualified, motivated staff. Residents are not being
treated so much as controlled. Many are gradually destroyed by constant exposure to
harmful, high-dosage medication. People do not leave their beds for years. Children
are being kept tied down for most of the time. Living conditions are appalling beyond
imagination. And the process of deinstitutionalisation is as phlegmatic, that death still is
the only reliable way out.”

2. Institutional culture: dehumanising and undermines
rights and freedoms

In their position paper on deinstitutionalisation and community living, Mansell et al'' note that
at the beginning of the deinstitutionalisation process, institutions had the following defining
characteristics:

They were large establishments serving tens, hundreds or even thousands of people.
They were physically and socially segregated from the wider society.

Whether by policy or for want of alternative sources of support, residents were not easily able
to leave them to live elsewhere.

Material conditions of life were worse than for most people in the wider society.

The Ad Hoc Expert Group Report makes similar observations:

“Typical characteristics of “institutional culture” have been described and analysed by
pioneering researchers some four decades ago. It has long been arqgued that institutional
care segregates users and tends to be characterised by depersonalisation (removal of
personal possessions, signs and symbols of individuality and humanity), rigidity of routine
(fixed timetables for waking, eating and activity irrespective of personal preferences or
needs), block treatment (processing people in groups without privacy or individuality)
and social distance (symbolising the different status of staff and residents).'> Residents
of such institutions develop passive (“institutionalised”) behaviour in their adaptation to
these routines, to boredom and to a lack of meaningful activities. "3
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Many of the long stay residential institutions in CEE share these characteristics. However, the
suggestion that the way forward is to renovate, upgrade and extend these institutions is not
supported by experts in the deinstitutionalisation process. Noting that it is sometimes argued that
smaller, more modern buildings, with higher staff ratios and expenditure provide a good quality
of life for their residents, Mansell et al state:

‘This position is not supported by the available empirical data.’

By way of illustration, they point to a recent in-depth study of institutions in France, Hungary,
Poland and Romania, which showed that:

"...although there were differences between institutions in different countries, they
provided similarly poor outcomes for residents as institutions studied in the UK, USA and
Sweden in the 1970s."4

The Ad Hoc Expert Group Report reiterates these points:

"...the institutional model of care is increasingly seen as inadequate. There is a growing
recognition — though perhaps falling short of a clear consensus — that no matter how
much money is spent on institutions, the characteristics of institutional care are bound
to make it extremely difficult to provide adequate quality of life for users, to ensure
enjoyment of human rights and accomplish the goal of social inclusion.’

3. Ensuring the institutional culture does not extend
to the community

It is widely recognised that the institutional culture can be replicated in services based in
the community.”™ It is therefore essential that those engaged in developing alternatives to
institutionalisation address how to change the culture as well as the physical environment. For
example, while the types of residential services that are required will need to be considered, the
focus of any such services must be on enabling disabled people to live and participate in society.
The involvement of disabled people and their families will be essential.

Thus the aim of the system of community-based services must be to provide the support that
disabled people need to achieve their aspirations and engage in community life. We refer to this
as the right to ‘community living’. This is described in the box below.

Community Living

People with disabilities are able to live in their local communities as equal citizens, with
the support that they need to participate in every-day life. This includes living in their
own homes or with their families, going to work, going to school and taking part in
community activities.'®
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4. Institutionalisation versus community living

While Governments have a responsibility to take action to address human rights abuses and the
failures to provide appropriate care, simply renovating such institutions ignores the fundamental
objection to institutionalisation: that the unjustified segregation of disabled people is in itself a
severe infringement of their rights.

Whatever the level of quality of care that is provided, a person who is removed from their family
and home to reside in an impersonal environment, isolated from the outside world and deprived
of opportunities to develop relationships or achieve personal aspirations is subjected to a severe
infringement of their rights and freedoms. Article 19 (Living independently and being included in
the community) of the United Nations Convention on the Rights of Persons with Disabilities (CRPD)
makes clear that the unjustified segregation of disabled people in institutions is in itself a human
rights violation. It requires that services for disabled people should ‘support living and inclusion in
the community’ and aim to "prevent isolation or segregation from the community".

The need to ensure that EU funding complies with the CRPD was highlighted by the European
Parliament in its Resolution on the situation of fundamental rights in the European Union. The
Parliament urged the European Commission:

"...to ensure that funding provided to Member States for the provision of facilities for
people with disabilities meets the criteria of the UN Convention on the Rights of Persons
with Disabilities, with funding being provided for appropriate community/family based
services and options for independent living.""”

The human rights implications of using Structural Funds to maintain a system that institutionalises
disabled people are discussed in more detail in Chapter 4 below.

Endnotes

1 Jim Mansell et al, Deinstitutionalisation and Community living: Position Statement of the Comparative
Policy and Practice Special Interest Research Group of International Association for the Scientific Study
of Intellectual Disabilities, Journal of Intellectual Disability Research, Vol 54, Part 2, 104-112, February
2010.

2 The DECLOC Report; p. 25.
3 The DECLOC Report; p. 29.

4 Thesefigures are taken from the DECLOC report (Table 5 — Size of residential establishments summarised
from official data classifications, p. 26). Table 1 of the report (p. 12) provides information on the
availability of the data, showing that this is very uneven.

5  The Ad Hoc Expert Group Report, referring to a ‘recent compilation of national surveys on the situation
across the EU by EUROCHILD'. See: http://www.eurochild.org/index.php?id=208&tx_ttnews[tt
news]=271&tx_ttnews[backPid]=185&cHash=92a7bc14dc’
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CHAPTER 3

The Role of Structural Funds:
Promoting Inclusion or Exclusion?

‘Based on my sixteen years experience in the disability field in Romania,
| consider that promoting community living is the only way to make a
difference. Investment in the renovation of existing institutions would

be an extremely poor investment. The plan must be to close
these institutions and to begin investment in the development of

community-based alternatives.’

Laila Onu, Executive Director,
Pentru Voi Foundation, Timisoara, Romania’







The purpose of this chapter is to highlight the key concerns about
the current use of Structural Funds in relation to situation of disabled
people in institutions. Our overall concern is that the huge potential
of Structural Funds to develop community-based alternatives to
institutional care is not being realised fully, or at all in some cases.
In some countries Structural Funds are being used to maintain the
system of institutional care.

The use of Structural Funds needs to be considered in the context of broader issues relating
to each particular country. However, this chapter seeks to identify issues that are likely to be
common amongst the CEE countries in which the institutionalisation of disabled people remains
the dominant form of care. This is based on the findings of research undertaken in Hungary by the
Soteria-ELTE research team (‘Soteria-ELTE’) and in Romania by the Institute for Public Policy (IPP),
as well as information received from other non-governmental organisations working in CEE, and
through ECCL's work in this area over the past few years.

The key concerns considered in this chapter are as follows:
Lack of clear direction on developing alternatives to institutional care
Residential institutions are being reconstructed, expanded and built
Restrictive interpretations of the rules for Structural Funds
Barriers to the development of community-based services
Lack of transparency in the operation of Structural Funds

Problems with the monitoring and evaluation of Structural Funds

1. Lack of clear direction on developing alternatives
to institutional care

Unless Governments have a clear plan for the development of community-based services, there
will be no real change in their current system of institutionalised care.

Both Soteria—ELTE (Hungary) and the IPP (Romania) have concluded that many of the problems

arising from the use of Structural Funds in this area appear to stem from the lack of clear direction
from the Government.
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Uncertainty of direction: Hungary

Soteria—ELTE’s analysis of Government policy since Hungary joined the EU? suggests a lack of
commitment to implementing, and/or a failure to understand the need for, a clear deinstitu-
tionalisation? strategy. They also highlight past policies and funding arrangements that contradict
the Government'’s stated intent of developing alternatives to institutional care.

For example, during the period 2004-2006 the Hungarian Government’s policies and practice
contradicted each other. No EU funds were used to close the large institutions and develop
community-based alternatives to institutionalisation. This was because at that time, EU regulations
did not specifically cover social services and therefore the documents outlining Hungary’'s social
policy on its accession to the EU in 2004 did not include such plans. Other type of community-based
services, such as day centres and vocational rehabilitation programmes were mentioned and were
later financed through Structural Funds. However, during this time national funds were being used to
invest in the existing residential institutions rather than develop alternatives, despite the existence
of Hungarian legislation requiring the closure of the large long stay institutions by 2010. In fact,
during the period 1999-2006 22 billion HUF (81 million EUR?®) was invested in institutional care.

Within the Cohesion Policy’s current programming period (2007-2013), Hungary’s Operational
Programme for Social Infrastructure includes programmes for ‘deinstitutionalisation’.> However,
the subsequent call for proposals made clear that both the reconstruction of existing institutions
and the establishment of new institutions would be covered by these funds. As discussed below,
following interventions by Hungarian non-governmental organisations (NGOs) and experts in
deinstitutionalisation, the Government withdrew the call for proposals and agreed to work with
experts, including representatives of the NGOs to develop new proposals that would promote
alternatives to institutionalisation.

While welcoming the Hungarian Government'’s willingness to revise their proposals and work more
closely with Hungarian NGOs and other experts, Soteria—ELTE consider that the Government'’s
inconsistent approach to ‘deinstitutionalisation” has led to an unacceptable waste of resources.
Given the limited resources that are available, this is extremely frustrating for those seeking to
effect the necessary reforms:

‘While in 2004-2006 8 billion HUF (29.7 million EUR) were spent on the establishment
of new large institutions and expansion of existing ones, the development plan of the
following year®, without scruples, declared the need for deinstitutionalisation of large
institutions, and allocated 10 billion HUF (37 million EUR) from EU funds. Even countries
that are richer than Hungary cannot afford such a contradictory development policy.””

Soteria—ELTE consider that it is essential that the Hungarian Government makes a clear commitment
to the closure of the large long stay institutions in Hungary. Noting the discrepancies of some
policies between people with mental health problems and other groups of disabled people, they
stress the need for such commitments to cover all disabled people. Soteria—ELTE also pointed out
that legislation alone is not enough:

‘Experience shows that a decision on deinstitutionalisation laid down in a comprehensive
law which covers a period of 12 years does not provide a guarantee.’
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Uncertainty of direction: Romania

IPP considers that a fundamental problem with the arrangements in Romania is the lack of a clear
objective in the national strategy for ‘deinstitutionalisation’. This is because although the National
Strategy for People with Disabilities® refers to the development of community-based services and
includes social integration as an objective, it does not make explicit the requirement to replace the
existing residential institutions with community-based services.

In IPP’s view this omission needs to be addressed by inserting in the National Strategy for People
with Disabilities a clear statement of the Government’s commitment to deinstitutionalisation. This
must be supported by the appointment of a high ranking official, such as the Secretary of State
for Social Assistance, to take forward the work to realise this goal.

Focus on ‘'modernisation’ of residential institutions: Romania

A major concern arising from IPP’s research into the use of Structural Funds in Romania is the
emphasis on the modernisation of the residential institutions. The Regional Operational Programme
2007-2013 (ROP) makes no reference to the development of community-based alternatives
to residential institutions, but specifically includes ‘investment in already existing residential
centres’.

Priority Axis 3.2.3 of the ROP (entitled ‘Improvement of Social Infrastructure’) identifies ‘the need
to invest in the rehabilitation, modernisation and equipping of the buildings where social services
are delivered’.? The wording in this section gives the impression that the Government views such
institutions as being a perfectly appropriate means of providing care, stating that these institutions
‘provide for long term housing, ensuring thus a proper framework for the hosting and taking care
of persons in difficulty’.'

As part of its research, IPP interviewed representatives of the General Directorates for Social
Assistance and Child Protection (GDSACP) (the public agencies responsible for adult and children’s
social services). Some of the representatives suggested that the driving force behind projects to
renovate residential institutions is the need to ensure that the institutions comply with the new
prescribed quality standards for social services and that Structural Funds provide an opportunity
to finance such works. In fact, the ROP encourages such projects. It states that ‘the need for
investment follows the setting up of minimum quality standards for social services, which will
need to be fulfilled by the residential social centres’."

The concern that this approach was likely to lead to greater investment in institutions at the
expense of the development of community-based services was highlighted by two organisations
(Pentru Voi and Inclusion Romania), who work with people with intellectual disabilities. They
called upon the Romanian Government to amend the wording of the Operational Programme so
that funding could be directed to the development of community-based services, in accordance
with the National Strategy for People with Disabilities, rather than invested in unsustainable
institutions.” They highlighted the crucial importance of Structural Funds in facilitating the process
of transforming the existing system of institutional care:
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“To date, the major obstacle to the development of community-based alternative services
has been a lack of funding. With the availability of the Structural Funds, Romania has a
unique opportunity to bring its social welfare system in line with international standards
that are based on respect for basic human rights. "3

ECCL wrote to the then Commissioner for Regional Policy, Ms Danuta Hubner and the then
Commissioner for Employment, Social Affairs and Equal Opportunities Vladimir Spidla raising
similar concerns, requesting changes to the wording of Priority Axis and asking that Structural
Funds be used to develop community-based services rather than being invested in institutions.™

Despite such strong concerns being raised by Romanian and European non-governmental
organisations, the ROP was approved by the Commission without any revision.

An example of collaboration: Bulgaria'

A current initiative in Bulgaria provides an example of how the European Commission can facilitate
collaboration across different agencies for the development of plans to establish community-based
services and to consider how Structural Funds can best be used to implement these plans.

In early 2009, the European Commission launched a collaborative exercise with the Bulgarian
Government. This involved the European Commission’s Directorate General for Regional Policy and
Directorate General for Employment, Social Affairs and Equal Opportunities taking an active role
in the implementation of Bulgaria’s Operational Programme for Regional Development (OPRD)
(2007-2013). The European Commission decided to intervene following the poor response of the
agencies responsible for managing long stay institutions for children to a call for proposals for
the renovation of the social infrastructure. The Commission wanted to ensure that the available
funding was used to address the situation of children in long stay institutions in the light of a BBC
documentary that had depicted the appalling conditions, poor quality of care and extreme neglect
of children with disabilities in one of these institutions.

This OPRD covers a range of areas including investments into social infrastructure, with a budget
of 1.6 billion EUR. The European Commission and the Bulgarian Ministry of Regional Development
and Public Works agreed that approximately 20 million EUR from the OPRD would be allocated
to investments into alternative services for children currently living in residential institutions due
to poverty, disability or lack of access to other services. It was also agreed that additional funding
would be allocated from the European Social Fund (ESF) for staff training.

The Commission Directorates of Regional Policy and of Employment had worked together, in
consultation with civil society representatives, to draft an Action Plan which proposed that the
Structural Funds (European Regional Development Fund (ERDF) and ESF) should be invested to
support the process of de-institutionalisation in Bulgaria. This allowed investments to be made in
both the infrastructure (funded under the ERDF) and in the training of staff who will work in the
newly established services (funded under the ESF).
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In addition, the European Commission and the Bulgarian authorities convened a workshop to
discuss the practicalities and challenges in the implementation of the Action Plan and share
information on best practice in developing community-based services from other countries.
Participants included European and international civil society representatives. Following the
workshop an inter-ministerial working group was established to assist the Managing Authority'”
in the planning and implementation of the project.

2. Residential institutions are being reconstructed,
expanded and built

In the light of reports identifying the appalling living conditions and abuse in many long stay
residential institutions in CEE, Governments have taken action to improve the physical environment
of the institutions. However, as the Ad Hoc Expert Group Report notes, this common reaction
presents difficulties in achieving longer term and more substantial reform of services for disabled
people. This is because, having made significant investments in the existing residential institutions,
the authorities are reluctant to close them down. The report identifies this ‘over-investment in
current institutional arrangements’ as one of the key challenges in achieving transition from
institutional to community-based care:

‘While such changes can in some instances ameliorate the quality of life of users, often
such investment represents a missed opportunity for more systematic change, as it then
becomes more difficult to advocate closure and systemic reform."®

Maintaining residential institutions: cannot promote social inclusion

Regulations on the use of Structural Funds make clear that these funds must be geared towards
promoting social inclusion:

‘The action taken under the Funds shall incorporate, at national and regional level, the
Community’s priorities in favour of sustainable development by strengthening growth,
competitiveness, employment and social inclusion and by protecting and improving the
quality of the environment.”®

Although projects may use terms that suggest wider and more socially inclusive objectives, their
ability to achieve them is doubtful if the planned activities of the project are limited to carrying out
works that improve the physical environment of a residential institution.

For example, a project for the 'modernisation’ of an institution in Romania includes general
objectives such as improving the quality of the infrastructure for social services in the locality
and equal access for citizens to social services. However, the project is focused on carrying out
construction works at the institution with the ‘beneficiaries’ of the project being the residents of
the institution. It is therefore not clear how the project’s general objective of improving the quality
of social services in the county and ensuring the county population’s access to services is to be met
fully, if at all. The overall budget allocated for this project is 533,000 EUR.?°
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In Latvia, a long stay institution for 168 people in the Talsi district was renovated using 1,433,985
EUR of ERDF funds (from the programming period 2004-2006). The project ‘Development of
alternative social rehabilitation service in the long term care institution “Lauciena” in Talsi district'?'
was funded under the priority of the Operational Programme entitled ‘Development of alternative
social care and social rehabilitation services'.

Concerns have been raised about the use of Structural Funds in Latvia for the current programming
period (2007-2013) by Zelda (Resource Centre for People with Mental Disability). This non-
governmental organisation notes that the greatest part of the Ministry of Welfare’s budget for
its ‘Programme for the development of social care and social rehabilitation services for persons
with mental disabilities?? for 2009-2013" (the "WM programme’) is allocated to institutional care.
While recognising that improving the conditions will be good for those people who are currently
resident in the social care homes, Zelda comments:

‘But on the whole, the WM programme is insufficiently geared towards deinstitutionali-
sation and furthering the integration of mentally disabled people into society. 3

Continuing the institutionalisation of disabled people

In Latvia, ERDF monies are being used to fund the renovation of a building to replace an institution
that was destroyed by a fire in 2007, in which twenty-six residents died. The new institution will
have places for 60 people.?* ZELDA comments that while this project may meet the objectives of
improving the living conditions for people with mental disabilities:

‘Unfortunately, however, it must be concluded that the establishment of an expanded
social care home will continue to promote the institutionalisation and isolation of persons
with mental disabilities, thereby contravening the spirit of the UN Convention on the
Rights of Persons with Disabilities. 2>

In Romania, a residential institution for 50 people with mental health problems is being constructed
on the site of an institution for children with disabilities. The aim of this project is stated to be
improving the social infrastructure for services for people with severe mental health problems. The
residents of this institution will be young people (both men and women) who are about to leave
the child protection system and are not considered able to be reintegrated with their families.

The project gives information about the physical environment, such as that the bedrooms will
be limited to a maximum of three people, the institution will be accessible for wheelchair users
and there will be a room for visitors. However, there is less detail about the day to day living
arrangements for the residents. Although the project documents refer to a range of activities,
including education, social integration/reintegration and recovery (such as independent life skills,
personal care and professional therapy), there is no information on who will be responsible for
providing such services. Given the stated aim of the project, it is of concern that this is not deemed
worthy of explanation.

Such examples illustrate the problem identified by the Ad Hoc Expert Report — that directing
funds to institutional care makes it more difficult to advocate for the development of alternative
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services and the closure of the institution. Having considered the activities outlined in two projects
to modernise residential institutions, IPP’'s assessment is that these are intended to enable the
institutions to continue to function for the foreseeable future, rather than seeking to provide
improved living conditions for the interim, while community-based services are being developed.

Projects are not developed within a wider strategy for social care

The examples above highlight concerns that the projects funded by Structural Funds do not
address how the quality of care to the residents will be improved, adequately, or at all. In addition,
information suggests that such projects are developed without sufficient consideration being given
to how such projects will relate to the existing care system.

For example, in Latvia, during the 2004-2006 programming period, “half-way houses” were
built on the grounds of six long stay institutions. The intention was for these houses to be the
stepping-stone to residents moving into the community. Sustento, an umbrella body for disability
organisations in Latvia, explains why the objective of this project has been thwarted:

‘The aim of the houses is to enable residents of long term residential institutions to
learn the skills necessary for independent living (such as cooking, personal hygiene etc.).
However, because the houses were built on the grounds of institutions, its residents
continued living in segregation from the outside community. They also face the problem
of not having anywhere to go after leaving the halfway houses, as the necessary housing
(and other services) in the community have not been developed. For this reason, instead
of staying in the halfway house for half a year, as was originally planned, the term has
been prolonged to one year.?®

Challenging initiatives likely to promote institutional care

In Romania, the priorities set out in the ROP refer specifically to the modernisation of institutions,
thereby encouraging funding applications for such activities. IPP has therefore suggested that
the Romanian Government should revise the ROP so that it reflects the priorities set out in the
National Strategy for People with Disabilities, namely to develop community-based services. This
would ensure that Structural Funds are directed towards developing community-based services,
rather than modernising institutions. The general regulations for Structural Funds permit such a
revision.?’

In Hungary, the situation is not as clear cut. Although the Operational Programme for Social
Infrastructure is explicit on the need to close the large institutions, with funding allocated to
such programmes, this was not reflected in the Action plans and the calls for proposals for
these programmes. The documents revealed that the funding could be provided for new large
institutions to be built (with limits of 50 places for persons with disabilities and 100 places for
people with mental health problems). The plans also included the ‘'modernisation’ of institutions
of up to 225 residents.
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This leads Soteria—ELTE to conclude that there is a fundamental difference between the Hungarian
Government’s interpretation of ‘deinstitutionalisation” and that of those working in the field. They
are concerned that the Government'’s concept of the services that are required to replace the old
long stay residential institutions does not accord with the ‘homely living environment within the
community, as specified in the European professional recommendations’. In fact, the criteria for
the services that, in theory, are intended to replace the long stay institutions will allow new large
institutions to be built.?®

The Hungarian Government has responded positively to the views of Hungarian non-governmental
organisations and others working in this area. Following a public consultation on the call for
proposals for the modernisation programme, the government agreed to limit funding to the smaller
institutions (maximum of 50 places). However, Soteria—ELTE note that of the total available funds
for this programme (178.3 million HUF — 660,300 EUR) only 5.2% (34,335 EUR) was allocated to
residential institutions for disabled people; with 81% of the funds being allocated to services for
the elderly and child protection.?®

Another public consultation was issued on the draft call for proposals for ‘deinstitutionalisation
of large institutions’ programme. This was delayed until October 2009 due to disagreements on
the interpretation of a provision of the Structural Funds regulations concerning the purchase of
property (this is discussed below). The amount allocated to this call for proposals was 13 billion
HUF (48 million EUR), the total budget allocated for the seven year programme.

Despite the name of this programme — ‘deinstitutionalisation of large institutions’, the draft call for
proposals would have allowed new institutions with up to 150 places to be established (subject to
certain conditions: ‘in the inner-city areas in non-segregating environment’ and with ‘accessibility
of public transport within T km’).

In response to this draft call for proposals, a group of Hungarian NGOs, together with national
and international experts on deinstitutionalisation, wrote to the Government outlining their grave
concerns and requesting that it ‘urgently reconsider its plans to invest in institutions and commit the
available funding to the development of community-based services and deinstitutionalisation”.°

This led to the withdrawal of the call for proposals. In addition, a working group was set up to
look at new proposals that would support the work to close the large residential institutions. The
proposals are likely to provide that any new establishments will be limited to facilities with no
more that 20 places and group homes, and that there will be no modernisation of institutions of
more than 50 places.

While such steps are positive, Soteria—ELTE are concerned that recent developments are less
promising. Soteria—ELTE note that some of the changes to the legislation on the deinstitutionalisation
strategy are counter to the Government’s commitment to deinstitutionalisation.>' For example,
whereas the maximum number of places for an institution was previously limited to 150 places,
the changes recently introduced will allow an institution to have more places than this maximum
so long as each building is for no more than 150 people. Also, as from January 2011, new
residential placements will have to be provided by establishing group homes (with a maximum of
14 people per home). Although this provision is very positive on paper, Soteria—ELTE are concerned
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that in practice it will do little to promote the social inclusion of the people living in such homes.
This is because the majority of the group homes that have been built to date are situated in the
grounds of existing long stay institutions.

Soteria—ELTE therefore conclude:

‘Starting from the examined documents and the realised facts, it is obvious that, despite
the general rhetoric, the government’s intention to expand large institutions and establish
new ones does not diminish, but, in fact, occasionally gains new momentum, and takes
a reverse direction only as a result of external, public pressure. "

3. Restrictive interpretations of the rules for
Structural Funds create barriers to the development
of community-based services

An area that presents problems with using Structural Funds to develop alternatives to institutions
is the interpretation of the rules that govern the use of such funds to purchase new property or
build new premises.

Situation in Romania

In Romania, IPP notes that the Regional Operational Programme, funded through the ERDF,
prohibits the purchase of buildings and property (where this would be in excess of 10% of the
total eligible costs of the project) as well as the construction of new premises. It is for this reason
that most of the projects that relate to people with mental disabilities (people with mental health
problems and/or intellectual disabilities)** concern the renovation of institutions.

IPP’s research suggests that such restrictions on the use of ERDF resources lead to an investment in
institutions rather than encouraging innovative projects that seek to develop services outside the
current institutional system. Although there is no prohibition on the development of new services,
the bar on purchasing new premises creates an added disincentive for seeking funding to develop
community-based services.

Situation in Hungary

A similar situation exists in Hungary. The Soteria Foundation and other NGOs have sought to
clarify the correct interpretation of the rules governing the use of ERDF for the purchase of land
and property.

Article 7 of the ERDF regulations states that expenditure ‘for the purchase of land for an amount
exceeding 10% of the total eligible expenditure for the operation concerned’ is not eligible for
funding from the ERDF3* The Hungarian NGOs have written to both the Hungarian National
Development Agency (the Managing Authority for the ERDF in Hungary) and the European
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Commission’s Directorate General for Regional Policy on this issue. The area in which there are
conflicting views is whether this provision refers to just land or whether it includes the purchase of
properties. This is significant because the purchase of a property is likely to exceed the 10% limit.
In the Hungarian Civil Liberties Union’s view the:

‘10% limit on the purchase of property is contrary to the stated objectives of ERDF,
namely the social inclusion and equal opportunities and also has a negative impact on
the cost-efficiency of these projects.

In the context of developing community-based services, this restriction is problematic, because it
means that Structural Funds cannot be used to purchase apartments in blocks of flats or houses
in the community, where disabled people currently living in institutions could move.

Situation in other countries

ECCL is aware that there is a difference of opinion between EU Member States on how this
provision should be interpreted. For example, so far as we are aware there are no such restrictions
on projects that will be co-financed under ERDF in Bulgaria. Furthermore, on 13 July 2009, the
Czech Republic launched a Call under the Integrated Operational Programme entitled ‘Services
in the area of social integration’. This is financed under ERDF and will include the purchase and
renovation of buildings for the housing of beneficiaries without a 10% ceiling on the purchase of
property.?

Restrictions on expenditure on housing

Another provision of theregulations thatimpedes thedevelopment of alternatives toinstitutionalised
care is the strict eligibility criteria for a contribution from the ERDF in projects involving housing.
Even where the project is eligible, the percentage of the ERDF allocation that can be used for
housing is very small.?” This will be a severe impediment to projects that wish to enable disabled
people to live in the family-like homes in their local communities.

Although the regulations on the use of the ERDF have recently been amended, in recognition of
the need to promote the social integration of marginalised communities in all EU Member States,
the changes do little to address the concerns about their application. The limits on the amount of
the ERDF that can be used remain. While projects can be used for renovation and change of use,
this does not seem to allow the purchase of buildings.*®

4. Barriers to the development of community-based
services

This section considers the barriers to the development of community-based services. While Structural
Funds are not necessarily the cause, their continued use to maintain the system of institutional
care leaves the barriers to the development of community-based services unchallenged. In some
cases they may exacerbate the problems.
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Legal and financial systems tied to institutional care

One practical problem with the development of community-based services in countries where
the traditional means of providing care is to place disabled people in institutions, is the lack
of a legal and financial framework within which these new services can operate. This creates a
‘perverse incentive’ in favour of institutionalisation, meaning that the system is geared towards
placing disabled people in institutions rather than providing them with the support to live in their
own homes and engage in community life. For example, rigid rules and financial mechanisms
may create problems for non-governmental organisations wishing to establish community-based
services.

The Ad Hoc Expert Group Report comments:

‘In some EU countries, excessively rigid legislative and administrative rules (e.qg. on
financing, security or hygiene) make it difficult to provide services in other settings than
in large institutions. "3°

The need to remove obstacles to the provision of community-based services was identified in the
DECLOC report. It made a number of recommendations to address this, including the need to:

‘Create opportunities for new organisations to get involved in providing services in the
community, outside the existing framework of institutional care, to pioneer the new
models of support needed...

"...Create arrangements for contracting for innovative, local services, so that existing rules
designed for institutional care systems are waived or modified to permit the development
of services in the community’*

The observation that the current rules and regulations still favour institutional care was a key
message arising from IPP’s interviews with representatives of the General Directorates for Social
Assistance and Child Protection (GDSACP) about their views on the use of Structural Funds in
Romania. IPP explains how this situation impacts on the use of Structural Funds:

‘Currently there are very few community-based services and the laws and regulations
concerning social services focus on the provision of institutional care. Furthermore,
because GDSACPs are responsible for ensuring that the institutions in their area comply
with the prescribed minimum standards, they are encouraged to apply for funding under
the Structural Funds programmes to carry out the refurbishments necessary to meet
these standards. Without any clear direction on the need to develop community-based
alternatives to institutions, seeking funding for the renovation of the existing institutions
takes priority.”

Resistance from within the existing institutional care system

One of the main barriers to initiating the changes necessary to establish community-based services
as alternatives to institutional care is very often the attitude of the individuals involved in managing
the existing large residential institutions. They do not want the changes to take place. This might
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be for a number of reasons, ranging from disagreeing with the view that disabled people have the
right to community living, to concerns that they will lose their jobs and status.

The significance of such resistance was recognised in the DECLOC report which included
recommendations to address these specific points. For example, it urged the EU Member
States to:

‘Create financial incentives for local government to get involved in the inclusion of
disabled people in their own communities.”**

Soteria—ELTE comment that it is not surprising that people who are part of the institutional care
system are reluctant to embrace reforms that are designed to remove it. They also point to the
connection between the large institutions and local government, suggesting that the county level
local self-government officials may also regard the changes as a threat to their status:

"...by eliminating such enormous institutions [local authorities] would lose an important
part of their own legitimacy. While an institution that accommodates 150 to 200
people, or a whole group of such institutions, may justify the maintenance of a separate
administrative level, 15 homes in the county of the size of a family house would
apparently not. We do not claim that the maintenance of such institutions is the only
task local self-governments have, but we do claim that without it their position would
further weaken.’*

IPP notes that the situation is similar in Romania. There are large numbers of administrative staff
involved in maintaining residential institutions who have an interest in preserving the current
system. They also note that there is a severe lack of professional staff with the skills to provide
services in the community.

Acknowledging the need to address the resistance of individuals and agencies involved in the
management of the existing system of institutional care, Soteria—ELTE suggest that the Hungarian
Government should encourage debate on the differing policy views on the future of services for
people with disabilities. Such debates should include how to ensure the most effective use of
Structural Funds in the development of community-based alternatives to institutionalisation.

IPP encourages a more professional approach to the whole process of social policy making in
Romania. Given the problems with the existing system, IPP suggests:

‘Instead of keeping a never ending discourse on the need to rationalise resources and
provide care in institutions, which ultimately dehumanise the residents, the facts need to
be addressed. Reality has shown that community living is the only way to achieve social
inclusion. Furthermore, the figures speak for themselves: information on the reasons for
individuals leaving the residential care system show that in 2008 in nearly 70% of these
cases, the cause was death, as compared to less than 15% of the residents leaving as a
result of family integration or re-integration.”**
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Complex tendering process for projects financed by Structural Funds

In CEE countries the few community-based services that are available are often provided by non-
governmental organisations (NGOs). While the NGOs working in the EU Member States of this
region may be eligible for funding from Structural Funds, the rules and procedures for applying
for funding may prevent them from seeking such assistance. The complexity of the rules governing
the tendering process and the substantial amount of administrative time involved in preparing
the applications are likely to create problems for small community-based service providers. The
barriers created by the rules and procedures concerning the application for projects funded by
Structural Fund are highlighted by Soteria—ELTE:

‘It takes a significant amount of effort for an organisation or service-maintainer to
understand the application process and to adjust the support opportunities to their own
strategic development plans.

5. Lack of transparency in the operation of
Structural Funds

Information on the use of Structural Funds can be difficult to obtain.

IPP has resorted to requesting information from the relevant agencies, for example the Management
Authorities for the Regional Operational Program and the Human Resources Development
Operational Program under the Freedom of Information legislation.

Soteria—ELTE have analysed the data publicly available from the Hungarian Development Agency.
However, their request for more detailed information has thus far been refused. Various reasons
have been given for non-disclosure, ranging from: data was not collected in a way that would
enable them to provide the information requested, it would take up too much staff time to
provide the information requested, they would need to charge for the photo-copying costs, as
well as stating that providing the information would breach their duty of confidentiality to their
clients.

In ECCL's experience the difficulty in obtaining information about the use of Structural Funds is
common. Over the last few years we have contacted numerous disability organisations working
in CEE to ask them how Structural Funds were being used in their countries. Very few had such
information. It would seem that it is particularly difficult to obtain information about social
infrastructure projects that are funded through ERDF.

6. Monitoring and evaluation of Structural Funds

The importance of organising partnerships with relevant organisations, such as national and local
authorities and bodies representing civil society is emphasised by the Structural Funds General
Regulation 1083/2006.4¢ The Commission’s Toolkit for using Structural Funds expands on this by
stating that such partnership arrangements must cover all phases of the projects: preparation,
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implementation, monitoring and evaluation and ‘provide a high quality of consultation’. The Toolkit
points out that it is the responsibility of Member States to engage with its partners, adding:

‘Thus the most effective way to participate in the monitoring of Structural Funds
implementation is to find adequate representatives in the national and regional
structures. The participation of organisations representing people with disabilities is
strongly encouraged.”*

Despite this, ECCL has been informed by a number of disability organisations that while disability
groups are represented on the Monitoring Committees in their countries, there is little opportunity
to influence decisions. This is confirmed by IPP who notes that participation of organisations on
the Monitoring Committees is of a formal nature, and their views are not taken into account in
the decision-making process.*®

Soteria—ELTE consider that the implementation of Structural Funds should be monitored more
closely by independent organisations, for example non-governmental organisations.

IPP notes that in Romania there are no coherent efforts to evaluate the impact of projects funded
through Structural Funds. In their view, the main concern of the Romanian Government is that
Structural Funds are spent within the agreed timetable. They pay much less attention to how the
financing priorities support the strategy for the reform of social services and the principles of the
UN Convention on the Rights of Persons with Disabilities.

IPP suggests that monitoring should focus on the mid and long-term impact of the projects
funded by Structural Funds, and that they should be measured against priorities set out in the
relevant strategies (such as the National Strategy for People with Disabilities). Similar approaches
have been taken in other countries. For example, in the Czech Republic, the ‘Criteria for De-
institutionalisation’ are attached to call for proposals under the Integrated Operational Programme
‘Services in the area of social integration’.*° If such criteria to support the implementation of the
relevant deinstitutionalisation strategies are developed in cooperation with civil society and in the
light of European and international human rights standards, such approach could help solve some
of the concerns about the operation of Structural Funds that have been raised in this chapter.

Endnotes

1 Pentru Voi Foundation, Letter dated 1st November 2006 to the United States Congressional Commission
on Security and Cooperation in Europe.

2 The Soteria—ELTE report; p. 7.
3 See Glossary for a definition of this term.

4 The amounts in Euros are meant to provide an indication of the size of the projects. Because of the
fluctuating exchange rates, we are not in a position to provide exact amounts in Euros.

5  The Soteria—ELTE report; p. 35.

6  Thisisreferring to the New Hungary Development Plan (UMFT), adopted by the Government in October
2006. This development plan defined directions for development for the period 2007-2013.
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CHAPTER 4

Using Structural Funds to Maintain
Institutional Care: A Comparison
with EU Law and Policy, and Human
Rights Standards

‘Untold amounts of money have been used to build and maintain
institutions. Deinstitutionalisation challenges us to re-engineer social
support to ensure that it does not become a gilded cage. In practical

terms, this means a commitment to the ideal of community living and
the provision of the means to make it happen.’

Gerard Quinn’







This chapter considers the practice of allocating Structural Funds
to programmes that build new, or ‘modernise’ existing, long stay
residential institutions. It does so in the light of European Union
law and policy as well as European and international human rights
standards.

Overview: Key issues of concern

In Chapter 2 we highlighted the serious human rights abuses that occur in institutions in CEE:
that in many institutions across this region, the living conditions are appalling, the quality of care
is very poor and the residents are cut off from the outside world. We also drew attention to the
general consensus that institutional care is no longer acceptable: evidence shows that the culture
that develops in institutions dehumanises the residents and, irrespective of the quality of care, the
quality of life for residents is likely to be very poor.

Chapter 3 gives examples of Structural Funds being allocated to programmes that invest in long
stay institutions, thereby maintaining a system of institutional care. The findings from our partners’
research in Hungary and Romania identify key concerns such as a lack of clear direction on developing
alternatives to institutional care; residential institutions being reconstructed, expanded and built
rather than resources being used to develop community-based services; projects that purported
to promote social inclusion but in reality failed to do so; and barriers to the development of
community-based services, such as legal and financial rules that are geared towards institutional
care and restrict the development of community-based alternatives.

This report has focused on the situation of disabled people in residential institutions in CEE because
the institutionalisation of disabled people continues to be prevalent across this region. The main
reason why disabled people continue to be placed in institutional care is because there are little,
to no, alternative services available in community settings. Unless and until action is taken to
ensure that community-based alternatives to institutionalisation are available in these countries,
the policy objectives of the EU and Member States to promote the social inclusion of disabled
people, and the wide range of related activities to support such objectives, will be meaningless.

Summary of this chapter

While the situation will differ between countries and each case will need to be considered on the
basis of its particular circumstances,? this chapter seeks to identify general concerns about the use
of Structural Funds to build new, or renovate existing, residential institutions. For reasons discussed
in more detail below, it is argued that by using Structural Funds in this way, which maintains an
archaic system that perpetuates the social exclusion of disabled people, the European Union (EU)
and Member States are failing to meet their European and international obligations. In particular,
ECCL considers that this practice is likely to be:
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Contrary to States’ obligations to protect human rights: Institutional care leads to
serious human rights abuses. Furthermore, the unjustified segregation of disabled people is
in itself a serious infringement on individuals’ rights and freedoms.

Contrary to States’ obligations to challenge discrimination and promote equality
of opportunity: The unjustified segregation of disabled people in institutions, often for
life, runs counter to States’ obligations to challenge discrimination and promote equality
of opportunity. Furthermore, institutional care reinforces the long-standing and pervasive
prejudice and discrimination against disabled people.

Contrary to States’ obligations to promote community living: By building new, or
renovating existing, residential institutions, States are diverting resources away from the
development of community-based services and other initiatives that are needed to ensure
that disabled people are able to live in the community and participate fully in society.

1. Protecting human rights

This section considers States’ obligations to protect the human rights of disabled people. It seeks
to show why, irrespective of the quality of care provided, or the standards of the living conditions
in institutions, the continued practice of institutionalising disabled people is contrary to human
rights standards.

In particular, this chapter argues that in the light of the introduction of the UN Convention on the
Rights of Persons with Disabilities (CRPD) the fundamental objection to the institutionalisation of
disabled people is that their unjustified segregation is in itself a severe infringement of their rights.
This view is supported by the policy objectives of both the EU and the Council of Europe which
seek to promote community living.

For this reason, ECCL considers that the use of Structural Funds to build new institutions or
renovate existing residential institutions is contrary to States’ obligations to protect the human
rights of disabled people.

European Union: Human rights and disability

Through their membership in the European Union and ratification of human rights treaties,
Member States have undertaken to respect and promote the human rights of their citizens and
protect them from discrimination.® The importance of these obligations is emphasised by the
Treaty of Lisbon:

‘The Union is founded on the values of respect for human dignity, freedom, democracy,
equality, the rule of law and respect for human rights, including the rights of persons
belonging to minorities. These values are common to the Member States in a society in
which pluralism, non-discrimination, tolerance, justice, solidarity and equality between
women and men prevail.”*
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The European Commission has been consistent in emphasising its commitment to promoting the
rights of disabled people. Since 2003, its overall objective has been ‘to make equal opportunities
for disabled people a reality’.> The EU was involved in the negotiations on the CRPD and was one
of the first signatories to this human rights instrument. The implementation of the CRPD will be
part of the European Commission’s strategic approach to disability:

‘Given the strong convergence between the European approach to disability and the UN
Convention, the [Disability Action Plan] will contribute to its practical implementation at
European level, while complementing national actions. In particular, actions in the areas
of employment, social services, independent living, accessibility, and development aid
will contribute to the implementation of the UN Convention.’®

European Convention on Human Rights

All Member States of the EU have ratified the ECHR. This means that their citizens can take
complaints to the European Court of Human Rights (‘the ECtHR’). The decisions of the ECtHR
are legally binding on the States concerned. As discussed below, case-law emerging from the
ECtHR covers issues relevant to this report. The ECHR is also of direct relevance to the EU. This is
because the European Court of Justice (ECJ) has emphasised that respect for human rights forms
an integral part of the general principles of Community law. This reflects the range of international
human rights treaties to which Member States are party, the most important of these being the
ECHR.’

The UN Convention on the Rights of Persons with Disabilities

All EU Member States have signed the CRPD and to date 12 have ratified it.® The CRPD includes
a range of rights such as the promotion of equality and protection from discrimination, the right
to privacy, freedom from torture or cruel or degrading treatment, access to justice, participation
in political and public life, education and employment. While Article 19 (see Box on page 44)
sets out specific requirements on States to enable disabled people to live and participate in the
community, the theme of ‘living independently and being included in the community’ is integral
to the CRPD.?

The emphasis that is given to the right of disabled people to be supported to live in the community
and participate fully in society is often described as the right to ‘independent living’ or, as used in
this report, ‘community living".™°

Although the CRPD is the first international human rights treaty to include the explicit right of
all disabled people to live and participate in the community as equal citizens, this is not a new
right. By providing that all disabled people have the right to live and participate in the community,
Article 19 of the CRPD reflects the increasingly widespread recognition within the UN human rights
agencies that such a right exists. For example, under the heading ‘Equalization of opportunities’,
the Standard Rules on the Equalization of Opportunities for Persons with Disabilities, adopted by
the General Assembly in 1993 state:

‘Persons with disabilities are members of society and have the right to remain within
their local communities. They should receive the support they need within the ordinary
structures of education, health, employment and social services.”""
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Article 19 - Living independently and being included in the community

States Parties to the present Convention recognise the equal right of all persons with dis-
abilities to live in the community, with choices equal to others, and shall take effective and
appropriate measures to facilitate full enjoyment by persons with disabilities of this right
and their full inclusion and participation in the community, including by ensuring that:

a) Persons with disabilities have the opportunity to choose their place of residence and
where and with whom they live on an equal basis with others and are not obliged
to live in a particular living arrangement;

b) Persons with disabilities have access to a range of in-home, residential and other
community support services, including personal assistance necessary to support
living and inclusion in the community, and to prevent isolation or segregation from
the community;

c¢) Community services and facilities for the general population are available on an
equal basis to persons with disabilities and are responsive to their needs.

The promotion of community living: a common objective

Article 19 of the CRPD is of great significance because it enshrines the right to community living
in an international human rights treaty. However, both the EU and the Council of Europe
emphasised the importance of promoting community living prior to the introduction of the CRPD.
The EU aims to ‘develop concrete actions in crucial areas to enhance the integration of people
with disabilities’.’ The Council of Europe’s disability action plan identifies community living
as a key goal:

‘People with disabilities should be able to live as independently as possible, including
being able to choose where and how to live. Opportunities for independent living and
social inclusion are first and foremost created by living in the community.”'?

Unjustified segregation is a human rights violation

As discussed in Chapter 2, numerous reports have highlighted the wide ranging and severe
human rights violations within residential institutions in CEE. While Governments have a
responsibility to take action to address human rights abuses and the failures to provide
appropriate care, simply renovating the buildings and improving the standards of care within such
institutions, is not enough.

Institutionalisation: an infringement of rights and freedoms

Irrespective of the conditions within an institution, a system which segregates people on the basis
of their disability, removes them from their families and local communities and excludes them
from opportunities that are available to non-disabled people, such as education and employment,
is an infringement of disabled people’s rights and freedoms. Article 19 of the CRPD makes clear
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that the unjustified segregation of disabled people is in itself a severe infringement of disabled
people’s rights. Requiring disabled people to live in residential institutions also engages rights
under the ECHR, in particular Article 5 and Article 8 (these are discussed below).

Institutionalisation: contrary to the CRPD

Article 19 provides that all disabled people have the right to live and participate in the community.
States are required to ‘take effective and appropriate measures’ to facilitate disabled people’s “full
enjoyment’ of this right, and to achieve their ‘full inclusion and participation in the community’.™
Article 19 also requires that disabled people have access to community support services necessary
to support their social inclusion and to ‘prevent isolation or segregation from the community’.’

The goal of ensuring that disabled people have the necessary support to live and participate in
society is emphasised by other key rights of the CRPD. For example, Article 26 requires States to
take appropriate measures, such as rehabilitation services and programmes:

‘...to enable persons with disabilities to attain and maintain maximum independence,
full physical, mental, social and vocational ability, and full inclusion and participation in
all aspects of life.”

Furthermore, States must take steps to prevent action that is contrary to the rights set out in the
CRPD. They must:

"...refrain from engaging in any act or practice that is inconsistent with the present
Convention and to ensure that public authorities and institutions act in conformity with
the present Convention.'®

Using Structural Funds to maintain institutional care: contrary to CRPD

States that have ratified the CRPD are bound by the obligations set out in this treaty. Those that
have signed but not yet ratified are required to ‘refrain from acts that would defeat the object and
purpose of the treaty’."”

For the reasons set out below, in ECCL's view the use of Structural Funds to maintain institutional
care not only contravenes the rights set out in the CRPD, in particular Article 19, but also defeats
the object and purpose of the CRPD. By using Structural Funds in this way, Member States are
perpetuating a system that excludes disabled people from society and prevents them from exercising
their right to community living. They have an obligation to remedy this situation, whether or not
they have yet ratified the CRPD.

Institutionalisation: Implications for the European Convention on
Human Rights

Many of the rights set out in the ECHR are of direct relevance to the human rights violations
within institutions that are described in Chapter 2. For example, the appalling living conditions,
malnutrition and unhygienic sanitation would engage Article 3 (freedom from torture or inhuman
or degrading treatment or punishment) and in some cases Article 2 (the right to life).
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This section focuses on two ECHR rights that are of particular significance to the institutionalisation
of disabled people: Article 5 (the right to liberty) and Article 8 (the right to private and family life).
It does so by posing key questions to be considered:

i. Does the placement in the institution amount to a deprivation
of the person’s liberty?

Article 5 of the ECHR (the right to liberty) is relevant where the placement of an individual in an
institution amounts to a deprivation of liberty. This Article permits ‘deprivation of liberty’ (also
referred to as ‘detention’) in limited and specified circumstances only."® Accordingly, States must
ensure that any situation in which a person is required to live in a residential institution complies
with Article 5.

Deprivation of liberty (detention)

Given the paucity of information on residents of institutions' it is not known exactly how many
disabled people are institutionalised across CEE nor is it possible to assess how many people in
institutions are detained. However the numbers are likely to be substantial, particularly given the
European Court of Human Rights (ECtHR) rulings on what amounts to detention. In determining
whether a person is detained, the ECtHR takes into account a range of factors, ‘such as type,
duration, effects and manner of implementation of the measure in question’.?® Individuals may be
deprived of their liberty even if they do not resist their placement?' or are permitted to leave the
facility on frequent occasions.??

Evidence suggests that the majority of disabled adults in institutions are people with mental
health problems and/or intellectual disabilities.?* Although Article 5 allows a person to be deprived
of their liberty on the grounds that they are ‘of unsound mind” (a term which includes ‘mental
health problems’ and “intellectual disabilities’) this is not in itself sufficient for the detention to be
lawful. The ECtHR requires three minimum conditions to be met: that objective medical evidence
has shown that the person has a mental disorder; that this is of a nature or degree warranting
compulsory confinement and the person can be detained only so long as such mental disorder
persists.?* There must also be a periodic review of the person’s detention by an independent
judicial body.?

Guardianship?®

Residents of institutions in CEE may have been placed in the institution on the authority of their
guardian. In Shtukaturov v Russia the ECtHR found that the applicant was detained, having noted
that he was ‘confined to hospital for several months, he was not free to leave and his contacts
with the world were seriously restricted’. The fact that under domestic law the applicant was
considered to be ‘voluntarily confined’ because his guardian had authorised the admission to the
psychiatric hospital was not relevant to the question whether or not the situation amounted to a
deprivation of liberty under the ECHR.?’

ii. What alternatives have been considered?

The ECtHR has emphasised that the detention of an individual is a very serious measure. Accordingly,
detention will only be justified:
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‘...where other, less severe measures have been considered and found to be insufficient
to safeguard the individual or public interest which might require that the person
concerned be detained.’?®

Whether or not a person’s placement in an institution amounts to a deprivation of liberty under
Article 5, it will engage Article 8 (right to private and family life). This is because the characteristics
of institutions constitute a significant interference with a person’s private and family life, such as
the lack of privacy and restrictions on their ability to interact with family and friends. The ECtHR
has stressed that there must be a clear justification for any interference with Article 8, which
must relate to the specific aims of this right, such as the protection of health or morals and the
protection of the rights and freedoms of others.

In deciding whether there was any justification for the interference with Article 8, the ECtHR
will consider a variety of factors including the impact on the individual and whether there were
any less intrusive measures that could have been taken that would have achieved the desired
outcome. For example, in Kutzner v Germany the ECtHR found that the removal of the children
of parents with mild intellectual disabilities breached Article 8 because there were insufficient
reasons for such a serious interference with the parents’ family life. One of the factors taken into
account by the ECtHR in reaching this decision was its concern that the authorities had not given
sufficient consideration to the additional measures of support that could have been provided as
an alternative to the ‘most extreme measure’ of separating the children from their parents.?

The ECtHR has held that in some situations States are required to take action to ensure that an
individual’s rights are protected. These ‘positive duties’ under Article 8 arise when the State’s
failure to adopt certain measures has a direct impact upon an individual’s life by interfering with
that person’s ‘right to personal development and his or her right to maintain relations with other
human beings and the outside world’.3°

In deciding whether such positive duties have arisen in matters concerning the allocation of
resources, the ECtHR generally accords States a wide 'margin of appreciation’.?" However, the
ECtHR has stressed that even where the margin of appreciation is wide, it is for the ECtHR to
determine whether the ECHR rights in question have been curtailed:

"...tosuch an extent as to impair their very essence and deprive them of their effectiveness;
that they are imposed in pursuit of a legitimate aim, and that the means employed are
not disproportionate. '3

These points are relevant in considering how the ECtHR might approach any future potential cases
that seek to challenge the practice of institutionalising disabled people, for reasons such as the
failure to develop community-based alternatives. Although, to date, the ECtHR has not considered
this issue, given the broad scope of Article 8, ECCL considers that this right could form the basis
for such challenges.

For example, the ECtHR has noted that there is international recognition of the need to protect

disabled people, as reflected in the adoption of the CRPD.** This, together with the right to
community living as articulated in Article 19 of the CRPD and the general consensus on the need
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to move from institutional care to a system of community-based services,** may lead the ECtHR to
consider it necessary to examine the reasons why a State has not has not taken reasonable steps
to put in place community-based alternatives to institutional care.

A Government'’s decision to use Structural Funds to build new institutions or renovate existing
institutions may be found to have failed to comply with the positive obligations under Article 8
on the basis that as a result of the failure to use such funding to develop alternative community-
based services, disabled people have to be placed in (or continue to reside in) institutions.®

2. Challenging discrimination and promoting equality
of opportunity and social inclusion

This section examines States’ obligations to challenge discrimination and promote equality as
well as their commitment to promote social inclusion. It seeks to show why ECCL considers that
the practice of using Structural Funds to build new institutions or renovate existing residential
institutions fails to take these undertakings into account sufficiently, or at all.

European Union law and the use of Structural Funds

In determining the scope and purpose of the programmes to be financed by Structural Funds, the
EU and Member States must take into account their obligations to challenge discrimination and
promote equality of opportunity and social inclusion. The key relevant issues are considered below.

i.  Principles of non-discrimination and equality of opportunity

The European Commission emphasises the ‘long tradition” of European action to ‘ensure equality
among individuals’. This action is based upon the shared values of EU Member States:

‘Common to all our European societies is a fundamental recognition that every individual
is of equal worth and should have fair access to the opportunities of life. Discrimination
undermines these shared values.’3®

A fundamental principle of Community law and all the major human rights instruments is to
protect individuals from discrimination. Although the precise definition of ‘discrimination’ differs
between treaties and type of discrimination being addressed, a common feature is that States are
required not only to prohibit discrimination but may also be required to take affirmative action to
counter existing discrimination against certain parts of the population.

The prohibition of discrimination and right to equal treatment are principles that form part of
well-established Community law. Article 13 of the Treaty of Amsterdam (1999) authorises the
EU to take action to combat discrimination based on sex, race or ethnic origin, religion or belief,
disability, age or sexual orientation. This has provided the basis for six main directives to date, for
example, the Employment Equality Directive.?” The European Commission has issued a proposal
for a new directive which will outlaw other forms of discrimination on the grounds of age, sexual
orientation, disability and religion or belief.®
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ii. General Regulations: preventing discrimination and promoting social inclusion

The use of the Structural Funds is governed by regulations adopted by the European Parliament
and the Council of the European Union. Regulation (EC) No 1083/2006 ('the General Regulations’)
sets out the general provisions for the European Regional Development Fund (ERDF) and the
European Social Fund (ESF).*° There are also separate regulations, setting out the specific tasks and
governance provisions for each of the Structural Funds.*® These regulations are legally binding on
all Member States and have the same status as national law.*'

Preventing discrimination

Article 16 of the General Regulations (Equality between men and women and non-discrimination)
is of particular importance to the question of whether the use of Structural Funds to build new
institutions or renovate existing institutions is discriminatory under Community law. It requires
Member States to take action to prevent discrimination on various grounds including disability:

‘The Member States and the Commission shall take appropriate steps to prevent any
discrimination based on sex, racial or ethnic origin, religion or belief, disability, age or
sexual orientation during the various stages of implementation of the Funds and, in
particular, in the access to them. In particular, accessibility for disabled persons shall be
one of the criteria to be observed in defining operations co-financed by the Funds and
to be taken into account during the various stages of implementation.’

The precise scope of Article 16 is not clear because neither ‘disability’, nor ‘discrimination’ is defined
in the General Regulations. So far as we are aware, there is no EU case law on the meaning of
these terms in the context of these regulations generally or Article 16 specifically. However, some
guidance can be gleaned from broader EU law particularly in relation to the Employment Equality
Directive. When considering this directive in relation to disability, the European Court of Justice
(ECQJ) has stated:

"...the concept of ‘disability” must be understood as referring to a limitation which results
in particular from physical, mental or psychological impairments and which hinders the
participation of the person concerned in professional life. "

While the issues covered under Article 16 are much broader than employment, the ECJ’s
definition provides some indication of how ‘discrimination’ under the General Regulations may
be interpreted. Notwithstanding concerns about the ‘'medical model’ approach of the ECJ to
impairment,* individuals who have been placed in institutions on the grounds that they have
physical, intellectual or psychological impairments are likely to fall within the definition of disability
however limited the scope of the definition being applied. The definition of ‘disability’ in the
proposed EU discrimination directive reflects the definition set out in the CRPD:

‘Persons with disabilities include those who have long-term physical, mental, intellectual
or sensory impairments which, in interaction with various barriers, may hinder their full
and effective participation in society on an equal basis with others. "

Under the Employment Equality Directive, the concept of discrimination in relation to disability
includes ‘direct discrimination’, ‘indirect discrimination’ and ‘harassment’.*> The proposed
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EU discrimination directive includes ‘denial of reasonable accommodation’ in the definition of
discrimination.*®

It is not clear whether ‘discrimination” under Article 16 would encompass these aspects of
discrimination and so far as we are aware, no guidance has been issued on this subject. However,
the European Commission’s ‘Ensuring accessibility and non-discrimination of people with
disabilities: Toolkit for using EU Structural and Cohesion Funds' (‘the Toolkit’) makes clear that
Article 16 is intended to underpin the EU policy objectives of addressing social exclusion and
disability discrimination:

‘This article offers an opportunity and a positive framework for the promotion of
equality, non-discrimination and in particular the implementation of accessibility
for people with disabilities and for involving organisations representing people with
disabilities.”*

The use of Structural Funds to maintain the system of institutional care for disabled people is
inconsistent with these positive goals.

Promoting social inclusion

The EU’s social inclusion policies highlight the need to develop quality services and to use the
Structural Funds (especially the European Social Fund) to support social inclusion measures in the
EU Member States.*® For example, the Open Method of Coordination for Social Protection and
Social Inclusion stresses the importance of mainstreaming social inclusion policies into all relevant
public policies, including Structural Fund programmes.*® The General Regulations also cover social
inclusion. Article 3 states:

‘The action taken under the Funds shall incorporate, at national and regional level, the
Community’s priorities in favour of sustainable development by strengthening growth,
competitiveness, employment and social inclusion and by protecting and improving the
quality of the environment."*°

The emphasis on promoting the social inclusion of disabled people is underpinned by the EU
Charter of Fundamental Freedoms, with which Member States must comply when implementing
EU law.”" Article 26 (Integration of persons with disabilities) of the Charter states:

‘The Union recognises and respects the right of persons with disabilities to benefit from
measures designed to ensure their independence, social and occupational integration
and participation in the life of the community.”

The CRPD will also be relevant to the application of Structural Funds in relation to projects
concerning disabled people. The European Commission’s Toolkit highlights the connection
between Article 19 and the use of Structural Funds:

‘The UN Convention as a whole, and specifically Article 19 favours independent living
in the community instead of expanding residential institutions. This means, for example,
that investing EU Funds in solutions which oppose and hamper community living of
people would act against the Convention. This would be a violation of fundamental
rights of people with disabilities, leading to more exclusion. >
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The Toolkit makes clear that the use of Structural Funds to modernise or build long stay residential
institutions for disabled people is contrary to the CRPD. Such use also conflicts with the EU’s social
inclusion policies.

In some circumstances action will be required to address the poor living conditions in residential
institutions and any risks to the health and safety of the residents. However, given that such remedial
work would need immediate funding, Structural Funds are not the appropriate mechanism for
financing such emergency initiatives. We make specific recommendations on the use of Structural
Funds in Chapter 5.

Challenging the use of Structural Funds to maintain institutional care

This section considers issues that will be of particular relevance to the question whether the
use of Structural Funds to invest in long stay residential institutions complies with EU law. In
the light of the areas outlined above (the fundamental principles of non-discrimination and
equality of opportunity, and the General Regulations requirements on preventing discrimination
and promoting social inclusion) we suggest that the following questions must be addressed by
the EU and Member States when determining the types of projects that Structural Funds can
support:

i. Has the requirement to take all appropriate steps to prevent discrimination on
the basis of disability been met?

As discussed above, the need to protect individuals from discrimination is recognised by
Community law and all the major human rights instruments, albeit the definitions of discrimination
vary. Some key issues arising from the CRPD, ECHR jurisprudence and a decision of the US Supreme
Court in relation to the Americans with Disabilities Act 1990 are set out below.

The Convention on the Rights of Persons with Disabilities

Addressing disability discrimination is a fundamental principle of the CRPD. In meeting their
obligations to ‘ensure and promote the full realization of all human rights and fundamental
freedoms for all persons with disabilities without discrimination of any kind on the basis of
disability” States must take all appropriate measures:

"...to modify laws, regulations, customs and practices that constitute discrimination
against persons with disabilities’>

"...to eliminate discrimination on the basis of disability by any person, organization
or private enterprise’>*

The CRPD requires States to prohibit all discrimination on the basis of disability,> which is
defined as:

"...any distinction, exclusion or restriction on the basis of disability which has the purpose
or effect of impairing or nullifying the recognition, enjoyment or exercise, on an equal
basis with others, of all human rights and fundamental freedoms in the political,
economic, social, cultural, civil or any other field. It includes all forms of discrimination,
including denial of reasonable accommodation’.
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The European Court of Human Rights’ approach to discrimination

The ECtHR has taken an increasingly robust approach to discrimination.®® For example, in relation
to alleged discrimination on the grounds of race, it stated:

"...no difference in treatment which is based exclusively or to a decisive extent on a
person’sethnicorigin is capable of being objectively justified in a contemporary democratic
society built on the principles of pluralism and respect for different cultures’>’

It has made similar points in relation to sex discrimination, holding that:

‘... very weighty reasons would have to be put forward before such a difference of
treatment [on grounds of sex] could be regarded as compatible with the Convention’>®

Furthermore, in the recent case of Glor v Switzerland, the ECtHR emphasised its role in protecting
the rights of disabled people and confirmed that Article 14 (freedom from discrimination) protects
persons with disabilities.>® In that case, the ECtHR decided that the nature of the case merited a
more detailed scrutiny of the basis of the Government’s decision to treat a person differently due
to their disability, to ascertain whether it was justified or not. Noting that the State’s action might
not be compatible with the necessity to fight against discrimination towards disabled people and
to promote their full participation and integration into society, the ECtHR concluded that in such
cases the 'margin of appreciation’ for States to establish different legal treatment for disabled
persons is significantly reduced.®°

The ECtHR's emphasis on the importance of challenging discrimination towards disabled people and
on promoting their full participation in society, highlight the potential of Article 14 (in conjunction
with Article 8) to form the basis of a complaint that seeks to challenge policies and practice that
lead to disabled people’s segregation, such as the use of Structural Funds to maintain institutional
care. If such a case were to be considered, comments from the ECtHR also suggest that Article 14
may be relevant even if the respondent State did not intend to marginalise or otherwise unfairly
treat disabled people when developing its policies for social inclusion and other areas relevant to
the use of Structural Funds. If there is evidence that demonstrates that these policies had such a
result, Article 14 may be engaged:

"...aqgeneral policy or measure that has disproportionately prejudicial effects on a particular
group may be considered discriminatory notwithstanding that it is not specifically aimed
at that group.”’

The need to address ‘unnecessary institutionalization’: Olmsted v LC

Chapter 3 of this report identified the ‘perverse incentive’ in favour of institutionalisation created by
legal and financial systems that were geared towards placing disabled people in institutions rather
than providing them with the support to live in their own homes and engage in community life.
An analogous situation was considered by the US Supreme Court in Olmsted v LC (1999)." In this
case, the State of Georgia’s funding arrangements favoured institutional placements, rather than
community-based independent living placements. The Court considered that such arrangements
contravened the Americans with Disabilities Act 1990 which (amongst other things) prohibits
discrimination in the provision of public services.
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Whilst making clear that factors such as the available resources and the equitable use of resources
needed to be taken into account, the US Supreme Court stressed the importance of policies
being rational and fair and of the basic principle that ‘unnecessary institutionalization’ should be
avoided if possible.

The role of Structural Funds

The comments the US Supreme Court made in relation to available resources and the equitable use
of such resources is of particular relevance to the use of Structural Funds in CEE. As Soteria—ELTE
point out in Chapter 3, one of the most frustrating aspects of the current use of Structural Funds is
that they are being wasted. They are being used to maintain an archaic institutional system rather
than to initiate and develop a system of community-based alternatives. Governments in CEE have
limited resources and many areas that require development. However, this is where Structural
Funds can alleviate these funding pressures by providing the resources that Governments lack.

ii. Have the obligations under Article 19 of the CRPD been met?

The CRPD provides strong support for the view that the segregation of disabled people in
institutions, on the basis of their disability alone,®> amounts to discrimination. As discussed above,
the emphasis of Article 19 is that disabled people must have access to a range of community-
based services that support their social inclusion and prevent their isolation or segregation from
the community.®?

Responsibility on States to take effective action

Although States will not be expected to comply fully with all aspects of Article 19 immediately,
they will be required to demonstrate that they are taking concrete steps to realise the rights
set out in this article, using the maximum of their available resources to do so. This reflects the
understanding that some rights in the CRPD, such as Article 19, are likely to take time to achieve in
full. Accordingly, the CRPD requires States to take measures with a view ‘to achieving progressively
the full realisation of these rights’ (referred to as ‘progressive realisation’).%

However, the lack of resources does not justify inaction. In the case of CEE countries, where
institutional care predominates, ECCL considers that States should, as a matter of priority, plan
what action they will need to take to meet their obligations under Article 19. This should include
the planning and development of community-based services as alternatives to institutionalisation
and the closure of the long stay residential institutions.

Implementation of Article 19 is linked to other key rights

In the light of the obligations set out in the CRPD, ECCL considers that States should prioritise
the steps required to develop alternatives to institutionalisation. The implementation of Article
19 is significant in itself, but its implementation is also relevant to a number of key provisions
of the CRPD that require immediate application, for example, Article 14 (Liberty and security of
person) and Article 23 (Respect for the home and the family). The implementation of these rights
is dependent on the State’s progress in ensuring the right of disabled people to choose where and
with whom to live, and to participate in the community.
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The Office of the United Nations High Commissioner for Human Rights points out the significant
changes that will be required in countries where institutional care is still predominant:

‘The recognition of the right of persons with disabilities to independent living and
community inclusion requires the shift of government policies away from institutions
towards in-home, residential and other community support services. '

This comment confirms that the use of Structural Funds to build or renovate long stay residential
institutions is contrary to the obligations under Article 19 to promote community living.

iii. Has the requirement to incorporate the Community’s priorities in favour
of social inclusion been met?

Residents of long stay institutions are probably one of the most socially excluded groups. Itis unlikely
that they receive any benefit from EU and Government policies that promote social inclusion, such
as access to quality services, vocational training and support to gain employment.

ECCL is aware that in some projects concerning the renovation of residential institutions or
construction of new institutions, the residents have been assessed as being in need of institutional
care.®® |t is clear that when there are no alternatives to institutions it is likely that people with
support needs for which their families are unable to provide, will be considered to require
institutional care. It is this conundrum that Structural Funds have the potential to help to break.
They can support the development of community-based alternatives to institutional care.

Comments by the US Supreme Court in the case of Olmstead (discussed above) which concerned
the institutionalisation of disabled people illustrate the vicious circle in which residents of
institutions in CEE are trapped:

‘The identification of unjustified segregation as discrimination reflects two evident
judgments: Institutional placement of persons who can handle and benefit from
community settings perpetuates unwarranted assumptions that persons so isolated are
incapable or unworthy of participating in community life..."%’

In CEE countries, the assumption that the residents of institutions are unable to live in the
community remains unchallenged because there are no supports in the community.

In ECCL's view there is no justification for Structural Funds being used for programmes that
perpetuate the segregation of disabled people in institutions.

iv. Has the priority of ‘increasing the quality of life’ obligations under the European
Regional Development Fund Regulations been taken into account sufficiently?

Article 4(11) of Regulation 1080/2006 (European Regional Development Fund — ERDF) states that
one of the priorities of the ERDF is ‘investments in health and social infrastructure which contribute
to regional and local development and increasing the quality of life’.
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As noted in Chapter 2 there is a propensity for the culture of such institutional environments to
lead to the dehumanisation of the residents and to engender human rights abuses. The report
of an in-depth study of institutions in France, Hungary, Poland and Romania, /ncluded in Society,
highlights the potential for institutionalisation to lead to serious human rights abuses of the
residents:

‘In this situation, where the organisation becomes relatively isolated from the wider
community, practices develop that should be unacceptable, such as keeping people in
bed all day or the use of cage beds to confine people.’®®

Furthermore, evidence shows that improving the physical environment or even increasing the
numbers of qualified staff does not necessarily address this negative ‘institutional culture’.®

The US Supreme Court in the case of Olmstead (discussed above) highlighted a significant concern
about the negative effect of institutionalisation:

'...confinementinaninstitution severely diminishes the everyday life activities of individuals,
including family relations, social contacts, work options, economic independence,
educational advancement, and cultural enrichment.’”°

The concern that living in a residential institution is likely to diminish a person’s capacity to
engage in community life outside an institution is especially true for many residential institutions
across CEE where there are little, or no, therapeutic activities or provision of independent
living skills.

In ECCL's view by using Structural Funds to renovate or build new residential institutions, the EU
and Member States are at risk of failing to comply with the requirement to ‘increase the quality of
life’ of the residents of such institutions.

4. Duty to promote community living

This section explains why the use of Structural Funds to build new institutions or renovate existing
institutions is contrary to States’ obligations to promote community living. It seeks to demonstrate
that while the CRPD provides greater detail on the nature and scope of the right to community
living, the obligation to ensure respect for this right applies to all EU Member States, whether or
not they have ratified this treaty.

Community living and the CRPD

A central tenet of the CRPD is that disabled people should be able to receive the support that they
need to enable them to achieve their aspirations and engage in community life. By ratifying the
CRPD, States have made a commitment to ensuring that disabled people can live, and participate
fully, in their communities. They must give legal recognition to the right of disabled people to live
in the community and must develop services and support and an action plan to enable people to
live in the community.
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The requirement that States take concrete steps to move from a system of institutional care to
the provision of services and support in the community that promote social inclusion is made
explicit in the CRPD. Article 19 requires States to ‘take effective and appropriate measures’ to
facilitate disabled people’s right to live in the community and “full inclusion and participation in
the community’. In order to achieve this objective States must ensure that disabled people have
access to a range of community support services. Article 19 also makes clear that the provision of
services is not enough in itself. Such services must be ‘necessary to support living and inclusion in
the community, and to prevent isolation or segregation from the community’.

The general obligations under Article 4 require that States adopt appropriate legislative,
administrative and other measures to implement these rights.”" Accordingly, States must be
proactive in developing laws, policies and practices that reflect the rights under the CRPD.
This underpins the requirement under Article 19 that States take concrete steps to move
from institutional care to community-based services. States that have ratified the CRPD have
undertaken to:

"...ensure and promote the full realization of all human rights and fundamental
freedoms for all persons with disabilities without discrimination of any kind on the basis
of disability’

The development of the right to community living

There has been increasing recognition both internationally and within Europe of the need to
promote the right of disabled people to be supported to live in the community and participate fully
in society. For example, in 1994 the Committee responsible for overseeing States’ compliance with
obligations under the International Covenant on Economic, Social and Cultural Rights (ICESCR)
noted that, in order to comply with the obligations under the IESCR, States should have ‘social
policy programmes which enable persons with disabilities to live an integrated, self determined
and independent life’. In relation to the right to physical and mental health (Article 12 ICESCR)
the Committee stated that disabled people should have access to, and benefit from, medical and
social services that will help them:

"...to become independent, prevent further disabilities and support their social integra-
tion. Similarly, such persons should be provided with rehabilitation services which
would help them “to reach and sustain their optimum level of independence and
functioning”.'7?

The existence of the right to community living was more firmly articulated by Paul Hunt, the
former Special Rapporteur on the Right to Health, when he argued that the ‘right to community
integration” derived from the right to health and other human rights.”® Although he was focusing
on people with 'mental disabilities” (people with mental health problems and people with
intellectual disabilities), these comments apply to all disabled people:

‘Community integration better supports their dignity, autonomy, equality and
participation in society. It helps prevent institutionalisation, which can render persons
with mental disabilities vulnerable to human rights abuses and damage their health on
account of the mental burdens of segregation and isolation. Community integration is
also an important strategy in breaking down stigma and discrimination against persons
with mental disabilities. "’
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The right to community living is reflected in Article 26 of the EU Charter of Fundamental
Freedoms (discussed above), which Member States must comply with when implementing EU
law. Article 15 of the Revised European Social Charter (The right of persons with disabilities to
independence, social integration and participation in the life of the community) is also significant.
It requires States:

"...to promote [persons with disabilities] full social integration and participation in the
life of the community in particular through measures, including technical aids, aiming
to overcome barriers to communication and mobility and enabling access to transport,
housing, cultural activities and leisure.”>

Thus the right to community living was recognised by UN treaty bodies, the EU Charter of
Fundamental Rights, as well as the Revised Social Charter (which some Member States have
ratified)’® prior to the introduction of the CRPD. Accordingly, EU Member States should take action
to promote community living whether or not they have ratified the CRPD.

Furthermore, as argued above, the use of Structural Funds to maintain institutional care excludes
disabled people from society and prevents them from exercising their right to community living.
This not only contravenes the rights set out in the CRPD, in particular Article 19, but also defeats
the object and purpose of the CRPD. Accordingly, all Member States, whether or not they have yet
ratified the CRPD, should ensure that Structural Funds are not used in this way.

The role of Structural Funds in promoting community living

As discussed above, the right to community living highlights the importance of ensuring that
disabled people receive the support that they need to achieve their aspirations and engage in
community life.”” It is clear therefore that community living is not focused solely on the physical
location of where a person lives. However, for those people who are currently living in long stay
institutions, their access to community life is severely restricted due to the place in which they live.
In many cases residents’ lives are confined within the walls of the institution.

Thus, for some people in CEE, where they live is a crucial, if not deciding factor, on whether they
can exercise their right to community living. For this reason it is essential that Structural Funds are
used to finance programmes for the development of community-based services as alternatives
to institutional care. This was recognised by the Council of Europe’s Parliamentary Assembly
resolution that called upon member States of the Council of Europe to:

"...committo the process of deinstitutionalisation by re-organising services and reallocating
resources from institutions to community-based services.'’®

By building new institutions or renovating existing institutions, States are diverting resources away
from the development of community-based services and other initiatives that are needed to ensure
that disabled people are able to live in the community and participate fully in society. Structural
Funds (both ERDF and ESF) should be used to provide the financial and technical support that
Governments need to develop a new system of community-based care.
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The use of Structural Funds to invest in existing long stay residential institutions must be reviewed as
a matter of priority. ECCL considers that Structural Funds should not be used to redevelop or build
new institutions. Where interim measures are necessary to address the risks to residents’ health
or safety, other funding that can be made available immediately should be used. Furthermore,
action taken must be part of a wider programme that is directed to the development of alternative
services in the community and has a clear timetable for the closure of the institution.

6. Conclusion

Upon their ratification of human rights treaties and on accession to the European Union, States
have undertaken obligations to protect human rights, challenge discrimination and promote
community living.

In some circumstances, these obligations require States to take positive action to ensure that
their citizens’ rights and freedoms are protected. As highlighted in this chapter, in the case of
disabled people, such action must include the development of community-based alternatives to
institutionalisation. The use of Structural Funds to invest in archaic residential institutions runs
counter to these obligations and risks subjecting disabled people to continued human rights
violations, discrimination and social exclusion.

The recommendations in Chapter 5 seek to identify what needs to be done to end this misuse
of Structural Funds and ensure that in the future they are applied to programmes that enable all
disabled people to live and participate in the community as equal citizens.
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CHAPTEHR 5

Looking Forward — Using

Structural Funds to Promote
Community Living: Conclusions and
Recommendations

‘In order to enable active participation of persons with disabilities in
society, it is necessary that they are given the opportunity to interact
with the community. The practice of placing children and adults with

disabilities into institutions undermines their inclusion as they are
kept segregated from the rest of society and suffer serious damage
to their healthy development and obstruction of the exercise of other
rights. Deinstitutionalisation is a prerequisite to enabling people

with disabilities to become as independent as possible and take their
place as full citizens with the opportunity to access education and

employment, and a whole range of other services.’

Parliamentary Assembly of the Council of Europe '






This chapter sets out our conclusions on the current use of Structural

Funds and our recommendations on the steps that need to be taken to

ensure that in the future, Structural Funds support programmes that

enable all disabled people to live and participate in the community

as equal citizens.

These conclusions and recommendations are based on the discussions in this report, in particular
the findings of our partners, IPP and Soteria—ELTE, set out in Chapter 3, and the concerns raised in
Chapter 4 that the use Structural Funds to build new, or renovate existing, residential institutions,
is contrary to EU policy objectives, EU law and human rights standards. They are as follows:

I. The potential of Structural Funds to effect positive change:

Structural Funds have the potential to make a significant positive impact on the situation
of people with disabilities by facilitating the development of community-based services as
alternatives to institutional care. Such services should seek to enable disabled people to live
their lives as equal citizens — going to school, working, developing friendships, making a
home, raising a family, taking part in community life and seeking to fulfil their personal
aspirations.

Accordingly, we recommend that:

The current use of Structural Funds is reviewed as a matter of priority. Structural Funds
must not be used to build new long stay residential institutions or renovate existing
residential institutions. When interim measures are needed to address risks to residents’
health or safety, other funding that can be made available immediately should be used.
The action taken must be part of a wider programme that is directed to the development
of alternative services in the community and has a clear timetable for the closure of the
institution;

The priorities included in Structural Funds’ Operational Programmes must explain how
they will support the implementation of the EU social inclusion policies, the national
strategies for social inclusion of people with disabilities and the UN Convention on the
Rights of Persons with Disabilities;

The 'Guidelines on the use of Structural Funds and other EU funding instruments for
deinstitutionalisation” recommended by the Ad Hoc Expert Group should be developed.?
These guidelines should provide Member States with examples of how Structural Funds
and other EU funding instruments can be used to support projects that deliver good
quality services in the community and promote the social inclusion of people with
disabilities.
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Il. Removing the barriers to the development of community-based services:

This report has identified a range of barriers to the development of community-based services
as alternatives to institutional care. A major concern raised by both IPP and Soteria—ELTE is
the confusion over the interpretation of the Structural Funds regulations concerning the
purchase of property or the construction of new premises.

Providing people with a place to live is an essential component of deinstitutionalisation.
Projects to develop community-based services as alternatives to institutions will therefore
need to purchase or otherwise acquire housing that is located in local communities.

Accordingly, we recommend that:

»  The Structural Funds regulations are reviewed and restrictions on investments into new
housing and the purchase of existing housing removed;

*  Investments into the social infrastructure (funded with European Regional Development
Fund (ERDF)) are combined with the training of staff (funded with European Social Fund
(ESF)), in order to create a workforce that will be able to provide the newly developed
services in the community, and to ensure that institutional practices are not replicated in
the new services.

lll. Role of non-governmental organisations and experts:

The process of transferring the focus of care from institutions to the community is complex.
It requires careful planning and the involvement of a range of individuals and organisations,
including disabled people and their families. Non-governmental organisations that have
experience of providing community-based services should be given a key role as they will be
able to provide support and advice to local public authorities and other non-governmental
organisations in establishing good quality and sustainable community-based services.

Accordingly, we recommend that:

»  Peoplewith disabilities and their representative organisations are involved in the planning,
implementation, monitoring and evaluation of the relevant Operational Programmes;

=  Non-governmental organisations providing community-based services for people with
disabilities are consulted on how to make the application/tendering process of Structural
Funds programmes more accessible;

= As recommended by the Ad Hoc Expert Group report, a pool of independent experts
on deinstitutionalisation is established to provide technical assistance to the European
Commission and the Member States when allocating resources from the Structural Funds.

IV. Monitoring and evaluation:

To ensure that projects supported with Structural Funds lead to a better quality of life for
people with disabilities, good monitoring and evaluation systems must be in place. The
involvement of disabled people and their representative organisations is crucial at all levels
— local, national, regional and European.
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Accordingly, we recommend that:

»  Theremitand procedures of the Monitoring Committees for Structural Funds programmes
enable non-governmental organisations representing people with disabilities to
contribute to the work of the committees and decision-making process.

V. Transparency and further research:

This report has highlighted the lack of comprehensive information about the use of Structural

Funds in relation to disabled people currently living in residential institutions and to the

difficulty of obtaining information about projects that have been, or currently are being

funded through Structural Funds.

Accordingly, we recommend that:

»  Data about the projects funded with Structural Funds (such as a description of activities,
information about the organisation being funded and the target group, project results
and the budget) is collected and published. At the national level, such information
should be publicly available from the Managing Authorities;

»  Research is commissioned to evaluate how Structural Funds are being used in relation to
the provision of social care services for people with disabilities.

VI. Awareness raising:

A key step in ensuring that Structural Funds are not used to strengthen the system of

institutional care is raising awareness that all people with disabilities have the right to live in

the community, with choices equal to others.

Accordingly we recommend that:

»=  Training on the UN Convention on the Rights of Persons with Disabilities (CRPD) and how
Structural Funds can facilitate the implementation of the CRPD is provided to the relevant
directorates at the European Commission and in the Member States (for Managing
Authorities and Monitoring Committees of the relevant Operational Programmes).
People with disabilities and their representative organisations should be closely involved
in the planning and delivery of such training.

Endnotes

1 Council of Europe, Parliamentary Assembly, Access to rights for people with disabilities and their full
and active participation in society, Report, Social, Health and Family Affairs Committee, Doc. 11649,
8 August 2008, paragraph 44.

2 The Ad Hoc Expert Group Report; p. 21.

LOOKING FORWARD u 67






A N N E X 1

Structural Funds:
An Overview!'







Structural Funds are the funds used to support the implementation of the EU’s strategy to reduce
disparities between the regions of Europe, known as the Cohesion policy.?

For the period 2007-2013, the Cohesion Policy is focused on economic growth and jobs. The
policy seeks to achieve a ‘balance and sustainable development of Europe’s regions’ by investing
in jobs and growth, but it also seeks to ‘improve and modernise public administrations, to enhance
transparency, and to foster good governance’.? The two funding mechanisms that support the
Cohesion Policy that are of relevance to the development of community-based services are the
European Social Fund (ESF) and the European Regional Development Fund (ERDF).

European Social Fund (ESF): was established to reduce differences in prosperity and living
standards across the EU, thereby advancing economic well-being. It ‘supports projects that
promote employment and help citizens advance their education and skills, improving their
job prospects’.# It assists EU Member States to achieve goals established in the European
employment strategy and disability action plan.® It can also be used to train staff working
with people with disabilities.

European Regional Development Fund (ERDF): this ‘finances productive investment leading to
the creation or maintenance of jobs, infrastructure and local development initiatives and the
business activities of small and medium sized businesses’.® The ERDF can finance ‘investments
in health and social infrastructure which contribute to regional and local development and
increasing the quality of life’.” As discussed in this report, in some countries it has been applied
to finance the construction of new residential institutions or renovate existing residential
institutions.

The European Commission’s ‘Ensuring accessibility and non-discrimination of people with
disabilities: Toolkit for using EU Structural and Cohesion Funds’ (‘the Toolkit’) explains the process
for the implementation of Structural Funds. Each Member State is required to prepare a national
strategic reference framework (NSRF) which outlines the State’s priorities for the use of Structural
Funds for the current period (2007-2013) in line with relevant Community guidelines and
programmes. Member States then ‘prepare more detailed fund specific operational programmes,
which identify concrete priorities for action, including financial allocations in the different areas’.

New regulations were adopted for the period 2007-2013. One general regulation applies to all
the funds, setting out the common rules for programming, managing, controlling and evaluating
the new cohesion policy.® There are also specific regulations for each of the Structural Funds.®

Endnotes

1 For more information about how Structural Funds work, please see the European Disability Forum,
Disabled people’s organisations and the European Structural Funds 2007-2013 (Toolkit for disability
mainstreaming), DOC EDF 06/09-10/2006. European Union, Regional Policy, Inforegio Panorama, EU
Cohesion Policy 1988-2008, Investing in Europe’s future, No 26 June 2008; p. 4.
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European Union, Regional Policy, Inforegio Panorama, EU Cohesion Policy 1988-2008, Investing in
Europe’s future, No 26 June 2008; p. 4.

Investing in Europe’s future; p. 4.

European Commission, What social Europe can do for you, Factsheet on EU Funding Programmes;
p. 37.

The Toolkit; p. 13.

The Toolkit; p. 13.

Article 4 of the Regulation (EC) No 1080/2006 of the European Parliament and of the Council of 5 July
2006 on the European Regional Development Fund and repealing Regulation (EC) No 1783/1999, 31
July 2006.

The Structural Funds General Regulation 1083/2006. See also the Toolkit; p. 13.

See Regulation (EC) No 1080/2006 of the European Parliament and of the Council of 5 July 2006 on the
European Regional Development Fund and repealing Regulation (EC) No 1783/1999, and Regulation
(EC) No 1081/2006 of the European Parliament and of the Council of 5 July 2006 on the European
Social Fund and repealing Regulation (EC) No 1784/1999.



A N N E X 2

Selection of Human Rights Reports
on People with Disabilities in

Long Stay Residential Institutions
In Central and Eastern Europe







Romania

Center for Legal Resources, Report Concerning Observance of Rights and Liberties of Persons
Committed to Healthcare and Social Establishments for People with Mental Disabilities
(2009)

Center for Legal Resources, Protection Mechanisms for Persons with Mental Disabilities in Medical-
Social Institutions — Illusion to Reality (2007)

Mental Disability Rights International, Hidden Suffering: Romania’s Segregation and Abuse of
Infants and Children with Disabilities (2006)

Center for Legal Resources/UNICEF, Monitoring the Rights of Mentally Disabled Children and Young
People in Public Institutions (2006)

Amnesty International, Romania, State Duty to Effectively Investigate Deaths in Psychiatric
Institutions (2005)

Hungary

MDAC — Mental Disability Advocacy Center, Guardianship and Human Rights in Hungary, Analysis
of Law, Policy and Practice (2007)

MDAC — Mental Disability Advocacy Center, Cage Beds, Inhuman and Degrading Treatment in Four
Accession Countries (2003)

Other countries in Central and Eastern Europe

Latvian Centre for Human Rights, Human Rights in Mental Health Care in Baltic Countries (date
not given)

Mental Disability Rights International, Torment not Treatment: Serbia’s Segregation and Abuse of
Children and Adults with Disabilities (2007)

Latvian Centre for Human Rights, Monitoring Report on Closed Institutions in Latvia (2006)

Vann B and Sika J, From ‘Cage Beds’ to Inclusion: The Long Road for Individuals with Intellectual
Disability in the Czech Republic (2006)

UNICEF, Children and Disability in Transition in CEE/CIS and Baltic States (2005)

Bulgarian Helsinki Committee, The Archipelago of the Forgotten: Social Care Homes for People
with Mental Disorders in Bulgaria (2005)

Freyhoff G, Parker C, Coué M and Grieg N, Included in Society — Results and Recommendations of
the European Research Initiative on Community-Based Residential Alternatives for Disabled
People (2004)
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Disability Monitor Initiative South East Europe, Beyond De-institutionalisation, The Unsteady
Transition towards an Enabling System in South East Europe (2004)

Amnesty International, Bulgaria, Far From the Eyes of Society: Systematic Discrimination against
People with Mental Disabilities (2003)

Human Rights Monitoring Institute/Global Initiative on Psychiatry/Viltis/Vilnius Centre for
Psychological and Social Rehabilitation, Human Rights Monitoring in Closed Mental Health
Care Institutions (2005)
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Cohesion policy

The Cohesion policy is the European Union’s strategy to reduce disparities between regions in
Europe. Cohesion policy financing is delivered through seven-year operational programmes
from three Structural Funds. These are the European Regional Development Fund (ERDF), the
European Social Fund (ESF) — both explained in Annex 1 — and the Cohesion Fund. (The Cohesion
Fund is used to finance transport and environmental infrastructure and it is not covered in this
report). The seven-year periods are known as programming periods, with the current one
running from 2007 until 2013.

Community-based services

This term refers to a range of services which ensure that people with disabilities can live and
participate in the community on an equal basis with other citizens. They include not only special
services for people with disabilities (such as early intervention, personal assistance, rehabilitation,
family support services etc.), but also services for the general population (such as housing,
education, health care, transport etc.), which must be made responsive to the needs of people
with disabilities.?

Community living
The term ‘community living’, also known as ‘independent living” is used in this report to describe
the goal that:

‘People with disabilities are able to live in their local communities as equal citizens, with
the support that they need to participate in every-day life. This includes living in their
own homes or with their families, going to work, going to school and taking part in
community activities. "

Deinstitutionalisation*

Deinstitutionalisation is a term that is used to describe the process of replacing institutional
care with community-based services. It involves not only the closure of residential institutions
but the development of community-based alternatives. Its aim is to enable people to leave
residential institutions and help them to live in the community by creating the necessary supports.
Deinstitutionalisation policies must recognise the variety of needs of people with disabilities
and ensure that people are given the support that they need to live an ordinary life in the
community.

Deinstitutionalisation does not end with the closure of institutions. Ongoing work is required
to ensure high-quality, individualised support for people with disabilities to live and participate
in the community. It is important to ensure that institutional practices are not replicated in the
community.
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Institution

There are various approaches to defining an institution. In this report we have used the term
‘residential institution” to make clear that we are referring to premises which have been established
to provide long term care for disabled people. Some definitions are based on the number of places
in a facility, e.g. an institution is a facility with 30 or more places. This definition can be useful
for collecting data, describing trends and monitoring progress in deinstitutionalisation. For
example, it was used in the DECLOC report, referred to in Chapter 2. However, an institution is not
defined only by its size. As explained in Chapter 2, the number of people housed in a particular
establishment, while an important factor, is only one of the factors to be taken into account.

For this reason, ECCL uses a definition adapted from the one developed by People First of Canada
(their definition focused on people with intellectual disabilities, whereas ours covers all disabled
people):

An institution is any place in which people who have been labelled as having a disability
are isolated, segregated and/or compelled to live together. An institution is also any
place in which people do not have, or are not allowed to exercise control over their lives
and their day-to-day decisions. An institution is not defined by its size’.

Structural Funds management

The Structural Funds are managed in partnership between the European Commission and the
Member States, through a de-centralised system. The Member States decide how the money
is used, while the Commission has a supervisory role and ensures that spending is line with
the agreed strategic priorities and financial rules. The Departments responsible for supervising
Structural Funds are the Directorate General for Regional Policy (responsible for the European
Regional Development Fund (ERDF) and the Directorate General for Employment, Social Affairs
and Equal Opportunities (responsible for the European Social Fund (ESF). At the European level,
Structural Funds are regulated by the general regulation common to all the funds and by specific
regulations for each fund (see Annex 1).

Managing Authority

This is the national, regional or local public authority or another public or private body that has been
designated by the Member State to manage the operational programme of one of the Structural
Funds. Managing Authorities can assign some responsibilities to an intermediate body (this can
be a non-governmental organisation), to serve as a link to beneficiaries implementing projects.

Monitoring Committee

The Member States, in cooperation with the Managing Authorities, establish Monitoring
Committees for each operational programme. The role of Monitoring Committees is to
monitor the effectiveness and quality of implementation of the programmes. This includes:
approving criteria for selecting the projects, reviewing the progress towards targets set out in
the programmes, evaluating the results of the implementation and approving the annual and
final reports. Monitoring Committees can propose revisions of the operational programme to the
Managing Authority.

78



According to the Structural Funds regulations, non-governmental organisations can be involved in
all the stages of Structural Funds spending, including monitoring and evaluation. In the Toolkit for
using EU Structural and Cohesion Funds, the European Commission points out that participation
of organisations representing people with disabilities in the monitoring of Structural Funds
implementation is strongly encouraged.®

Operational Programme

This is the document submitted by a Member State and approved by the European Commission,
which sets out the Member State’s strategy, together with a set of priorities, for how Structural
Funds will be used. A single priority covering a group of related activities is called a priority axis.

People with disabilities

When referring to people with disabilities (or disabled people), this report uses the definition from
the UN Convention on the Rights of Persons with Disabilities (CRPD). Article 1 of the CRPD states
that persons with disabilities:

‘include those who have long-term physical, mental, intellectual or sensory impairments
which in interaction with various barriers may hinder their full and effective participation
in society on an equal basis with others’.

References to the term mental disability are made in this report, where this is a term used by
the organisation being cited. This term is used to refer to people with intellectual disabilities and
mental health problems.

Endnotes

1 The information on Structural Funds provided in this Glossary is taken from the Structural Funds
General Regulation and the EU publication ‘The control system for Cohesion Policy — How it works in
the 2007-2013 budget period?’, 2009.

2 See ECCL's Focus on Article 19 of the UN Convention on the Rights of Persons with Disabilities, 2009.

3 See European Coalition for Community Living, Creating Successful Campaigns for Community Living,
An advocacy manual for disability organisations and service providers, November 2008.

4 The definitions of ‘deinstitutionalisation’ and ‘institution’ are taken from ECCL's advocacy manual
'Creating Successful Campaigns for Community Living’ (see previous footnote).

5 The Toolkit; p. 17.
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About the European Coalition for Community Living

The European Coalition for Community Living (ECCL) is a Europe-wide initiative working towards
the social inclusion of people with disabilities by promoting the provision of comprehensive,
quality community-based services as an alternative to institutionalisation.

ECCLs vision is of a society in which people with disabilities live as equal citizens, with full respect
for their human rights. They must have real choices regarding where and with whom to live,
choices in their daily lives and real opportunities to be independent and to actively participate in
their communities.

Membership in ECCL is open to all organisations, individuals and institutions committed to the
promotion of the right of people with disabilities to be included in society. To join ECCL,
please visit www.community-living.info or write to the ECCL Coordinator at coordinator@
community-living.info.

Since January 2008, ECCL has been a project of the European Network on Independent Living
(ENIL).

Members of ECCL's Advisory Council
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Elder-Woodward, Inclusion Scotland Ingrid Korner, Inclusion Europe Professor Jim
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Professor Gerard Quinn, National University of Ireland, Galway Bojana Rozman,
Association for Promoting Inclusion Croatia Professor Michael Stein, Harvard Law School
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